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ABSTRACT
While evidence-based practice and knowledge trdosléor transfer) has
garnered much attention, research has not focuséealth information as
provisional and emergent, and on knowledge trainsigKT) as a process of
social construction. The challenge of evolving miation is magnified within
everyday life contexts where informal and formalrses mediate health
information. This qualitative study explores th@erences of women as they
respond to and make sense of uncertain healthmafiton mediated by diverse
sources (including health professionals (HPs), medternet, and intrapersonal
and interpersonal sources). A medical case in winatlence is explicitly
evolving — health management during the menopaassition — facilitated
exploration of information use and personal headftnagement. Using a social
constructionist approach and social positionin@tiieand semi-structured
interviews (narrative and ‘elicitation’ approachesih information seekers and
HPs, this study draws attention to women’s compiéormation worlds, their
engagement with information sources, their indepanthformation seeking and
interpretation, the pervasive influence of theriné, the role of intrapersonal
sources, and the facilitating roles valued when e gathered information from
HPs. Findings highlight the influence of the ‘symptexperience’; women’s
desire to align lived experience with perceivedimal’ experiences; and notions
of responsibility engendered by upheavals in cotiweal medical knowledge.
Data analyses demonstrate: construction of menepalsted information was

influenced by women’s construction of evidenceesearch, material object,



negotiated belief, and lived experience; womentmosd themselves as
autonomous, collaborative and/or dependent infaonateekers and decision-
makers, and positions were influenced by contedtpmrceived quality of
interactions with HPs; a predominant feature ofthdaformation behaviour was
complementarity, not competition or displacement social contexts were
critical to knowledge construction. Findings ramv considerations related to
KT as an on-going, personal process of social coctsbn, and the contribution
of interdisciplinary research: theory from Libraagd Information Science
facilitated investigation of information sourcesldrehaviour, positioning theory
brought focus to relational elements, and the Ptmgd\ction on Research
Implementation in Health Services (PARIHS) framekvarcilitated exploration
of KT as a process shaped by evidence, contextaaiidation. The study has

implications for women'’s health, health literacydashared decision-making.
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CHAPTER 1
INTRODUCTION

Much has been written about evidence-based pra@&BF) within health
fields, and the challenges encountered when sgritdriranslate medical
knowledge into practice; however, little attentierpaid to the fact that evidence
itself is provisional, emergent and incomplete (ps2001) and that knowledge
translation (KT) involves an on-going process afigbconstruction (see
appendix A for a list of acronyms). The dilemmagemred by evolving health
information is magnified for people making healdt$ions within the context of
daily life: within this context individuals are fyaently assimilating and
responding to health information mediated by a watege of formal and
informal sources including health professionalsgHEhe media, internet sources,
advertising, and personal contacts. Research xipétres the changing and
evolving nature of health information and the eigrase of individuals as they
interact with and integrate health information frdimerse sources and within the
context of their everyday lives is limited. In thissertation | explore how people
respond to, make sense of, and use uncertain asvitving health information.
Focusing on health information behaviour (IB) withine context of a specific
illustrative medical case where medical evidenaxicitly evolving facilitates
exploration of the diverse factors that influenealth decision making and the
use of health information in everyday life.

This research study focuses on how people experigmanging and
evolving health information. Specifically, | expéothe experiences of women as
they respond to, make sense of, and use (or dosedtuncertain and/or evolving
information about hormone therapy (HT) and manageémkEthe menopause
transition; the ways in which different informatieaurces facilitate women’s
understanding of and response to changing infoomatti this area of health and
wellness management; how women'’s positioning wagpect to information
sources influences health I1B; and how women coostmd make sense of

evolving health information encountered throughnfal or informal sources and



within the context of their everyday lives. Thigpéxatory research is informed

by the view that health information is not someghihat isimplementedvith
linearity of cause (research evidence) and eflagtiénce-based health
behaviours), but rather it teanslatedinto practice through a constructed process
that is based on ‘factual’ and experiential knowkeds well as on reflection,

context, and inter- and intrapersonal influences.

1.1 Evolving health information: An illustrative medical case

Precipitated by the unexpected 2002 publicatiorestlts from the
Women'’s Health Initiative (WHI) study (Rossouw &t2002), management of
health concerns during the menopause transitiomhadsrgone dramatic and
rapid change in recent years. For this reason tHéaNd the resulting, on-going
controversy about menopausal HT provides an effectase study within which
to explore uncertainty and its effect on healtlminfation use in everyday life.
Peterson et al. (2004) note, “rarely has 1 studlytha impact that the Women’s
Health Initiative trial has had on the prescribargl use of HT” (2310). The
influence of the WHI did not, however, occur witlarvacuum. The effect of this
landmark research study and the many subsequénésippublished in the
scientific and popular press was amplified by tbetext within which new
information was released, it was influenced bygbesonal situations of women
and the HPs advising them, and it was facilitatgchBbbormation sources, new
communication technologies, and interpersonalicgiahips.

Ongoing ambiguity about management of health carsceuring the
menopause transition clearly positions health kedgé as a ‘work-in-progress.’
This stands in contrast to the positivistic assuomptommonly held as self-
evident: that health practices can be determineobipgctive research evidence
that is empirically documented and implementedatliyento clinical practice. By
focusing on the experiences of women as they enepand integrate
information about HT and menopause, | draw atteniohealth IB within the

context of uncertain and/or evolving health infotioia, the varying ways in



which diverse information sources facilitate untemding of health information
and the tensions experienced by women as they saige of information from
formal and informal sources, and to KT as an omgairocess of social

construction.

1.2 Development of research objectives

Both interdisciplinary professional experience atube interaction with
the literature in health fields and in the Socieile8ces kindled my interest in the
tensions between positivistic and constructiongsspectives within health fields.
Latour and Woolgar’'s (1986) bookaboratory Life: The Construction of
Scientific Factsfor example, demonstrates that while researdtettsee Salk
Institute for Biological Studies claimed to be ‘=giists discovering facts,” they
were in fact “writers and readers in the businddsemg convinced and
convincing others” (88). ‘Facts’ were thereforedtbughly understandable in
terms of their social construction” (107). My Masté Library and Information
Studies thesis, a content analysis of consumeneattical articles related to
menopausal HT, provided similar insights (Genui842y). | found that rather
than communicating a factual representation of itafle truth, “published
articles produce and shape meaning, and creatfligienuis 2004a, 207).
These findings prompted my interest in how peoptliwthe context of
everyday life integrate health information from tiple information sources and
then translate that knowledge into use; specificalbw they “access, use, and
interpret information about controversial or chamgpareas of medical practice”
(Genuis 2006, 983).

My interest in evolving health information and thiay health evidence is
constructed stems from the first hand observatiah HHPs are inculcated with the
assumed self-evident notion that health care shoeiloased on black and white
‘facts’ and that the focus of shared decision mgkBDM) should be the
effective communication of those facts. A myth eftainty is frequently created,

which reinforces notions of “medicine as a presisience independent of context



and people” (Griffiths, Green, and Tsouroufli 206%6); and uncertainty is
presented as something to be conquered rathestmething to be explored and
navigated within the context of the individual. Bw@ough | recognize that
patients often express a desire for certainty, erggnal experience and academic
exploration leads me to wonder if acknowledgingittreerent uncertain and
evolving nature of health information will not ordyimulate contextually situated
discussion of the pros and cons of health car@ogtibut will also allow patients
to have an authentic voice in health decision n@kin

Furthermore, | am concerned that women’s natueatidansitions are
constructed as problems requiring medical inteeardnd supervision. This not
only positions women as passive recipients of heaformation and medical
care, it also influences the way HPs approach womamal transitions are
medicalized and real health concerns may be oesthd believe that in order to
facilitate evidence-based, patient-centred heakbtjce, attention must be given
to women’s perspectives on their own health cacetarunderstanding how
women interact with and make sense of health inébion from a range of
sources and within the context of their everydagdi

Three primary concepts have contributed to myares$einterests and to
the objectives of this dissertation: the intringicertainty of health information,
the importance of understanding how health inforomeits constructed and
translated into use within the context of everytifgy and the relevance of IB

research to health fields.

1.2.1 Uncertainty

Although uncertainty within health fields can bestrated by specific
situations where varying perspectives are evidetite literature or where
practical application of evidence is uncertain, s@oholars suggest that
uncertainty is an inherent aspect of health infaroma Wood, Ferlie and
Fitzgerald (1998) note that even established meda’ represents only a

moment in time within an on-going, indeterminategass of knowledge

4



development. Much attention in health fields, hogreeenters on evidence as
static discoverable fact, a focus which beliesititrensically provisional nature of
health information and which potentially marginakzritical elements
influencing health information use. The provisionature of health information
is highlighted by the unanticipated results of WilI: once considered the
optimum therapy for healthy menopausal and postpemnsal women this
landmark study provoked rapid change in clinicalgtice and ongoing ambiguity
about how to translate evolving information aboitiHto practice within the

lives of individual women.

1.2.2 Need for knowledge translation

The literature clearly and consistently documerga@between evidence
and practice (Grol and Grimshaw 2003). Knowlettgasferis an insufficient
construct since “knowledge that has been transfdras not necessarily been
utilized” (Aita, Richer, and Heon 2007, 147). Thation that knowledge from a
complex information world igranslatedinto use via a multifaceted and
contextually situated process provides a more rtdbaisiework. KT research,
however, tends to focus on HPs and their adoptidoest practices.” To my
knowledge, research does not explore KT as a psaxfesocial construction
undertaken by people involved in personal healthagament. Since HPs are
most likely to involve patients in SDM in situat®of uncertainty (Salkovskis
and Rees 2004), it is critical to gain insight itite health 1B of individuals as
they navigate situations where health informat®avolving, and to explore how
people translate knowledge from formal and inforsmirces into use within the

context of everyday life.

1.2.3 Relevance of information behaviour research

Information behaviour is of significant, althougtrdgely unrecognized,

relevance within health fields. While researcharbealth fields tend to focus on



professional settings and the implementation afdaesh knowledge, 1B research
explores a broad range of behaviours, informatmrtexts, and populations, as
well as outcomes that include the use and non-Lisdosmation, and end-
products which may consist of knowledge, opiniotuition, evaluation, and
affective response (Dervin 1992). Furthermore,dBearch emphasizes the
influence, interplay, and integration of a compiebormation world —
information arising from informal everyday life eractions, from formal
information sources, and from various hybrid sosi®ech as the internet. This
broad approach is highly relevant in situations reteealth information is
explicitly uncertain and/or evolving and in an exaition of the wide range of
behaviours exhibited by people as they intentigretid unintentionally gather,

integrate and use health information.

1.3 Specific research problem

The objective of this dissertation is to explorevhancertain and evolving
health information is experienced and construcaed, to investigate how that
experience influences health 1B and the translatfdinowledge into everyday
life use. Specifically | explore (1) the experies@# women as they respond to,
make sense of, and use uncertain and/or evolviogiation about HT and
menopause; (2), the ways in which varying informasources facilitate
women’s responses to changing and uncertain hieétthmation; (3) how women
position themselves (e.g. as autonomous, as codtibe decision maker, or as
dependent) when engaging in health IB, and theeénite of that positioning on
IB and on the translation of knowledge into uséhimitvomen'’s lives; and (4)
how the construction of uncertain and/or evolvireglth information encountered
via both informal and formal channels influencealtielB, including decision
making, KT, and encounters with HPs. This exploraprovides insight into the
tensions experienced by women as they engage théthging or uncertain health
information and contributes to theoretical underdiag of KT within the context

of everyday life.



1.4 Theoretical framework

This dissertation is based on human informatiorabetur theory and a
social constructionist approach, which aims attifdgng “general sensemaking
practices on the basis of which people orientatenielves in their everyday and
working lives” (Talja, Keso, and Pietilainen 199%1), and notions of meaning-
making that incorporate an active, process-oriexige of IB (Dervin 1992).
Interviews with participants are viewed as “reatiynstructing, meaning-making
occasions” where meaning is not merely revealaoltyin questioning, it is
“actively and communicatively assembled in thenvitav encounter” (Holstein
and Gubrium 1995, 4). The Promoting Action on Redeémplementation in
Health Services (PARIHS) framework is used as aisttifor exploring the
interplay between evidence, context and facilitatio addition, social
positioning theory facilitates exploration of thgndmic aspects of information
encounters and illuminates the interactions ofviggial women with their
sociocultural context and the influence of soawiéractions on health IB.
Additional theory is incorporated as appropriat¢hi@ results and discussion

chapters (chapters four to seven) and facilitatptoeation of emerging themes.

1.5 Research questions

Semi-structured interviews and qualitative reseanethods are used to
investigate the guiding question: What sense-ma&inyIBs are elicited by
uncertain and/or evolving health information? Tdnisding question is explored
by addressing the following overarching researakstjans:

1. What are the experiences of women as they respomaake sense of, and
use uncertain and/or evolving information about&#il menopause?

2. In what ways do information sources (including Hie&rmal
interpersonal interactions, and the media) fatditsomen’s varying

responses to uncertain/evolving health knowledge® vhat are the



tensions experienced by women as they make sems®ohation that is
facilitated in different ways by formal and inforimaformation sources?

3. How do women position themselves (e.g. as autonspasicollaborator,
or as dependant) when encountering/seeking/exanguhgialth
information, and how does that positioning influerierther health 1B?

4. How does the construction of uncertain and/or auglwhealth information
encountered via diverse mediums and within varcmrgexts influence
health IB (including decision making), KT, and eanters with HPs?

In keeping with principles of qualitative methodgyo research questions are
shaped in the results and discussion chaptersdoyes which emerged during the

research process (Marshall and Rossman 2006).

1.6 Significance of research

This research contributes to understanding of wasrezalth IB in
situations where health information is uncertaid/anevolving, as well as to
knowledge of how context influences health IB artatvforms of facilitation
women favor or perceive as useful when making sehsbkanging evidence
related to HT and menopause. Insight is providéaltime experiences of women
as they interact with and integrate health inforamatrom formal and informal
sources and within the context of a non-crisisyyay life health situation. The
study draws attention to the evolving and provialarature of health information
and to the challenges of navigating health inforomain a complex information
world. The study furthermore makes theoretical gbation by providing insight
into KT as an on-going process of social constamctas well as insight into the
use of social positioning theory and PARIHS comsrednts as lens for guiding

exploration of KT in everyday life contexts.



1.7 Dissertation outline

This dissertation consists of eight chapters. Tteeature review in
chapter two takes the following format: an overvieithe illustrative medical
case chosen to give context for this exploratioawaflving health information is
provided; the comprehensive nature of IB is defiard attention is directed to 1B
within the context of everyday life and to the telaship between IB and
uncertainty; women'’s health IB is explored; themadtperspectives are
considered; qualitative inquiry is reviewed withmasis on interview methods;
and finally, research gaps are identified. In caafitree the research methods
used in this exploratory study are described. Gthengualitative nature of this
study, results and discussion are presented inechreach of the four research
guestions are addressed in separate chapters lmgginichapter four and
carrying through to chapter seven. Chapter eigtitdgissertation’s conclusion
chapter. This is followed by an appendix detailing acronyms used in the
dissertation, seven appendices providing furth&ailderelated to research

methods, and one appendix which provides descniptad participants.



CHAPTER 2
LITERATURE REVIEW

Before embarking on an investigation of women’paziences with
uncertain and/or evolving health information iveduable to consider what has
been published in the academic literature abounboe therapy (HT) and the
Women'’s Health Initiative Study (WHI); informatidrehaviour (1B), particularly
women’s health IB; theoretical considerations esab evidence-based practice
(EBP), knowledge translation (KT), and social posiing theory; qualitative
inquiry as a means of accessing women'’s experieaoglscurrent gaps in the
research. The following literature review beginshvan overview of the
illustrative case which provides context for thipleratory research: the history
of HT as long-term preventative therapy for healtignopausal and
postmenopausal women is briefly reviewed; the imp&the WHI on women
and health professionals (HPs) is discussed; aadlyfj literature related to the
influence of the media and the controversy aridéiom the WHI is reviewed. The
scope of information behaviour (IB) is then exptbweth particular attention to
everyday life information seeking (ELIS) and thiatienship between IB and
uncertainty. This is followed by discussion of wartsehealth IB: focused
attention is given to literature related to womsraetive health information
agents, the complexity of information sources i@flcing women, and women’s
focus on ‘well-being.’ In order to provide backgralfor this interdisciplinary
exploration of women'’s health 1B, theoretical calesation is given to EBP and
KT. The Promoting Action on Research ImplementaiioHealth Services
(PARIHS) framework is then explored with speciftteation to its core elements
(evidence, context, and facilitation) and theiatiginship to the illustrative case
study. Limitations of PARIHS are discussed and frioposed that this
framework provides a heuristic which supports aaaonstructionist viewpoint
while facilitating exploration of factors that ecally influence women'’s health
IB. This is followed by brief elucidation of socipbsitioning theory and its

limited application in the fields of Library andftmmation Science (LIS) and
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Nursing. In order to provide background for usingifative methods for this
research study, literature related to qualitativthmadology and interviewing is
reviewed. Finally, the literature review is summaad and research gaps are
identified.

2.1 lllustrative medical case: Management of the nm@pause transition

In July 2002 the routine acceptance of HT for prélam of long-term
disease in healthy menopausal women was challemged results from the
largest randomized clinical trial of HT, the WHhgdicated that “overall health
risks exceeded benefits from use of combined estrptus progestin for an
average 5.2-year follow-up among healthy postmensgddJS women”
(Rossouw et al. 2002, 321). Over the next yeaiyrdiser findings demonstrating
negative sequelae or lack of therapeutic benefieypeblished (Manson et al.
2003; Rapp et al. 2003; Shumaker et al. 2003; WtneskSmoller et al. 2003), it
became increasingly clear not only that long tesm of combined estrogen plus
progestin was associated with increased risk feastrand ovarian cancer but
also, contrary to expectations, HT did not decreasdiovascular disease. This
information, which was communicated, discusseddeizited in literally
hundreds of articles and editorials published engtientific and popular press
(Naughton, Jones, and Shumaker 2005), represenbedreatic departure from
the previously accepted and articulated view of opaunise as a treatable medical
condition. As a result there has been both profatirahge in clinical practice and
in attitude towards the use of long-term HT, asl aglongoing uncertainty about
how to translate these new findings into practidhiw the lives of individuals
(cf. Genuis 2006; Hersh, Stefanick, and Stafford 2004th&h 2004). Because of
the dramatic impact that the WHI had on HT usemode broadly on the clinical
approach to medical management of women in the parse transition, an
overview of this illustrative case provides a sgydrasis for exploring how
women experience uncertain and/or evolving healibrimation and how

evolving information challenges individuals as tleggage in health IB and as
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they seek to translate health information intowghin the context of their
everyday lives.

2.1.1. HT as preventative therapy

Although the current challenges faced by womenHdiAd as they seek to
navigate uncertain information about HT were naicgrated prior to 2002, the
history of menopausal HT demonstrates that uncegytand contradiction has
plagued this area of clinical practice since iteeption (Oudshoorn 1990).
Descriptions of menopause as a deficiency disdémgertight be ameliorated by
HT began to appear in scholarly articles in the [E830s and 1940s (Bell 1990);
and, in 1966, New York gynecologist Robert Wilsomtg the booleminine
Forever, which presented HT as the optimal long-term pmnéateve treatment for
healthy menopausal and postmenopausal women. A&kt in both North
America and Europe, Wilson’s book played a sigaiffiicrole in propelling HT
beyond academia and into the mainstream of climeadicine and everyday life
(Love 2003). Promoting the notion that menopauseduyred estrogen deficiency
of such proportions that a woman'’s entire socigychological, and physical
well-being was doomed, Wilson promised the elimorabf menopause, a return
to youthful vigor, the indefinite postponement loé travages of aging, and the
final physical and mental emancipation of women.

By the mid-1970s estrogen was being widely usecett menopausal
symptoms such as hot flashes and mood swings.eStgtiowing that estrogen
could lead to endometrial cancer, however, initlatedespread uncertainty and
prescriptions for the estrogen medication, Premé&elhfrom 28 million in the
United States in 1975 to 14 million in 1980 (Lov@)3). In the 1980s
prescriptions of HT began to increase again as@stis were combined with the
oral progestin Provera, which had been shown tteptohe uterus from cancer.
Furthermore, with the 1986 United States Food andj[Administration (FDA)
announcement that the rate of bone loss in postpaersal women could be

reduced by taking estrogens (Stadel, Colman, aiaff@003) and with
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aggressive pharmaceutical marketing to both pramsscand the public (Kaufert
and Lock 1997), HT gained the momentum it hadilogthe 1970s. The frequency
of menopause-related, medical and consumer artiotesased in the 1980s and,
unlike texts from the previous decades, menopaaseaxplicitly or implicitly
identified as a deficiency disease (Topo 1997).

In the 1990s a second potential indication forube of long-term
preventative HT began to be actively promoted: Id B aneans of reducing heart
disease in women. Over this decade observationdiest, which suggested an
increased risk of coronary disease following ndtom@anopause, and studies
demonstrating that HT affected specific cardiovémaisk factors were used to
promote the cardioprotective capability of exogenestrogen. Despite
widespread promotion and adoption of HT for thenaiiy prevention of heart
disease, medical evidence continued to evolves|hyequent analysis threw the
interpretations of prominent observational studis question (Stampfer,
Colditz, and Willett 1990); (2) two large clinictulals demonstrated that HT did
not provide cardioprotection for women (Grady et28l00); and (3) in 2001 the
American Heart Association reversed previous recenmdations and issued an
advisory stating that there was no evidence fargbIT to prevent heart disease
and that it is contraindicated for women with exigtheart disease (National
Women's Health Network 2002).

In 1994 an observational study concluded: “incedasacidence of
Alzheimer’s disease in older women may be due tmgsn deficiency and ....
estrogen replacement therapy may be useful forgotevg or delaying the onset
of this dementia” (Paganini-Hill and Henderson 1,9286). While comprehensive
review articles concluded that despite plausibéédgical mechanisms and
observational studies there was insufficient evigeto support assertions that
estrogen prevents or treats dementias (HaskelaRison, and Horwitz 1997;
Yaffe et al. 1998), estrogen’s potential impacboain function led many to view
the link between aging, dementia and hormonal obsuhg/lowing menopause as
“logical and compelling” (Beckmann 1997, 295). H a‘cure’ for cognitive

dysfunction or as protection against future denaetiiius became a significant
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area of inquiry, dissent, and uncertainty in bbih thedical and consumer
literature (Meyer 2001; Love 2003).

For at least two decades prior to the unanticipptédication of WHI
results, analysis of risks versus benefits appe@aredpport the use of HT for
both disease prevention and symptom control. Byetiteof the 1990s
postmenopausal hormones had become one of thecomastonly prescribed
drugs in the United States (Naughton, Jones, anth8ker 2005). Despite this
widespread adoption of HT as a long-term prevergatierapy for menopausal
women, knowledge about HT was rapidly evolving estanng the pre-WHI
years and women were experiencing uncertaintyessbught to navigate
evolving information about menopause and HdfT I(yons and Griffin 2003;
Winterich and Umberson 1999). With the early andxpected publication of
WHI results in July 2002, this case emerged avid example of the challenges

arising from uncertain and evolving health inforioat

2.1.2 Impact of the WHI on women and health profesgnals

When the respectelburnal of the American Medical Association
published the news that the WHI had been premathiated due to health
concerns, the news reverberated through medicat@mslimer publications and
“had a major impact in the United States and woidiévas scientists, physicians,
the pharmaceutical industry, and women began topigawith the dissonance
created by their beliefs and the empirical datacnal risks” (Naughton, Jones,
and Shumaker 2005, 166).

The effect of the WHI was profound and rapid. Withishort period of
time there were reports that the majority of worrestudied populations had
heard of the WHI and had responded by discontinamghanging HT regimes,
and/or by seeking further informatiocf.( Barber et al. 2004; Breslau et al. 2003;
Ettinger et al. 2003; Wegienka, Havstad, and Ke5¥#)6). A national telephone
survey carried out in the United States in the finsnth following the initial

publication of WHI findings, for example, found tH&4% of the women
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interviewed had heard something about [the WHIgigtnom the media or from
talking to others,” 57% were worried about how teyuld be affected by the
findings, and 13% had already stopped taking HE$Bw et al. 2003, 33).
Population-based usage data demonstrates dectd@sesk in all subgroups of
age, race, education and region subsequent ta¢neagure cessation of the WHI
(Kelly et al. 2005). In addition, the majority ofiysicians have modified their
clinical approach and menopausal prescription ofd3 declined significantly
(cf. Blumel et al. 2004; Buist et al. 2004; Hersh, &vétk, and Stafford 2004).
Guay et al. (2007), for example, found that lessitbne year after the publication
of WHI findings, HT prescriptions in Quebec haddalby 28%.

Notwithstanding the significant impact of the Wef the use of HT as a
long-term preventative therapy, symptom managefmantemerged as a
considerable challenge for many women (Schonbedg/éee 2005). Lawton et
al. (2003) report that six months following thetiali release of WHI results, 58%
of respondents to a survey conducted in New Zedhandstopped taking HT,
however, 18% restarted HT because of the retusymptoms or having a
hysterectomy; and Wegienka, Havstad and KelseygPfaind that 24% of those
who stopped HT resumed use because of menopauspt@sys. Other published
surveys report that the majority of women contiguHil’ despite WHI findings
cite intolerable menopausal symptoms as their refacontinuing therapyct.
Barber et al. 2004; Kelly et al. 2005; Taylor, Macihan, and Avery 2006).

In the wake of declining menopausal hormone useocangoing concerns
regarding symptom management, increased attenéistoéen directed towards
complementary and alternative approaches to mesepaanagementf Daley
et al. 2006; Ma, Drieling, and Stafford 2006; Sdhenry, Davis, and Wee 2005;
The Florida Behavioral Health Research Consortitial.2006). While this
development stands in contrast to the small peagendf pre-WHI medical and
consumer articles that focused thematically ornrrsdiieves to HT (Genuis 2006),
it perhaps fulfills a need illuminated by pre-WHlalitative studies in which

women expressed uncertainty about HT as a long{teenapy and a desire to
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learn about HT alternatives (Hunter, O'Dea, ant@r1i1997; Stephens, Budge,
and Carryer 2002; Winterich and Umberson 1999).

The WHI has had a profound influence on women’dtheare since its
results were first published in 2002 and, as spalyicipants continue to be
monitored, results from this study continue to egeeand influence women and
HPs. More recently published results of the WHIdatup study of the estrogen-
plus-progestin clinical trial, for example, fouritht overall risks including risks
of stroke, blood clots, and breast cancer remdigi three years after women
stopped taking combination HT (Heiss et al. 2008a National Institutes of
Health (2008) press release Dr. M. S. Lauer, direct the National Heart, Lung,
and Blood Institute Division of Prevention and Plagpion Sciences, concludes:
“While it is reassuring that heart attack risk ¢eged and that the risks for stroke
and blood clots did not grow after the women staopgaéing hormones, this study
provides further evidence that five years of corabon hormone therapy is
harmful. All the accumulated risks do not simplgappear.”

Furthermore, the impact of the WHI has not beeiitéichto changes in the
management of the menopause transition. The prowenef controversy with
respect to HT use during the menopause transiasratso led to examination of
sociocultural influences on health practices anetigs (cf. Naughton, Jones, and
Shumaker 2005), and to unprecedented examinatitreafrug promotion
practices of pharmaceutical companies. For exarkpigh-Berman (2010)
examines documents revealed in the course oftibigagainst a pharmaceutical
company by women with claims related to the devalept of breast cancer as a
result of HT. This author concludes that the syst@npublication of ghostwritten
reviews and commentaries in medical journals “alneestainly contributed to
widespread use of HT among millions of women wha ha medical indication
for the drug” (9).

For the purposes of this study, what is most ingrdgrabout new and
ongoing findings related to management of healthwaell-being during the
menopause transition is that they reinforce thergeme nature of medical

knowledge in the area of menopausal HT and hightigh challenges
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experienced by women as they seek to make serms@lving information within

this context.

2.1.3 Influence of the mass media

The literature identifies healthcare providers #r@lmedia as the sources
of WHI and HT information most commonly cited by mven following the
premature cessation of the WHF.(Barber et al. 2004; Ekstrom 2005; Heitmann,
Greiser, and Dorin 2005; Rolnick et al. 2005). Whiliance on HPs as
information providers is not surprising and manynvem continue to look to
physicians for general menopause information (Gaarazt al. 2006), post-WHI
surveys reveal that women cite information obtaithedugh the popular press as
a primary influence on their understanding of H3krand on decision making
(Barber et al. 2004; Bestul et al. 2004; Ettingeasle2003; Rolnick et al. 2005).
While the limitations of media provided health infation are well documented
(cf. Cassels et al. 2003; Moynihan et al. 2000; Woloahd Schwartz 2002), the
WHI highlights the complex and emerging role okthelatively new player in the
dissemination of health information (Pines 2005).

The mass media not only affects consumers, itiafagences HPs (Grilli,
Ramsay, and Minozzi 2002; Phillips et al. 1991)tiWiews of the premature
cessation of the WHI released simultaneously irsaorer and medical
publications, HPs were presented with the immediastienge of interpreting
new scientific information before there was oppoityfor thorough reading or
evaluation, and prior to the publication of officieeatment guidelines (Archer
2007; Hemminki 2004; Pines 2005). This challengenigjoing as new
information about HT has been appearing regulartye lay press since July
2002 €f. Gorman et al. 2002; McCullough 2007) and the camigation of
health information is no longer restricted to tloenzin of the traditional patient-
caregiver interaction (Pines 2005).

While the rapid decline of HT prescribing and tdexmatizes the

influence of the media and the Internet on thetpraof medicine in the 21st
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century” (Archer 2007, 29), the role of the masslim@s an important
information source is supported by a Cochrane syaie review. Grilli et al.
(2002) note that both in casespiénned media publicity campaigns and in cases
of unplanned media coverage “mass media are tdegaource of information
about important health issues” (2). These inforaratources have been found to
influence “individual health behaviours, healthecatilisation, health care
practices and health policy” (2). This review, heee highlights a critical
challenge: while the influence of the mass medidaar, the specific impact is
difficult to measure. This raises questions abawt bonsumers integrate
information encountered in the popular press withrimation they receive from
HPs. These challenges draw attention to the neeglfaditative research, such as
this dissertation, which explores how individuatperience a range of informal
and formal information sources and how these egpeeés influence IB and

decision making.

2.1.4. Controversy, uncertainty and WHI results

Despite pervasive promotion and widespread acceptahHT prior to
2002, this therapy was not without controversy agni@minists, social scientists,
HPs, and researchers; and despite the incontrblesmnpact of the WHI on
clinical practice, controversy and uncertainty alddli continues. The majority of
physicians have modified their clinical approacmenopause management;
however, uncertainty about HT remains even amongipian specialists in
gynecology. Bonassi et al. (2005) report that Biazigynecologists’ intention to
prescribe HT decreased and the usefulness of ldesas was reinforced as a
result of the WHI; however, most survey particifgaf@6.3%) believed that WHI
results were applicable only to the single HT rezpmised by patients in the
study. Moen, Stein-Tore, and Ole-Erik (2005) fodimat although there were
significant changes in attitude from being morei#d to being reluctant to
prescribe after the WHI was published, Norwegianegplogists’ “personal

attitude to their own or spouse use of HT was ffected [by WHI results]” (93).
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In November 2002, Kaplan et al. (2004) found tha#6dof surveyed Israeli
gynecologists were limiting HT to patients with fraenopausal symptoms;
however, despite contrary evidence produced byammzed controlled trials
(RCTs), 40% of participants continued to believéliiis cardio-protective
potential. The literature also suggests that tieergconsistency in how WHI
findings are communicated to patients by HPs. Tieadack of agreement
between HT-related recommendations made by ‘expartéls (Ettinger et al.
2006), and HPs use a wide range of approaches talikdmg about medical
uncertainty with patients (Griffiths, Green, andiioufli 2005). Furthermore,
recently trained HPs are more likely to look for Hifernatives whereas faculty
who completed training 10 or more years prior ®2002 release of WHI results
are more likely to recommend HT for most menopasgaiptoms (The Florida
Behavioral Health Research Consortium et al. 2006).

The WHI has also stimulated confusion and uncestdor women who
were trying to understand how to use HT-relatedrmfation within the context of
their own lives (Barber et al. 2004; Rigby, Ma, &tdfford 2007; Sawka et al.
2004). Hendrix (2003) points out that although\WidI revealed new information
about the consequences of HT, emerging informdtamcomplicated choices for
both providers and patients. Wathen (2006b) néeasje information may in
fact become more clear as medical research evdhissjoes not necessarily
translate into a reduction in confusion and anx@tyhe part of those making
health-related decisions” (490-1). Confusion alapglication of WHI findings
has resulted in the view that HPs are not meetimgnen’s needs for information
and guidance (Ma, Drieling, and Stafford 2006) aodsequently women are
turning to other sources for health information.

Given the uncertainty that continues to surroundl\fitlings, it is
valuable to summarize the primary points that hernvgendered criticism of the
WHI trial and controversy about application of Wiitidings: only one HT drug
regimen was tested; results may not be applicablomen who initiate short
term HT at the time of menopause for symptom reéafly termination of trials

reduced the precision of estimates related to teng-effects of treatment on
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primary and secondary outcomes; the absolute nunadbgrarticipants suffering
adverse events was small although results weriststally significant; and
finally, women will be unlikely to forgo HT becausé makes them feel better
and improves their quality of life” (Naughton, Jenand Shumaker 2005, 167).
Other factors raising uncertainty about the releeasf WHI results relate to the
selection criteria and age of study participantiléthe strengths and
weaknesses of each of these points have been debake medical literature,
what is most relevant for the purposes of my diasien research is that despite
the profound effect of the WHI on clinical healtre, “evidence-based care for
the well woman, like many areas of medicine, isdigevolving” leaving both
patients and health care professionals confusediaceltain about the evidence
base for menopause management (Richardson 2003n20dition, little is
known about how people experience uncertain h&afithmation and thus “the
process of negotiating evidence and its uncertsns an evolving area of study”
(Wathen 2006b, 490). In order to explore how womgperience uncertain
and/or evolving information about menopause andthfirst necessary to
consider the notion of IB, particularly 1B withihé context of everyday life and

within the context of uncertainty.

2.2 Information behaviour

Beginning in the 1970s, LIS researchers beganandbr out from a focus
on information systems and services to the studysef-centered information
activities. Scholars point to Dervin and Nilan (698s being the first to identify
the paradigmatic shift to user-centred approadesto posit human beings as
actively constructing as opposed to passively msiog information. With this
change in theoretical position, the literature giegidence of a move from
guantitative to qualitative methods, and an indreasclination to seek
“understanding of processes and behaviour, rakfaer description of system use”
(Wilson 1994, 35). Information began to be viewsdthat which modifies a

user’s internal knowledge structure” and “conceltiray the information-to-
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knowledge continuum as it is internalized by usatker than as an objective
product destined for the passive recipient” wastified as a critical area of
study (Westbrook 1997, 319).

There is now growing consensus in LIS that “desiyimformation
systems and services can be improved by moving &wayan content-
institution-system-centered approach to one theglts® understand the
experience and perspective of the ‘human’ inforaratiser” (Thomas and Nyce
2001, 105). This shift in perspective has led seagch into the cognitive,
behavioural and affective dimensions of informatseeking and use — although
even within user-oriented research there is stifllect of the more experiential
aspects of information behaviour (Julien 1999b)siMecently LIS researchers
have moved towards “an appreciation for the soc@hstructed nature of
‘mental states,” and the embeddedness of menialtgetithin a social and
cultural context” (Thomas and Nyce 2001, 106).

Since Dervin and Nilan (1986) identified the cortcapshift to a user-
oriented perspective within LIS research, schdhange used a variety of terms to
refer to both specific elements of and the totaldityser-centred information
activity. However, this area has emerged as adedihed research field within
LIS and has come to be identifiediaformation behaviouby scholars and major
textbooks in the fieldof. Case 2007; Fisher, Erdelez, and McKechnie 2005).
should be noted that the notionioformation practicds also relevant to this
study as this concept draws attention to the scoialexts of users, the less
formal and undirected aspects of information segkit occurs in everyday life
contexts (McKenzie 2003b), and “the continuity dwadbitualization of activities
affected and shaped by social and cultural fact(®aVolainen 2007a, 126).
While discourse on information practice informssthiudy, this investigation
focuses on individuals’ experiences and behaviasrthey are triggered by
specific needs or motives related to uncertain@mtianging health information.
Thus, information behaviour has been adopted darahbrella concept”
(Savolainen 2007a, 109) for this investigation.
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Information behaviour is currently understood dsa@ad concept that
spans a range of human behaviour from deliberatgarposeful information
seeking to “simply being aware, being conscioussamient in our social context
and physical environment” (Bates 2002, 4). Wilse@00), lays out the breadth of
this area:

Information behaviour is the totality of human beloar in relation to
sources and channels of information, including lamtive and passive
information seeking, and information use. Thugétudes face-to-face
communication with others, as well as the passeeption of
information as in, for example, watching televisamvertisements,
without any intention to act on the information v (49)

Furthermore, affect is an increasingly relevantalde in IB (Fisher and Julien
2009). Information behaviour research is, therefonelerstood to focus on a
personal, affective and experiential perspectirgotmation behavior focuses on
how people experience information — their needskisg, managing, giving and
use — both purposefully and passively in the varides that comprise their

everyday lives” (Fisher and Julien 2009, 1).

2.2.1 Everyday life information behaviour

While investigation of work-related 1B has beepremary focus within
the LIS literature (Harris and Dewdney 1994), rese&rends have recently
demonstrated “greater emphasis on the study afanylpeople and their
everyday life information seeking” (McKechnie et 2002, 124). Since
Savolainen (1995) first described ELIS as a megnsgtich people “orient
themselves in daily life [or] solve problems natedily connected with the
performance of occupational tasks” (267), otheokais have detailed the diverse
array of IBs that are a part of ELIS. (1) Infornoatimay be encountered
incidentally while individuals are engaged in othesks or looking for other
information (Erdelez 1999; Williamson 1998) or iayninvolve active
information seeking or scanning (McKenzie 20038).ELIS involves
constructing information based on the values amdifip socio-cultural
environment of the individual (Spink and Cole 200&)d (3), ELIS moves
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rapidly, fluidly and not necessarily systematicddtween IBs and levels of
engagement with sources (McKenzie 2003b). Savaiaih@95) identifies health
as a primary concern for individuals engaged inE&hd in recent years there
has been significantly greater interest in hedthvithin the context of everyday
life (cf. Case 2007; Fisher and Julien 2009; Wikgren 208&h the growing
public availability of medical information and cant emphasis on shared
decision making (SDM) in health fields (Salkovs&isl Rees 2004; Walter et al.
2004), it is increasingly important that scholaslsto illuminate health IB which

takes place within the context of everyday life.

2.2.2 Information behaviour and uncertainty

Although eminent scholars within LIS “point towdeklings of
uncertainty, ambiguity, or uneasiness as the raose of information needs”
(Case 2007, 81), IB in situations where informai®nondergoing ongoing change
has received little attention. Dervin’s (1999) sensaking theory suggests that
humans struggle with incomplete understanding alitse Through a process of
sense-makingeople engage in various IBs to bridge the gaplsem
understanding and achieve an end-product whichistsnsf knowledge, opinion,
intuition, evaluation, and affective response (Ded992). Wilson (1994) notes
that future research should consider “integratibmf@rmation from multiple
sources, and the manner in which conflicting infation is resolved” (Wilson
1994, 41). While not directly considering the resioin of conflicting
information, Sonnenwald (1999) situates IB withe tontext of reflection and
evaluation of change. This author suggests a rahgessible IBs including the
decision to ignore change and the decision to sgekmation in response to
change. Godbold (2006) highlights the multi-direntlity of IB and “the myriad
paths that can be taken through the different moéfledormation behaviour,
from confusion to revelation and back again” (n.hile these scholars address
the changing nature of information and the subsatcaetion (or inaction) that

change may engender, there is a paucity of litexatlated to the experience of
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individuals as they navigate evolving health infation. Because of the lack of
research on this topic within LIS, and becausetheare is an area where
information is always evolving and where the ingmn of new information is

critical, study of IB within this context is apptesi

2.3 Women'’s health information behavior

Women'’s health is a major area of study withinlthefelds and women’s
health IB has been identified as a developing afestudy within LIS (Ankem
2007; Case 2007). Within the context of this redea@roject three areas warrant
focused discussion: women as active health infaomatgents, the complexity of
information sources influencing women, and woméocsis on ‘well-being.’

2.3.1 Women as active health information agents

Research demonstrates that women are active inflamegents who
gather, seek and store health information for bloémselves and others,
particularly for family membersc{. Macias, Lewis, and Shankar 2004; Stoller
1993; Wathen and Harris 2006). Studies about waseeking breast cancer
information are abundant and these studies fo¢astain on women as active
information seekers in situations where there ia@rte health concerof( Ariail,
Watts, and Bowen 2006; Cappiello et al. 2007; Ligtz; and Goldstein 2005).
In numerous studies, however, women are citedaasng broad and complex
roles. Studies point to women not only as imporsanrces of health information
(cf. McKenzie 2002; Wyatt et al. 2005), but also asary health information
managers who use “just-in-time,” “just-becauseuistfin-case,” and “just-at-
hand” strategies as they gather and manage heéttimiation for their
households (Moen and Brennan 2005, 648). Harris/daithen (2007) point to
the gate-keeping role that women play for themsglfgemily members, and for
others in their personal networks. While many sgsadocus on women as active

information seekers in situations of acute medieadd (e.g. breast cancer) and
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others focus on women'’s critical roles as healfbrimation managers and
decision-makers within their households, to my klsalge there is little research
on the experiences of women in their roles as adtaalth information agents
exhibiting a range of IBs within the context of ronsis, everyday life health
situations.

A handful of studies contrast the health IB of naex women. Wyatt et
al. (2005), for example, found that women have nmohne diffuse networks than
do men and that whereas men talk about health phymeth their physicians
and partners, women draw on their social netwofkanily, friends, neighbors
and colleagues. Other studies report that womemare involved in health-
related decision making and gathering health infgrom than are meref{ Kahn
2001; Macias, Lewis, and Shankar 2004). Urquhait¥@oman (2010), however,
reach the “tentative conclusion” in their extensax@mination of gender and IB
that although “there seem to be differences betweem and women in health
information-seeking behaviour. . . . the differeheee not substantial, and [are]
often only evident with larger samples” (119-12)ese scholars further note
that sociocultural factors and a paucity of qualiastudies which focus on men

challenge scholars who seek to understand genddBan

2.3.2. Information sources

Women interact with a complex array of informatgmurces when
engaged in health IB. These sources may be formafamal and include HPs,
health organizations, publications such as bookeawazines, the internet, and
interpersonal relationshipsf( Suter et al. 2007; Warner and Procaccino 2004;
Wyatt et al. 2005). While the figures within indivial studies vary, primary
sources of information about menopause, the WHi,Hih include physicians,
the media (e.g. newspapers, magazines, and t@eyisiiends and family, and
the internet¢f. Castelo-Branco et al. 2006; Ekstrom 2005; MaclaeniTaylor,
and Wilson 2004; Theroux 2005). Genazzani et 8062, for example, surveyed

European women and found that the main sourcegaination on menopause
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were doctors (63%), magazines/newspapers (52%hdsirelatives/colleagues
(26%), and the internet (7%). Information on HTkngas primarily obtained from
magazines/newspapers (49%), television/radio (32%g),28% received risk
information from their doctors. On the other hamaffrhan, Hammar et al. (2005)
found that 43.8% of women received information abdét from
newspapers/magazines; 31.7% from TV or radio an8%8eceived new HT
information from HPs.

While the internet is not a central area of in\gegtion in studies about
women and menopause information, women, healthfanthternet is emerging
as an area of investigatigklein-Fedyshin 2002). &ent studies indicate that
online information seeking is transforming tradité models of health
communication and women have been identified asobtiee groups most likely
to access online health information (Fox 2008arner and Procaccino (2004),
for example, found that “despite skepticism byrgpondents about its
reliability, the Web was highly preferred method for locating health-related
information” (720). It is interesting to note thattheir sample of 300 women, the
highest frequency of online health information segKell in the 35 to 64 age
range Given the rapid growth of online use in all arebsveryday life, it is not
surprising that an escalating number of peopleayeng on the internet for
important health information (Madden and Fox 20@&ixthermore, the internet’s
hybrid nature — health resources may be formal {efgrmation from the
National Institutes of Health website) or informiaterpersonal and interactive
(e.g. online support groups or blogs) — makegibtentially important influence
on women'’s experience with evolving health infornmat

While the importance of interpersonal informatieuces for both
professionals and lay people is well establislvédJase 2006; Fisher and Julien
2009; Pajarillo 2007; Thompson et al. 2001), antamdhl information source
which is introduced in the literature is intraperabinformation sources
(Stephens, Carryer, and Budge 2004; Wathen 2006k@n and Michels (2004)
draw attention to intrapersonal aspects of IB &irthetailed analysis of

individual IB in daily life situations. These schos highlight the importance of

26



exploring not only relevant aspects of the situaaad interpersonal behaviour,
but also the importance illuminating intrapersoslaments that fundamentally
influence 1B within everyday life situations. Altagh some scholars place health
beliefs within the parameters of personal contsge(section 2.5.2), intrapersonal
sources of guidance may also be considered interfwamation sources. Wathen
(2006b) notes, “In the face of confusing or instiént information from their
usual trusted sources (e.g. physicians, the méclg eomen turn to their
personal feelings and beliefs” (488-9). In thigdgtwomen’s accounts of
intrapersonal influences are examined in ordexpdage how women themselves
situate their feeling and beliefs.

What is clear from the literature is that differepturces facilitate access to
varying aspects of information related to menopatiee\WHI, and HT. Three
examples follow: (1) Sveinsdottir and Ofafsson @0@und that 51% of
participants reported that they received informmatilbout menopause from the
mass media, whereas 96% received information aheutVHI from this source;
(2) Genazzani et al. (2006) found that physiciaesavithe primary source of
menopause information for 63% of women whereas 28% received
information about HT risk from this source; and \@)ile women view physicians
as the most reliable source of information for nEnse symptom management,
they do not have confidence in their physiciandglitglio provide information
about the range of treatment options for symptorasagement (Ma, Drieling,
and Stafford 2006). Women are therefore faced thighchallenge of integrating
multiple information sources and varying perspegiwhen navigating
information related to menopause and HT. With pafpeeference and SDM
becoming increasingly important in medical decigiaaking (Salkovskis and
Rees 2004) and the increasing tendency for womeslyt@n health information
from multiple sources (Macias, Lewis, and Shank{4), the question of how
women experience and make sense of informatiohéesme critical to

understanding women'’s health IB.
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2.3.3 Focus on health as ‘well-being’

Women are increasingly engaging in health IB witiie context of ELIS
and “either before, instead of, or unrelated tasé to a doctor” (Warner and
Procaccino 2004, 714). Although this is in partdaese physician-provided
information does not meet their needs (Hoffmanal.e2005b; Macias, Lewis,
and Shankar 2004), it is also because of the ‘wsfirmovement,’ the increasing
perception that individuals should take greatepoesibility for their physical
well-being and health-related decisions (Cangeladi Markham 1994).
Furthermore, women include aspects of nutritianghs, family relationships and
more within the parameters of wellness (Fox 200&c¢ists, Lewis, and Shankar
2004; Wathen and Harris 2006). This broad definitd health inevitably
expands the range of sources that women delibgratéhcidentally draw from
within the course of their everyday lives.

Focus beyond the traditional symptom and diseag#hasis of many HPs
highlights health IB as a complex undertaking whiololves cognitive,
emotional and psychological elements. Wathen amdd42006) note that
interpersonal information sources “provide contxbut the health issue in
guestion, links to more formal sources such as goetc. and, importantly,
validation, comfort and support” (n.p.). Other sieine have also noted that the
emotional experiences and psychological suppodcested with information
transactions can be at least as important as @é@yjaf the information itselfdf.
Pettigrew 1999; Williamson and Manaszewicz 2002igitr Holcombe, and
Salmon 2004). Focus on wellness also brings attend health IB as a process
rather than an event. Suter et al. (2007), for geymote that for women seeking
to manage menopausal symptoms “information gatgevisms an ongoing
process; as women’'s symptoms changed, their infoomaeeds changed also”
(87).
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2.4 Theoretical considerations

Once viewed as the optimum preventative theraphéaithy menopausal
and postmenopausal women, current uncertainty dheuwtse of HT presents
evident support for the view that even establiginedical information represents
“a transient moment in an indeterminate procestaldilization and
destabilization” (Wood, Ferlie, and Fitzgerald 199830). Uncertainty provoked
by the unanticipated results of the WHI bringsrita to the provisional nature
of health information and highlights the importarderitical analysis of
fundamental epistemological assumptions and thedtnt undergird health
information use and health practice. Theoreticakwteration of EBP and its
positivistic underpinnings and KT theory draws atiten beyond evidence as
implementable ‘fact’ to a constructionist view addith IB. This is followed in
subsequent sections by in-depth considerationeoP#RIHS framework’s core
elements as a qualitative lens for exploring treabrrange of factors which
influenced health IB following publication of WHésults; and, consideration of
social positioning theory and its application witlihe context of this research

project.

2.4.1 Evidence-based practice

The idea that health care should be based dpetbteavailable research evidence
is not new to modern medicine. The means of achdgthis principle, however,
has been formalized through the principles of EBRelatively young paradigm
that has come to dominate education, researchpractice within health care
fields. A primary element of EBP, and one which sorew as a key contribution
to health research and clinical practice, is anleass on the hierarchy of
evidence (Hurwitz 2004). This formal ordering ofdmntial reliability suggests a
linear progression in which the higher a studyarsked within the
methodologically determined hierarchy, the closeolijective truth it is assumed

to be and the greater confidence end-users assuitseclinical application
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(Evans 2003). Although attention has more recdrggn directed towards
strength of evidencef. Colema, Talati and White 2009; Gugiu and Gugit®0
(the idea that the hierarchy of evidence providemaufficient warrant for the
superiority of a study if one is considering, faample, evidence derived from a
poorly designed RCT versus evidence provided beglkdesigned non-RCT),
EBP in health fields continues to focus primaritygquantitatively derived
evidence and to promote positivistic knowledgemta{Tonelli 1998).These
positivistic claims are, however, intrinsically dleaged by the evolving nature of
health information. A recent study, for exampleyrid that although systematic
reviews are ranked highest within the hierarchgwflence, a significant
proportion of these studies are outdated withihatsperiod of time, sometimes
before they are even published (Shojania et al7R@urthermore, despite the
methodological rigor with which these meta-analym®sconducted, their clinical
value is compromised because they commonly fagrbwide the “clinically
nuanced contextualization” (Laupacis and Strau¥ 28Pwhich would allow end
users to weigh findings and determine applicatmoimdividual patients and in
situations of evolving practice.

While some scholars are beginning to recognizedhiaence hierarchies
which privilege empirically derived knowledge arat applicable in all
circumstances (Norman 1999), the influence of tiesearchies permeates health
fields. As a result, experiential and value-basgukats of health decision making
are commonly positioned as secondary to empirideace (Tonelli 1998), and
scholars are forced to defend the legitimacy ofdedge derived from
qualitative researclef, Given 2006; C6té and Turgeon 2005). Although eomc
about the misapplication of RCTs and the negle&nofvledge not amenable to
RCTs €f. Kotaska 2004; Lockwood 2004) has encouraged achtb develop
evidence hierarchies that facilitate the evaluatibgualitative researcltf
Cesario, Morin, and Santa-Donato 2002), the linedering of evidential
reliability continues to promote a positivistic thietical stance and an
understanding of research knowledge as an objeictiemation ‘package’

which is available for ‘uptake’ by clinicians andtgnts. This perspective belies
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the complex, non-linear process entailed in thiezation of health information by
both clinicians and patientsf( Dopson and Fitzgerald 2005; Kitson, Harvey, and
McCormack 1998).

Although the EBP literature commonly presuppobkesvalidity of an
epistemologic framework that positions clinicaldias as the optimum source of
health knowledge, there is evidence of a shift tolwa more integrated view of
knowledge (Tonelli 1998). Moving away from the égard for clinical intuition
and experience expressed by early EBP scholard€aege-Based Medicine
Working Group 1992), Sackett et al. (2000) havengef EBP as "the integration
of best research evidence with clinical expertise patienvalues” (1).

Lockwood (2004) takes this definition one stepltfart “evidence, as moderated
by clinical expertise and filtered by our basiciidual values, will be the basis
of excellent health care” (1035). And, more recgritie notion oharrative
evidence-based medicihas brought focus to patient perspectives by fggtihg
the importance of situating patients within theamostories in order to help HPs
make sense of patients’ experiences (Goyal eD8BY Although this more
integrated view of EBP acknowledges the complexdtglinical judgment and the
critical role of patient perspectives, the integnalusion of contextual factors
within this definition has been largely overlookatd EBP remains a primarily
“cognitive-rational enterprise” (Bensing 2000, 1in)order to explore health 1B
in situations of evolving health information one shtherefore look beyond EBP
and its epistemological limitations to theoretiftaimeworks which incorporate a
broader spectrum of factors influencing the uttiza of health information and a
fundamental understanding of health knowledge asgigional, emergent and

incomplete (Upshur 2001).

2.4.2 Knowledge translation

The basic premise of EBP, that clinical decisibeadased on sound research
evidence and clinicians be equipped with tools thaititate currency with the

burgeoning literature, has had a significant immachealth care in North
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America and the UK (Norman 1999). In spite of tinipact, however, the gap
between evidence and practice remains one of tis¢ coosistent findings in
health research (Grol and Grimshaw 2003). Theovgld@ment and research
related to the evidence-practice gap has resuitachew and influential area of
study,knowledge translatiofsometimes used interchangeably wittowledge
utilization) (Schryer-Roy 2005).

Theories within the field of KT clearly articuladewide range of
contextual factors which, in addition to publishredearch evidence, critically
influence the implementation of knowledge in evaytiealth practice. Some
theories, for example, emphasize the role of akis perceptions and intentions,
while others focus on social interaction and infice, and yet others explore
organizational and economic factors that influelnce evidence is implemented
in health care practice (Grol et al. 2005). A kegttire of these various theories is
that instead of a linearity of cause (researched) and effect (evidence-based
health practice), change is viewed as a constrymeckss that entails interaction
between multiple factors, all of which demand dethattention in order to
understand and facilitate the implementation of keawledge.

Notwithstanding recognition that the translatiorknbwledge to practice
is a complex and contextually situated processecéxamination of KT literature
reveals two distinct theoretical stances. The fisspective maintains positivistic
presumptions and is based on the premise thatsaseeking to implement
specific practice guidelines or ‘best practicesdrf this perspective the goal of
KT is to understand and manage contextual factbikeweeking to bridge the
evidence-practice gap. This perspective is, howahallenged by areas of
practice where health information is emerging al'emg and where,
consequently, there is acknowledged uncertaintlginvthe literature, practice
guidelines are not clearly delineated, or theredéferences in the interpretation
of evidence. Wathen (2006b), for example, notesfailmwing publication of
WHI results there was both an absence of practicdednes and a paucity of
practical information available to women who wishedtop using HT.
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Furthermore, Ettinger et al. (2006) note that auroonsensus-based
recommendations for HT vary between panels of naeixperts.

Most recently a second, constructionist theorepeaspective can be
found within KT literature. Gherardi (2006) contsrttiat knowledge is not static;
it represents a constructed process that is basedtb research and experiential
knowledge as well as on reflection, negotiatiomefaning, situational factors,
and material artifacts. This perspective is sintitafindings within IB research
where information is viewed as “that which modifeesser’s internal knowledge
structure” (Westbrook 1997, 319) and interest fesusn how both formal and
informal information is applied as people seek skensense of their lives and
situations (Julien 2002). A constructionist perspecalso highlights the social
nature of KT: knowledge is converted into use tigioa process of interpretation,
social influence, and debate within communitieprafctice (Fitzgerald et al.
2005). Social constructionism therefore draws &ttarto the translation of
knowledge as an active process in which new uralgistg is constructed from
encountered information, existing knowledge strregupersonal experience, and
socio-cultural environments (Talja, Tuominen, amg@ainen 2005).

2.4.2.1 KT within the context of everyday life

Although KT can be broadly understood as a prottesistransfers
research results and research based knowledgekfrowledge producers to
users, definitions of KT commonly focus at the sysievel. A widely used
definition comes from the Canadian Institutes oalteResearch (CIHR) (2009):
“knowledge translation is a dynamic and iterativegess that includes synthesis,
dissemination, exchange and ethically sound agmicaf knowledge to improve
the health of Canadians, provide more effectivdthervices and products and
strengthen the health care system.” Micro levebti¢ends to focuses on HPs
(Grol et al. 2005); however, KT theory can alsapplied to women as they seek
to translatehealth information within the context of everyddg use and
personal health decision making. Choi (2005), f@maple, notes that KT entails
a process whereby research knowledge is integeatg@dimplified into a product

“suitable for use by decision makers” (93). Whikxion makers are commonly
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viewed as HPs, current focus on SDM, particularlgieas of medical uncertainty
(Salkovskis and Rees 2004), facilitates the vieat thdividuals may also engage
in a process of KT as they respond to, make seis@d use health information
encountered within the context of medical appoimitseeveryday exposure to
health research communicated through media sountesyet exploration, or
informal interpersonal exchanges. Schryer-Roy (20@%es that KT is a subtle
and iterative process that “tends to occur thraaginocess of ‘creeping,” where
background assumptions and the concepts that fidésneurse are gradually
transformed” (3). This description highlights thergonal, contextual, and
constructed view of KT that is taken within the taxt of this research project.

2.4.2.2 KT and information behaviour

KT theory presumes that health information doesr@wtain static and
that clinical practice and decision making showdmodified by changing health
evidence. Theories within this field of study cherefore effectively illuminate
the study of IB within the context of uncertainemolving health information.
The PARIHS framework, for example, which suggeséd successful
implementation of change is “a function of the tiela between the nature of the
evidence, the context in which the proposed chagebe implemented, and the
mechanism by which the change is facilitated” (&itsHarvey, and McCormack
1998, 150), provides core elements which coincidle @oncepts found within 1B
research and which highlight KT as a contextuatlyased and socially
constructed process. Because these core elemerdssaribed qualitatively
rather than quantitatively (Rycroft-Malone et @02), they have been used as a
framework for shaping semi-structured interviewd &or qualitative analysis of
interview data (Alkema and Frey 2006). It is fruitfo explore the PARIHS
framework in greater depth as it provides a sinaplé yet comprehensive lens
which supports a social constructionist viewpomféwilitating exploration of the
diverse factors that contribute to women’s hedsth |
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2.5 PARIHS: A heuristic for exploring KT and uncertainty

The core elements of the PARIHS framework (evidenoatext, and
facilitation) provide a heuristic which facilitateesmprehensive exploration of
health IB in situations where there is uncertalvggause of evolving health
information, and a lens for exploring the rangdaators that influence post-WHI
health IB.

2.5.1 Evidence

While evidence as a positivistic object has comeédiminate discussions
within health fields, the PARIHS framework noteatthesearch evidence is “only
one part of the picture in clinical decision-makKiiBycroft-Malone et al. 2002,
175). Emphasizing that different evidence is ned¢deahswer different clinical
guestions, this framework draws attention to exgreial, social, and tacit aspects
of evidence. The acknowledgment of an evidencetspeds critical in situations
where different perspectives are evident in thegdilure, where published health
information is evolving, and where the applicatadrevidence in practice is
uncertain.

In the late 1990s and early 2000s, for examplelitdn@ture provided
varying perspectives on the benefits of HT. Medmablications emphasized the
benefit of this pharmacological intervention andtipnt compliance’ was viewed
as the primary barrier to appropriate menopauseagenent (Pitkin 2002).
Qualitative studies, on the other hand, illuminadatdifferent perspective: women
were likely to take HT on a short-term basis fosa@motor symptoms, but many
felt apprehensive about HT'’s long-term implicati@msl viewed this therapy as
undesirable except in circumstances where sympteens ongoing and
distressing¢f. Hunter, O'Dea, and Britten 1997; Stephens, Buage,Carryer
2002). While quantitative research evidence suggas$iat compliance was
inappropriately low, qualitative research focusadvmen’s experiences and

revealed that women were choosing to use HT priynemi hot flashes. Given
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that actual HT compliance rates approximated thebar of women suffering
from this symptom (Hunter, O'Dea, and Britten 19@6mpliance rates might be
viewed as appropriate for patient-centered clinicattice where there is a broad
understanding of evidence.

The PARIHS framework asserts that the evidence fmashealth practice
is rarely constant and, furthermore, that “the paithn and use of evidence is a
social as well as scientific process” (Rycroft-Mado Seers et al. 2004, 84). This
stance is critical to the exploration of IB in ffaee of evolving health
information. In the case of HT, there is clear aadion that the evidence base
continued to evolve even as support for this theveas growing. For example,
despite increasing acceptance in the 1980s andsIdHMT as a long-term
preventative therapy for healthy menopausal worsteries were being
published that raised concerns about HT. Altholngisé¢ studies had little
immediate impact on HT use and, in the short tevere largely “disregarded in
lieu of the less credible evidence that fit thevarng paradigm” (Herrington and
Howard 2003, 519), they demonstrate that even alshhgractices conformed to
the established paradigm, the evidence base wadrgydramatically. This
draws attention to the production and use of evadess a simultaneously social
and scientific process. Haas et al. (2004) pointloat dissemination of new
information that conflicts with current wisdom miagve a cumulative impact on
health practices. This suggests that pre-WHI studissing concerns about HT as
a long-term preventative therapy, while not havimgiediate impact on clinical
practice, influenced the social and scientific eowment into which WHI results
were released, thus contributing to the WHI's digant impact on HPs’ and
patients’ behaviours.

While HPs frequently strive to “creat[e] a mythaafrtainty around what is
inherently uncertain through the way the medicaence is presented and
discussed” (Griffiths, Green, and Tsouroufli 20856), navigating menopause
and HT in the post-WHI era inevitably “involve[s)mplex decision making in
the face of uncertainty” (Walter et al. 2004, 120he PARIHS framework

contributes to this complex process and to effedigalth IB in the face of
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uncertain scientific evidence by highlighting agarof potential sources of
evidence available for clinical application, speafly: research, clinical
experience, patients, clients and carers, and tmrakext and environment
(Rycroft-Malone, Seers et al. 2004). While eludiolaiof this range of evidential
sources contributes to comprehensive understamdiegidence, evidence does
not effect change within a void; context is a catielement for the successful

implementation change.

2.5.2 Context

Despite the largely unacknowledged importance atexd within EBP
literature, context has been recognized as a fuadehcomponent for the
implementation of health care change (Grol et@05). The PARIHS framework
makes significant theoretical contribution to hiediélds by positioning context
as a core element for the successful translatigmaiviedge into clinical
practice. While the WHI provided research evidetted produced a dramatic
shift in attitude towards and use of HT, its infige on attitudes and behaviour
did not occur within a vacuum. Understanding HT aisd the impact of the WHI
demands “engaging not only with the science of [Hil{ also the social, political,
and institutional context” (Krieger et al. 200564

While Krieger et al. (2005) highlight macro-leveintextual influences
such as the women’s movement, industry, and regwlaigencies, the literature
also draws attention to the critical role of pemaontext in the 1B of HPs and
patients. Allen and Mansfield (2004) found that emging health beliefs and
cognitive frameworks strongly influenced physiciamsderstanding of evidence
and their approach to treatment decisions in tis¢-¥HI era; and Fugh-Berman
and Scialli (2006) note that medical specialtiegeha@iscrete patterns of socially
determined beliefs” (127) which influence infornmattiuse in clinical practice.
Health beliefs are also central to women’s hedthal longitudinal study of
women’s decision making before and after the palibn of WHI results

substantiates the “central role of health beliefsanditioning health-related
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behavior over and above past behavior” (Gerendl 2086, 162). Furthermore, a
meta-analysis of 16 qualitative studies found toattextual factors such as
attitude, beliefs and values were primary factofieiencing women'’s information
use in the process of HT related decision making#fira et al. 2004). The
concept of personal context is closely relatedaimons of intrapersonal
information sources found within LIS research. Sstrictured qualitative
interviews with women who had been or who wereentty navigating uncertain
information about the menopause transition provigedpportunity to examine
emerging themes related to intrapersonal informagmurces and personal
context.

Although the biomedical discourse, which suggestsmtext free concepts
of health and health risk” (Griffiths, Green, andri8lelow 2006, 1088), continues
to be a dominant force in health care, the inclusibclinical expertise and
patient values as moderating elements within thi@itlen of EBP (Sackett et al.
2000) provides support for the notion that evideisagperationalized through a
filter of individual, social and institutional camttual factors. The heuristic
provided by the PARIHS framework facilitates exjliecognition of context as a
central element of KT and lends theoretical supfmthe view that context is not
“backcloth to action” (Fitzgerald et al. 2005, 15@ther, it is a multidimensional
and interacting element which is critical to an erstianding of IB in situations
where health information is uncertain and/or evaiviAlthough macro-level
contextual factors are highly relevant to discussiof menopausal HT, my
dissertation research is concerned with the expegigof women and is therefore

primarily concerned with context from the perspezof the individual.

2.5.3 Facilitation

Facilitation, the “process of enabling (making egsihe implementation
of evidence into practice” (Harvey et al. 2002, s been identified as the
most influential element in overcoming barriergte translation of knowledge
into clinical practice (Ellis et al. 2005). Altholdghis PARIHS element may be
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viewed as a distinct intervention designed to aeheespecific change in clinical
practice, scholars note that facilitation can oatua variety of levels and that
multiple individuals may formally and informally able individuals or health
teams to “analyze, reflect and change their owtudtts, behaviors and ways of
working” (Stetler et al. 2006).

Information behaviour research supports the vieat tlavigating new
information is a complex process which benefitsrfriatervention by a mediator
or facilitator €f. Kuhlthau 2004; Macintosh-Murray and Choo 200%)isTinding
is applicable in health fields. Medical uncertairgya “key aspect in
understandings of contemporary interactions betweatth professionals and
patients” (Griffiths, Green, and Bendelow 2006, 80&nd although practitioners
have traditionally functioned as authoritative imf@tion sources, HPs are
increasingly taking the role of facilitator withenSDM model (Salkovskis and
Rees 2004; Walter et al. 2004). Guided by Newm¢k997) theory of health as
expanding consciousness, Tommet (2003) descrilee®kh of nurses during
times of medical uncertainty as being “to faciktéihe process of pattern
recognition through a nurse-[patient] partnershimbling [patients] to find
meaning in their life situation, including opporities for action” (245). This
study found that participation in a facilitatingational process allowed insight,
self-organization, and decision making, whereagemniers with health care
workers who focused strictly on medical care amatedures increased disruption
and confusion. It is interesting to note that tb&an of facilitating pattern
recognition in order to increase understandingtefiaatives and facilitate
decision making bears resemblance to Dervin's (1888se-making theory,
which incorporates notions of life as an encounitién discontinuities in

knowledge and an active, process-oriented vievBsf |

HT decision making is described as “representaifvainical decision-
making in the face of scientific uncertainty” (Legaet al. 2005). It is relevant to
note that uncertainty about HT is stimulated anchtamed in part by the way
evidence is being communicated to women and HRswittespread circulation

and discussion of WHI study results in the consupness occurred
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simultaneously with the presentation of this nesesgch in medical journals and
prior to the publication of official treatment geithes. This left many physicians
unprepared for both the challenge of translatieg¢hunexpected research
findings into clinical practice and their role afaailitator for SDM. These
challenges were magnified by that fact that WHulssdemanded “an abrupt
change in practice, performed often in front of pla¢éient” (Allen and Mansfield
2004, 939). In addition, Pines (2005) notes tHatge proportion of HPs rely on
the mass media for medical information and thus itedium has become in
itself an important facilitator of health informeati: “information and opinions
obtained from the media have become major detentsna the patterns of drug
use” (364). Woloshin and Schwartz (2002) note phnass releases from medical
journals to the mass media and online communicati@ve become routine
means by which new health information is commumidab both consumers and
HPs. Notwithstanding its potential for poor quabtyd generalized rather than
individualized health information, the mass mediavidely cited by post-WHI
studies as a primary source of consumer informattmut the WHI and as having
a significant influence on HT use (Breslau et 802, Barber et al. 2004;
MacLennan, Taylor, and Wilson 2004; Heitmann, Gxeiand Do6rin 2005;
Hoffmann, Lindh-Astrand et al. 2005; McIntosh andIBck 2005). Although
clearly a double-edged sword (it empowers indivislloy providing direct access
to research evidence, while at the same time ptiegenformation that may be
incomplete or biased), the mass media has becamwgmiéicant facilitator in the
communication of evolving health information angdaverful means of

influencing patient/health provider dialogue.

Current practices related to the communicationavehresearch evidence
suggest that a broad view of facilitation as itwscoon a variety of levels both
formally and informally must be taken when explgrirealth IB. Wathen
(2006b), perhaps inadvertently, draws attentiothéantegration of evidence,
context and facilitation which undergirds health 18mply obtaining facts about
[HT] is only one aspect of a larger multi-factonpmbcess of becomingformed

about [HT] in a contextually relevant way that ¢hen allow decisions to be
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made” (478). My study moves beyond investigating meomen obtain medical
information and examines how different forms ofilfetion influence women's

experiences with evolving and uncertain healthrimfation.

2.5.4 Limitations of the PARIHS framework

Fundamental to the PARIHS framework is the view thgplementation
of evidence in practice is a function of the “dynasimultaneous relationship”
between evidence, context and facilitation (RychMé#ione et al. 2002, 174). This
fundamental schema provides an effective lensxXploging women'’s
experiences with evolving health information. Thare, however, two potential
concerns that must briefly be considered. Thesearos relate to the positivistic
positioning of context and the limited view of fiteition promoted by some
scholars.

Despite recognition of context as a fundamentéliérfce on change in
health care, concept analysis within the PARIH&&&ork narrowly defines the
sub-elements of context as culture, leadershipeaatiation that delivers
feedback and contributes to change (McCormack &08l2). Resources have
also been suggested as an additional element téddiRycroft-Malone, Harvey
et al. 2004). Contextual elements are thus posiioally positioned as objective
entities available for enumeration and elaboratdotwithstanding this limited
perspective, the PARIHS framework has potentiaraw attention to a post-
modern view of context. For example, context frove PARIHS perspective
plays a critical role in the availability of infoation resources, the means by
which evidence is communicated to HPs, and thestblet different communities
of practice play in the implementation of evidentkis inevitably brings focus to
post-modern contextual elements such as the reeétiiemes and points of view
that frame interpersonal communication and inflgethe 1B of individuals. A
broader socio-cultural perspective on context eegevghen the PARIHS
framework is viewed as a heuristic for examiningides influencing KT. This

perspective has potential to align with a socialstauctionist perspective and
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with the view that actors are “embedded in compheultiple, overlapping, and

dynamic contexts, elements of which include saiatiulture, institutional rules
and resources, technological change, and poweiarsaips” (Courtright 2007,
291).

While the fundamental premise that evidence, cangd facilitation are
all critical to KT provides a strong basis from waihito explore how individuals
make sense of and use evolving health informatltemPARIHS framework is
secondarily limited by a narrow view of facilitatioSpecific concept analysis
within the context of this framework limits facdiion to situations where an
appointed facilitator helps or enables a speciiid planned change in practice
(Harvey et al. 2002). This narrow perspective mdy agnores the facilitating role
of different information sources and communicatmedia, it also ignores the
facilitating role that different types of relatidnps may entail. Social network
theory, for example, indicates that whereas wealaktes play a critical role in
facilitating the communication of new informatioativeen groups, change in
practice is most likely to be stimulated by strdieg cf. Granovetter 1973,
Weenig 1993). Furthermore, in areas of health wédw@re evidence is evolving,
facilitators cannot enable specific practices;rthelie must be to promote
informed and SDM. This study follows the lead diclars who have used the
PARIHS framework, but who have at the same timeeddweyond narrow
definitions of facilitation and described this celement as occurring in a variety

of ways, both formally and informally (Stetler ¢t 2006).

While the noted limitations must be consideredy tten be overcome if
PARIHS elements are viewed as a heuristic for eggilan rather than as a
positivistic framework. In its recognition of thgwal and critical contribution of
evidence, context and facilitation, this heuristinitributes to the exploration of
IB in situations where health information is evaolgi In order to understand
health IB in situations of uncertainty, it is nes@y to view evidence not as
something that isnplementedbut rather as something thatrignslatedinto
practice through a highly contextual process th&cilitated formally and

informally by individuals, information sources, acommunication media.
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Finding an effective theoretical perspective foplexing uncertainty in a
field that is dominated by the linear conceptshef ¢vidence-based paradigm is
challenging; however, the PARIHS framework providdens that supports a
social constructionist viewpoint while facilitatirxploration of factors that
critically influence health IB. The view that evitse, context, and facilitation
make equally vital contributions to the translatadrhealth information into
everyday practice provides an effective theorepembspective for exploring the
uncertainty that followed the publication of WHEktdts and for exploring
women’s experiences as they respond to, make sénesed use evolving health
information. In addition to looking to evidence ntext, and facilitation as
guiding concepts for exploring women’s experiensél changing health
information, this dissertation draws on social posing theory as a means of
illuminating the interactions of individual womentkvtheir sociocultural context

and the influence of social interactions on helsth

2.6 Social positioning theory

Social positioning theory is a constructionist feamork “that has proven
useful for studying the relationship between intéaamal practices and
information seeking” (McKenzie 2004, 685). The ogpicof ‘positioning’
contrasts with the more static and formal concéfrote’ (Davies and Harré
1990), and draws attention to the dynamic aspdaaaunters and the multiple
‘storylines’ that are used both unintentionally amigntionally to construct
identity within social interactions (Julien and @&in/2002). Van Langenhove and
Harré (1994) describe ‘positioning’ as “the usehatorical devices by which
oneself and other speakers are presented as gfandiarious kinds of relations”
(362). These relations exist as reciprocal to gplesitions and include “relations
of power, relations of competence (knowledge/ignogg, relations of moral
standing (trustworthy/trusting) and so on” (Van ganhove and Harré 1994,
362). Positioning relates to both context and it@tibn as it brings focus to “the

interaction of the individual and the sociocultucahtext” (McKenzie 2004, 685)
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as well as the “social complexities that informiinduals’ information
behaviors” (Given 2005, 334).

Within the context of LIS, social positioning thgdras been used to
explore individual identity and the influence ot&l interactions on IBs (Given
2005). Application of this theory is, however, lted (Given 2002; Julien and
Given 2002). Within the context of health IB it Haeen used to facilitate
exploration of pregnant women’s information seekiNgKenzie 2002;
McKenzie 2003a) and investigation of how the vigipbf health status affects
IB (McKenzie and Carey 2000). Within the nursirtgiature (as represented by
CINAHL and Dissertation Abstracts) use of sociasifoning theory is also
limited. It has been used to explore the relatignbletween First Nations women
and nurses (Browne 2003), the development of psafeal identity (Lentz 2007,
Phillips, Fawns, and Hayes 2002) and mental healtb experiences (Platzer
2004).

Although not identified as such, examples of positig can be found in
the medical literature. Within pre-WHI literatufey example, postmenopausal
women are positioned as unhealthy patients in néetedical intervention: “at
this time [menopause] a series of biological tramsftions takes place and each
of those will interfere with the lifestyle and w4deing of the last period of a
woman’s existence” (Genazzani and Gambacciani 28893) . At the same time
medical publications positioned women as non-coampliecipients of
recommended HT treatmerf.(Kaplan et al. 2002; Pitkin 2002; Thompson
1995). In post-WHlI literature, however, women témdbe positioned as
participants in SDMdf. Salkovskis and Rees 2004; Schonberg, Davis, agel W
2005; Walter et al. 2004; Welton et al. 2004). fah&, Green and Bendelow
(2006), in their investigation of uncertainty ahdee areas of health concern for
women (breast screening, HT, and bone densitometnglude that medical
uncertainty has had a dramatic impact on the o#latbetween women and HPs
and is a key consideration when seeking to undetstaeractions between HPs

and women.
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Social positioning theory adds depth to this disdiem project by moving
analysis beyond women’s accounts of health IBassparent representations of
experience and providing a metaphor for exploriogy lvomen position
themselves and others in the personal storiesrtate, and how that positioning
shapes their health IB. This perspective is pddityirelevant to the qualitative
exploration of health IB within the context of eyeay life: it offers a means of
understanding how women represent and justify médion sources as
authoritative (McKenzie 2003a, 261) and how theynidfy themselves with
respect to formal and informal information sourdgscause subject positions are
dynamic and changeable depending on the circunetasfdhe speaker, they
provide insight into women’s contexts and how tegperience facilitation.

Social positioning theory therefore also contrilsuie understanding of how
women respond to, make sense of, and use uncartdior evolving information
about HT and menopause.

Social positioning theory draws attention to ine¥gmnal elements of
constructionism and to the meaning that is madeds people. Constructionism
has also, however, been used in a general serd& lsgholars to represent
people as actively constructing as opposed to paggprocessing knowable
reality (cf. Dervin and Nilan 1986; Kuhlthau 2004). Informatiwom this
perspective is viewed as something that is “movetishaped in unique ways by
each perceiver” and within the context of the imdizal’'s relationships with other
people as well as their time and space (Dervin 19283). Although
constructivismhas been recently used to represent the viewiltbahdividual
mind constructs reality within the context of antiezral world, it is also
acknowledged that “there is no single correct wialgloeling metatheories or
drawing the lines between positions” (Talja, Tuoempand Savolainen 2005, 94).
This research is situated within a social consioact viewpoint in order to
highlight translation of knowledge as a processfich people draw on
intrapersonal contexts, interpersonal encounteistieg knowledge structures
and experiences, and socio-cultural environmentsegsconstruct ‘sense’
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(consisting of knowledge, opinion, intuition, evatiwn, and affective response
(Dervin 1992)) from evolving health information.

2.7 Qualitative inquiry

This exploratory research is based on interpitkmowledge claims and
a social constructionist perspective which focumeemergent realities, process,
context, and the assumption that meaning is crdsttdeen people. The goal of
the project is to generate insight into women’sazignces with uncertain and/or
evolving health information about HT and menopaase, priority is given to
revealing patterns and connections, rather thagrm@ting causality (Charmaz
2006). In order to accomplish this goal, qualitatimethodology, which addresses
guestions that tend to begin with ‘what,” ‘how, Iy, or ‘in what way does’
(Greenhalgh 2002), and which seeks to explore gessethat are context
dependentdf. Donaldson, Rutledge, and Ashley 2004; Tripp-Reiarel
Doebbeling 2004) is most appropriate. Furthermsirese health information is a
primary area of concern for individuals engage#IuhS (Savolainen 1995) and
since this exploration seeks to illuminate the eigmees of women as they
respond to, make sense of, and use uncertain aaitving information within
the context of their everyday lives, qualitativguiry is the optimal means for

revealing relevant data.

2.7.1 Qualitative interviewing as method

Qualitative interviewing complements a social candionist approach to
research and provides rich data which facilitatgdaration of the research
guestions posed in this study. As noted by War260%), the “epistemology of
the qualitative interview tends to be more congtomést than positivist” since
participants are viewed “not as passive conduitsdieving information” (83)
but as actively involved in constructing meanirgnirvarious perspectives.

Furthermore, the “topic of qualitative intervievesthe everyday lived world of
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the interviewee and his or her relation to it” (kva996, 30). Thus, qualitative
interviewing, which accepts “people’s knowledgesws, understandings,
interpretations, experiences, and interactionshaaningful properties of the
reality being researched (Mason 2002, 63), is gosife research method for
exploring women’s experiences in situations whexath information is
uncertain and/or evolving.

Seidman (1998) notes that the goal of qualitativerviewing is not to
find specific answers or test hypotheses, rathi¢hearoot of this research method
is “interest in understanding the experience oéotieople and the meaning they
make of that experience” (3). The purpose of qagli¢ interviewing is,
therefore, to listen to the conveyed meaning, @drterpretation from the
respondent’s talk, and “unveil the distinctive miegamaking actions of
interview participants” (Warren 2002, 86). The &g’ that women tell during
interviewing (for example, their thoughts and agtiovhen they encounter
information about HT in the media) are accordingBwed as a constructive
process of “selecting constitutive details of exgrere, reflecting on them, giving
them order, and thereby making sense of them” (8&i1998, 1). Becker (1997)
notes that narratives are performative and empoggeand that through stories
people constructively “organize, display, and witmiough their experiences”
(25).

Interviewed women did not indicate that they haglcdjrally analyzed the
influence of and their reaction to changing healtbrmation encountered within
the context of their everyday lives; rather, pgoaats’ narratives were “oriented
towards making their own and others’ acts meanirgid understandable”
(Tuominen, Talja, and Savolainen 2005, 328). Ineavs, therefore, were a means
of generating description and “produce[ing] anddjing participants’]
experience, emotions, identities, and social wdr{@aominen, Talja, and
Savolainen 2005, 328-9). In other words, they destrated “the capacity to be
interactional contexts within which social worldsnee to be better understood”
(Miller and Glassner 1997, 109).
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Seidman (1998) observes that it is not possibttopletely understand
another human being; however, interviewing alloasess to the context of
experience and thus provides a way of understartengheaning of various
actions. Context is used “to place people and adtidime and space and as a
resource for understanding what they say and datt¢R 2002, 63).
Furthermore, interviews are “particularly suited $tudying people’s
understanding of the meanings in their lived wodescribing their experiences
and self-understanding, and clarifying and elaliogaheir own perspective on
their lived world” (Kvale 1996, 105). The capaciiyqualitative interviewing to
tolerate both contrasting and emerging perspectinegiely allows exploration
of the multiple layers of women’s experiences wititertain health information
and different levels of listening, which then alldifferent levels of analysis and
deeper understanding (Seidman 1998).

2.7.2 Approaches to qualitative interviewing

Many texts dealing with qualitative interviewingeahpt to further
delineate various approaches to this research métihmough formal definition of
different types of qualitative interviews. John$@002) and Seidman (1998), for
example, focus on ‘in-depth interviewing,” while ldtein and Gubrium (1997)
describe the ‘active interview,” and Rubin and Ru@@005) highlight ‘responsive
interviewing.” Many of these differentiations, hoves, are simply shades within
the same spectrum. These specific approaches giigimidividual features of
gualitative interviewing: Johnson (2002) focusestanpotentially personal
nature of revealed information and the articulabdbmultiple views and
perspectives; Seidman (1998) notes that intervswsild go to sufficient depths
so that surface considerations of representatigesmed generalizability are
replaced by “a compelling evocation of an individsiaxperience” (44); Holstein
and Gubrium (1997) describe the interview as “arasmn for constructing”
(120); and ‘responsive interviewing’ is identifiad a dynamic iterative process in

which the interviewer modifies questions to matobwledge and interests of
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participants. While these individual descriptionsus on specific facets of
gualitative interviewing, real life qualitative anviewing commonly draws on a
variety of these features.

Within the spectrum of qualitative interviewingtenview focus is shaped
by research goals, and the object, topic or conuiipterest. The dissertation is
primarily exploratory and thematic since interviesgecifically explore the
challenges women face when navigating changingthedbrmation. Because a
specific context (navigating information relatedht@anagement of the menopause
transition) is used to elicit participant reflection changing and uncertain health
information, participants were encouraged to tiedl story’ of their experiences,
thus incorporating narrative elements into therineav. While a narrative
approach can be used in conjunction with a seracttred question and answer
format, the emphasis of this approach remains empénspective and experience
of the participant as related in “their own langeiagsing their own terms of
reference, and emphasizing actions or participahtsh they regard as being
significant” (Bates 2004, 16). Petersen (2006¢8dhat patient narratives
provide critical insight into the “untapped res@ir¢32) of patient experience
and that understanding of this tacit knowledge imibrove patient care and
quality of life.

Use of elicitation techniques within the contexgahlitative interviewing
can also be used to elicit tacit understandingsaftonscious thoughts. While
critical incident technique focuses on direct olaaton of people performing
tasks or participant recall of past experiences@Bo, Amundson, and Butterfield
2008), Johnson and Weller (2002) point out thateges which focus on ‘in the
moment’ presentation of elicitation material haae ‘exploratory or emergent
character” (492) which enable researchers to “battderstand, describe, capture,
and model tacit knowledge” (512). These scholarstut this approach can be
“one element in a long sequence of data collect{@d@2) and that elicitation can
be particularly useful where the researcher seekfidit “properties, features, or
reactions that are directly and/or indirectly relet/to the content area” (495).

Elicitation techniques are also suggested as & bascontrast and comparison
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across participants. Although this approach toitatale interviewing has
received limited attention in the literature, tmay be because it is used without
identification. Vardeman and Aldoory’s (2008), fatample, report that they
presented contradictory newspaper articles to fgeosps in order to elicit
reflections and behaviour intentions with respedtgh consumption. This
approach was described, but was not identifiedsgeeaific interview approach.
Because this study focuses on a specific medicakzband on the
overarching issue of health IB in situations whefermation is uncertain and/or
evolving, semi-structured interviews and open-ergiggstions are used to
generate meaningful, situated knowledge relevatitd@rea of inquiry. Mason
(2002) outlines a general strategy for planning @esigning semi-structured
gualitative interviews. This strategy begins witlemarching research questions
and mini-research questions, and then progressbs ttevelopment of actual
interview questions. This author emphasizes crefsaencing of all levels in
order to ensure that “each big research questisrals&t of corresponding mini-
research questions, and each of these has aidetsfabout interview topics and
guestions” (70). This strategy facilitated the depeent of the semi-structured

interview as well as potential interview probes.

2.7.3 Methodology: Linking method to outcomes

The strategy or plan of action that lies behinddheice and use of a
particular method and links the choice and useethotds to outcomes is critical
to research design. While there is generalizedpanee that qualitative research
includes elements of grounded theory (Charmaz 260&) as coding and
categorization of data and the emergent naturele¥ant issues and idead. (
Gillham 2005; Rubin and Rubin 2005; Seidman 1998n@vaf 2001), variations
arising from research focus and disciplinary backgd can be found.

In order to explore how women experience uncedauhor evolving
health information, how the construction of thdbmmation impacts health 1B,

and how women position themselves in terms of uagehealth information, the
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methodological approach used in this dissertaticorporates Kvale’s (1996) ‘ad
hoc’ approach to generating meaning from qualigatnterview data. This is
described as an eclectic approach using “a vavietpmmonsense approaches to
the interview text .... [which] can be used to brmg the meanings of different
parts of the material” (193). These methods maludethe following: (1)
techniques that facilitate understanding of retatfops between data including
noting patterns/themes, seeing plausibility, andtelring; (2) counting to see how
much of something is there; (3) making comparismmsontrasts to sharpen
understanding; (4) subsuming particulars under géheadings, or factoring, or
seeing relations between variables, or findingrirgeing variables — variant
approaches to seeing relationships on a more abkixel; and (5) building
chains of evidence or developing conceptual/thezaletonsistency in order to
assemble coherent understanding of data. Kval&jlIig&es “the most frequent
form of interview analysis is probably an ad hoe o§different approaches and
technigues for meaning generation” (203). Othehanst also call attention to the
eclectic methodological possibilities for approachgualitative interview data:
Rubin and Rubin (2005), for example, observe thatafysis entails classifying,
comparing, weighing, and combining material frora thterview to extract the
meaning and implication, to reveal patterns, astitwh together descriptions of
events into a coherent narrative” (201). Kinchg@@01), defending the use of
methodological bricolage, suggests that “any singdearch perspective is laden
with assumptions, blindnesses, and limitations seaechers must learn a variety
of ways of seeing and interpreting in the purstikrmwledge” (682).

While intrapersonal dimensions of health IB aréical to understanding
women’s experiences with uncertain health infororatexploring the
construction of uncertain and/or evolving healttoimation and how women
position themselves in terms of this informatioguiees attention to “the
embeddedness of mental activity within a social erltural context” (Thomas
and Nyce 2001, 106). How participants experien@nging health information is
therefore understood as being embedded in culuaalll institutionally bound

discourses that not only “allow reality to be ‘knovirom a certain angle,” they
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also supply the reserve of “themes and points@f\that we use in sense-
making” (Talja 1997, 75). This study captures sdmnmgf of the continuum that
Sundin (2000) identifies: “from a focus on the widual’s subjective experiences
towards a focus on the culture and its collectigealrses through which the
individual speaks” (217). Sundin (2000) further gessts that descriptive,
interpretive and discursive approaches can be aiséifferent levels in the
qualitative analysis of data within a single stu@llgis approach entails several
interpretations of the same text, something thatl&y¢1996) suggests “will not be
a weakness, but a richness and a strength of ieteresearch” (212).

Although discourses or ‘macro-level phenomenaifioestigation emerge
from interview data, interview questions are logsgtuctured according to
themes suggested by the research questions andamigideration of the three
core elements: evidence, context and facilitatiommsequently, these themes are

evident in the interview data (Rubin and Rubin 2005

2.8 Summary and research gaps

Literature related to the WHI, changes in clinigedctice and uncertainty
provoked by the WHI, and IB in general and womdealth IB in particular is
critical to this dissertation. This body of litewat highlights the importance of
health information within the context of everyd#g land accentuates the lack of
literature illuminating women’s experiences wittrcartain and/or evolving
information in non-crisis health situations suchlase related to HT and
menopause management. Furthermore, although treab@insideration of EBP
and KT calls attention to the evidence-practice, gagdso underscores the
challenge of translating evidence into practica ussituations where health
information is uncertain and where ‘best practi@s’ evolving or disputed.
Existing KT research focuses on the evidence-mragap in situations where
there is an imperative that should be integratealchinical practice (e.g. hand
washing); to my knowledge research does not expleadth IB within the context
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of uncertain and/or evolving health information dhds attention has not been
given to KT as an on-going process of social coesiton.

Consideration of EBP and KT also highlights théical role of patient
perspective in situations of uncertainty. Reseaahfocused both on producing
evidence and on how HPs implement or do not impig¢reeidence; however,
little attention has been focused on the patiemboisumer as a partner in Sackett
et al.’s (2000) three pronged definition of EBPlkBaskis and Rees (2004) note
that an important part of health care must be to g@ight into patients’
experiences and to understand the ways in whighwingh to be involved in
treatment decisions. Perhaps ironically, theselachfound that SDM is most
likely in situations of greatest uncertainty andendhHPs do not have a clear idea
of the ‘best’ course of action.

By identifying evidence, context and facilitatias key factors in the
implementation of change, the PARIHS framework $ieppa heuristic which
draws attention to KT as a process of social canstn and which provides
impetus for integrating study of information anébimation sources (evidence)
with investigation of context and facilitation. ™eelatter elements (context and
facilitation) draw attention to the interplay beerethe inter- and intrapersonal.
For example, health beliefs and personal values baen identified as
influencing health decisions; however there iglitesearch on how they affect
health IB and how they interact with other inforroatsources. Literature about
social positioning theory is relevant to this invgation because it provides
insight into both inter- and intrapersonal procedsgilluminating how women
position themselves in relation to varying inforroatsources and how that
positioning influences their response to and tmss¢hey make of evolving
health information.

Research on the effect of new technologies andtaia on people’s
experience of changing health information and opldtent dialogue is
commonly restricted to accounts of what informai®nsed and how often.
Identifying sources, however, does not facilitateerstanding of the influence,

interplay, and integration of a complex informatiwarld, nor does it illuminate
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the tensions experienced by women as they make sémnsformation from
formal and informal sources. Research that illut@sdhe women’s experiences
as they make sense of changing health informaticountered via diverse
mediums and within various contexts therefore makigisal contribution to
understanding health IB and understanding the laios of knowledge into
everyday life use.

This literature review demonstrates a number ofrtgnt research gaps.
The existing literature does not explore healtlwiBhin the context of uncertain
and/or evolving health information and consequelittlg attention has been
given to the experience of individuals as they oespto, make sense of, and use
(or do not use) evolving health information. Reskatoes not explore the
varying ways in which diverse information sourcasilitate understanding of
health information and the tensions experiencedidyen as they interact with
and integrate health information mediated by thgewange informal and formal
sources encountered within the context of everyifiayThere is insufficient
understanding of how women position themselves vasipect to information
sources, the influence of context on positioning the interaction between
positioning and health IB. And, attention has ne¢ given to KT as an on-
going, multifaceted process of social constructidrch occurs within the context
of everyday life. Addressing these research gapsema critical contribution to
understanding of women’s health IB and to improypagient-centred health care.

In the following chapters the research methods wfacilitate exploration
of these research gaps are described and resdlisnussion are presented.
While the reviewed literature in this chapter pams a foundation for this
dissertation and illuminates the research gapsiwtriovoked this investigation,
data analyses draw attention beyond this literatarehapters four to seven

further literature is introduced as it illuminafesdings and emerging themes.
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CHAPTER 3
RESEARCH METHODS

This chapter addresses the following: rationaletice investigation,
research objectives, research questions, defintidkey terms, research design
(including ethical considerations), data analysid emanagement, research

guality, my role as researcher, and study limitaio

3.1 Research rationale

3.1.1 Why this study is important

With increasing interest in the information behawi@dB) of “ordinary
people in everyday life situations and health catste(Fisher and Julien 2009,
317) and increasing focus on KT within health f&lthis investigation
contributes both theoretically and practically tmwledge in Library and
Information Science (LIS) and health care fieldaderstanding the health IB of
women as they deal with uncertain and/or evolviegltn information provides
valuable insights regarding patient experiencethactontexts in which medical
change occurs, ingredients that Rycroft-Malond.€2802) identify as critical
for change within medical systems. This researsb ebntributes to
understanding of how context and varying formsaailitation are perceived by
or influence women making sense of uncertain/engh@vidence related to
hormone therapy (HT) and menopause. Study restdisde insight into health
information as provisional and into knowledge tfatisn (KT) as a multifaceted
process. This research is also important to theystéilwomen’s health. Women
are actively involved in seeking and managing Iheiafiormation as well as
health decision making; yet, to my knowledge, gtigly uniquely investigates
women’s experiences as they make sense of evadwidgincertain information

about the menopause transition.
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3.1.2 Reasons for research study

The significant evidence-practice gap in healtle das brought focus to
principles of evidence-based practice (EBP) andhOliyever, little attention has
been paid to the emergent nature of health infaomatnd the challenges faced
by people as they engage in health IB within th&text of uncertain and/or
evolving information and within the context of theveryday lives. Attention has
therefore not been given to KT as an on-going @®oé social construction.
There is also insufficient understanding of théuafce of experiences of women
as they respond to and make sense of uncertaithhefarmation, the varying
ways in which diverse information sources faciétanderstanding of health
information, and how positioning influences womenéslth IB. By addressing
these research gaps, this dissertation contribotesderstanding of women’s

health IB in everyday life situations and to patieentered health care.

3.1.3Guiding philosophy and assumptions

This investigation is based on interpretivist kneglde claims and a social
constructionist perspective which focuses on enmgngalities, process, context,
and the assumption that meaning is created betpample. “People’s knowledge,
views, understandings, interpretations, experigrangs interactions” are accepted
as meaningful properties of researched reality (M&002, 63). The process of
communication is viewed as the constructive tramsédion of facts and details,
and interviews are viewed as dynamic meaning-masaugsions (Holstein and
Gubrium 1995). While attention is focused primaolywomen’s individual
experiences as they respond to, make sense ofisenahcertain and/or evolving
information about HT and menopause, participantpeeences with evolving
health information are understood as being embeuidedlturally and
institutionally bound discourses. In keeping witm8in (2000) and Kvale (1996),
interview transcripts are approached from desegptinterpretive and discursive

perspectives and interpretation is layered. Bectusetudy explores women'’s
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experiences within the context of their everydagdi, qualitative methodology is
appropriate and data analysis focuses on emergemgds, patterns and

connections.

3.2 Research objectives

The objective of this research project is to baiteterstand, from the
patient’s perspective, how uncertain and/or evgviriormation is experienced
and to explore how that experience influences hdBliand the translation of
knowledge within women’s personal lives. The stegplores how women have
experienced and made sense of uncertain and egdiealth information related
to the management of the menopause transition awdhat experience and
understanding influences health IB, decision makamgl the context of medical
encounters. Investigation of women’s positioningheey encounter, seek and
exchange health information illuminates the tensiexperienced by women as
they navigate uncertain health information medidtgtoth informal and formal
sources. Data is gathered through semi-structwatitative interviews with
women who have previously or are currently engagedformation gathering or
decision making related to HT and/or menopausaifpesopausal health
concerns, and with a sample of health professiqitis) acting as information
providers to women who are navigating changingrmégion related to
menopause. This research contributes to undersiguodpatient perspective — it
also contributes to knowledge of how context infices health 1B, what forms of
facilitation women favour or perceive as useful wineaking sense of
uncertain/evolving evidence related to HT and mensp, and how the women'’s

positioning influences their health IB.

3.3 Research guestions

Semi-structured interviews and qualitative reseanethods are used to

explore the guiding question: What sense-makinglBadire elicited by
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uncertain and/or evolving health information? Tgusding question is explored
by addressing the following overarching researakstjans:

1. What are the experiences of women as they respomaake sense of, and
use uncertain and/or evolving information about&#il menopause?

2. In what ways do information sources (including HR&rmal
interpersonal interactions, and the media) fatditsomen’s varying
responses to uncertain/evolving health knowledge® vhat are the
tensions experienced by women as they make sems®ohation that is
facilitated in different ways by formal and inforimaformation sources?

3. How do women position themselves (e.g. as autonsyrasicollaborator,
or as dependant) when encountering/seeking/exangihgialth
information, and how does that positioning influerierther health 1B?

4. How does the construction of uncertain and/or englwealth information
encountered via diverse mediums and within varcmrgexts influence
health IB (including decision making), KT, and eanters with HPs?

In keeping with principles of qualitative methodgyo data analyses reveal
emerging themes and those themes direct the fddustloer analysis and

discussion.

3.4 Definition of key terms

Term definition requires careful considerationesis in themselves
frequently carry political and discursive meanimgsgch position individuals and
concepts in relation to other individuals and cgtséJulien 1999a). Choosing
appropriate terms for study participants was, floeee challenging. Definition of
terms begins with discussion of the two groupstadg participants: women and
HPs. This is followed by definitions of the followg terms: menopause and
postmenopause, HT, bioidentical hormones, healtlam8 KT.

Women: The primary focus of this study is on women wiawéa
previously or are currently engaged in IBs reldtethe management of the

menopause transition. While these women may beedeagatientswithin the
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context of the health care system, this investgatbcuses on women’s
experiences within the context of their everydésy i this includes information
encounters within the context of the health sys&reryday media encounters,
interpersonal communication with friends and famaligd more. Moreover,
patientpotentially positions study participants as pasamormation recipients —
individuals who undergo the action of others asosgp to being active agents
(OED Online2010. This study, however, focuses on the fuljeaaf 1Bs
(occurring both in formal and informal settings)veell as on women'’s
experiences as they actively construct health mé&bion. The terntconsumeron
the other hand, positions individuals outside thalth care system and focuses
attention on health information as a commodityarwige. Although this term is
commonly used within the context adnsumer health informatiothis again
implies the delivery of a product and does not eately represent study
participants who universally sought informationnfrand constructed sense based
on a range of sources. Furthermore, participamsitipning included both an
autonomous consumer-like position and a dependsign-like position — and
these positions varied both between women and mitfdividual interviews. Use
of eitherpatientor consumerwould, therefore, not accurately represent
interviewed womenOrdinary or regular has been used by some authors to
express the idea of people within the context eirtbveryday lives as opposed to
within the context of a particular rolef(Lind and Salo 2002; Fisher and Julien
2009). For some, however, these terms sound digipgrand connote “people
who are generally unexceptional” (Gordon-Till 20@57). For the purposes of
this research project, therefore, the tevomenis used to represent the primary
research participants.

Health professionals: Although the HPs who are interviewed as a means
of triangulating women'’s experiences may be worhemiselves, these
participants are identified &alth professional@HPs)in order to differentiate
between them and the women whose experiencesefedhs of this research
project. These participants consist of professemadrking within health care

settings and providing medical care, advice or seluto women who are dealing
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with health concerns related to management of tiieopause transition. HPs
come from different communities of practice (phians, nurses, pharmacists,
dieticians, and an alternative health practitiomed both women and men are
represented in this sample. It should be highlidhiet the general term
participants is used in this dissertation to refer to the pryr&tudy sample
(women navigating the menopause transition); wieésrting to HP participants,
the specific term&IPsor HP participants are used.

Menopause refers specifically to the cessation of menstargthowever,
for the purpose of this investigation, the mordamplial definition of menopause
is used: the period of time during which sex horeproduction decreases and
regular menstrual periods come to an end. In soetiaal texts this broad period
of time is also described as therimenopauseand in European texts and older
North American texts this time period is referredas theclimacterium.
Postmenopauses used in this study to describe the physioldgtate of women
following the cessation of regular menstrual pesiahd thenenopause
transitionis used to refer to the broad stage of life whindorporates
perimenopause, menopause, and, for those womermavitimue to experience
symptoms related to the cessation of menstruabg@erpostmenopause.

Hormone therapy: Although previously referred to &®rmone
replacement therapgr HRT, the more neutral phragarmone therapyr HT,
has come into widespread use since the unantidigatesation of the Women'’s
Health Initiative study (WHI) in 2002. While the than of replacemenevolved
as a representation of the view that postmenopavmakn suffer from a
deficiency disease that should be resolved throbglexogenous replacement of
hormones (Worcester and Whatley 1992), HT is araktdrm that can be applied
to variations of menopausal HT, and to the deliwdrigormones in varying
dosages and by varying methods.

Bioidentical hormones: There is no single well-understood definition for
bioidentical HT however it is generally understood to refer taatcopies of
endogenous human hormones, as opposed to hormahetifferent chemical or

nonhuman structures. They are also described agaha“which can be
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confusing because bioidentical hormones are syizéhtiswhile some estrogens
from a natural source, such as equine urine, areamsidered bioidentical
because many of their components are foreign thdinean body” (Holtorf 2009,
74). These forms of hormones are generally assatigith pharmacy
compounding — an attempt to meet specific hormdeftits as identified by
saliva or blood testing. While the use and efficatijioidenticalsis controversial
in traditional medical settingef( Chervenak 2009; Holtorf 2009), celebrity
attention to this form of HT (for example, Some@®@) followed by Oprah’s
focus on bioidenticals in television broadcast$year2009 popularized the
notion of bioidentical HT for women in the menopadsansition.

Information behaviour: The parameters afiformation behaviou(IB) are
elucidated in the literature review (see secti@).Health IBis used within the
context of this study to refer specifically to tia¢ality of human behaviour
related to health information and the sources &aahigels by which health
knowledge is communicated.

Knowledge trandlation (KT) refers to the process whereby women
respond to, make sense of, and use (or do noheséth information encountered
within the context of their everyday lives. Thisynaclude encounters with
health information or research communicated by kismedia, internet sources,
or interpersonal sources. The process by whiclsta#ion occurs is modified by
the multifaceted contexts of information users apdheir view of information
relevancy (Jacobson, Butterill, and Goering 200@}hin the context of this
dissertation, KT is viewed as a socially constrdgieocess which is based on
research and experiential knowledge as well agfthection, negotiation of
meaning, situational factors, and material art§gGherardi 2006). (See section

2.4.2. for a more detailed discussion of KT.)

3.5 Research design

In the following section ethical considerationstive study are reviewed.

This is followed by discussion of sample populagiamd qualitative interview
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structure. In this study two sample populationsensterviewed: women who had
been or were, at the time of data gathering, ercjagkealth IB or decision-
making related to menopause or HT; and HPs progidare or information to
women navigating the menopause transition. Semettred qualitative

interviews were used to explore the research quresti

3.5.1 Ethical considerations

The qualitative scholar working with human partanps must ensure that
all aspects of research are carried out in anatmeanner which adheres to
standards laid out by thigi-Council Policy Statement: Ethical Conduct for
Research Involving Humari€IHR, Natural Sciences & Engineering Research
Council of Canada (NSERC), & Social Sciences & Huoities Research Council
of Canada (SSHRC) 2005) and with particular attento issues related to
gualitative research (Social Science and HumariResearch Ethics Special
Working Committee (SSHWC) 2008). In order to fuiléthical requirements this
dissertation study was approved by the Health Relsdzthics Board (HREB) —
B as well as the Education, Extension, AugustafgAjEResearch Ethics Board
(REB) as the University of Alberta, Canada. It alsceived Covenartiealth
Administrative Approval for recruitment of partieipts at a menopause clinic
administered by Covenant Health (see appendix Btfucs and administrative
approval letters).

An information letter was used to inform partiaipgabout the purpose of
the research project, procedures related to tleevietv, information about the
researcher, and instructions for contacting theaeher (see appendices C and D
for information letters for women and HPs respeattiy At the time of the
interview participants were asked to sign a conam (see appendix E)
indicating participant awareness of research pu@rposin features of research
design, anonymity, dissemination, and the righwitbhdraw from the study
(Kvale 1996). Consent was obtained with considenatif Seidman’s (1998)

observations: “thoughtfulness and care in the @®0oé going over the [consent
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letter] with the participant” (62) will enable tlh@erviewer to deal with potential
uneasiness participants might experience relatédtetéormalities of informed
consent. Because of the nature of qualitative amglwithdrawal was permitted
until the time that the interview was transcribed.

Confidentiality was maintained throughout the egsk process.
Pseudonyms were assigned to transcripts and wedeaiall research stages
subsequent to the interviews; | was the only pevgitimaccess to the cross
referenced list of actual names and pseudonyms;caneful attention is given to
how qualitative data is reported in the results disdussion chapters. It is, for
example, common to use extensive quotations inighdd accounts of qualitative
interview research (Charmaz 2002). Care was thexrééden that participants are
not inadvertently identified by quotations. Furtmere, on a few occasions even
the pseudonyms for HP participants were not indudeotations were identified
only as originating from a HP) in order to ensusafaentiality within this small
population and sample.

Although consideration of research consequenagsafticipants, and
potentially for the community or group represeritgdhe participant, must be a
part of ethical considerations (Kvale 1996), timgastigation falls within the risk
level identified by the Social Science and HumasifResearch Ethics Special
Working Committee: “to the extent that harms emighis type of research, they
rarely exceed the sorts of harm we are exposedd@@perience in everyday life,
and are more likely to arise outside the reseanatext” (SSHWC 2004, 23).
Furthermore, potential beneficial consequenceswalvement in qualitative
interview research have been identified (Pattor220Rvale (1996) asserts that
research should benefit not only the research camtyndut also “the human
situation investigated” (111). He notes that vitews are likely to have positive
consequences for individuals: “just listening toatvheople have to say for an
extended period of time as well as the qualityheflistening, can make an
interview a unique experience” (116). Demonstrageguine interest in the
experience of participants and in their storiesdftge not only facilitated

rapport, it also helped to make the interview ftaglewarding experience for
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participants. In fact, a number of interviewed woncemmunicated that
participation in this investigation validated thexperiences during the
menopause and moved them forward in terms of maenge of this life
transition (for example, it encouraged them taang further information seeking,
to seek information from a HP, or to feel more cortdble with existing
management strategies).

The literature indicates that the researcher jgamsible for managing and
maintaining data in an ethical manner followingadesllection ¢f. Gillham 2005;
Kvale 1996; Sieber 1998). Data management follogugdelines provided by the
Tri-council policy statement: Ethical conduct fasearch involving humans
(CIHR, NSERC & SSHRC 2005) and consideration wasmto confidentiality,
safe date storage and an ethical rendering ofdteeidto communicable
knowledge.

While ethical research practices were consideredogamned prior to
commencing investigation, | also realized that, wh®rking with human
subjects, unexpected ethical challenges may entengieg the research process.
In anticipation of this possibility | planned tdlfmw Patton’s (2002) advice: know
who you can go to for advice or support. In twaaiions | sought advice from
my dissertation supervisors. First, as | was inésving one participant |
discovered that she was not specifically in the opamnise transition, despite
having responded affirmatively to inclusion crigewhich were clearly outlined in
an email. Because this participant was, nonethedegmged in information
seeking with respect to the menopause transitiata flom this interview was
included in analyses. Second, | discussed with upgvisors a participant who
identified as being in this life transition althdulger description of symptoms
suggested that she was likely additionally sufigfiom a more serious concern.
Although | was left with a sense of unease by thtisrview, | deemed it
inappropriate to express my concerns to the ppditifor the following reasons:
I am not a health professional, the participant wader the care of a physician
and was making a deliberate choice to follow al&ue treatments despite

medical advice, and the interview was clearly dithéd (by design and
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according to ethics approval) as a site for disonssf information behaviours
and navigation of evolving health information, specifics with respect to
medical treatment. Although my concern for the ipgrant was confirmed, my

actions were confirmed as appropriate given tharpaters of this study.

3.5.2 Sample populations

Population selection and sampling is theoreticallgrmed by concepts
elucidated in the literature review and by the aesle questions which guide this
gualitative exploration. This study focuses onelkperiences of women who
have in the past or are currently engaged in detisiaking or information
gathering related to HT and/or concerns relatgtiéanenopause transition. For
the following reasons focus on this demographiectively facilitates
investigation of how changing and/or uncertain tresformation is experienced
within the context of everyday life, and how thaperience influences IB and the
translation of knowledge into practice: (1) relatiwrecent dramatic changes in
accepted medical practice have significantly impadtealth care for women
navigating this life transition; (2) the history dfianging practices and the
ongoing clinical ambiguity related to menopause ag@ment has been
exhaustively documented in the medical literatare] (3) widespread media
coverage of evolving research and changing praetiterespect to menopause
management has left few women (and HPs) unawatesafncertain nature of
information in this area of health management.l@armore, women have been
identified as active information agents who gatiiedt manage information drawn
from a complex range of formal and informal sourdeterviews with women
navigating this life transition and with HPs prawid care and/or information to
women therefore provide rich data which illuminates construction of evolving
health information within the context of everydéeg |

3.5.2.1Sample 1: Women

Participants. Twenty-eight women who had in the past or weréha

time of the interview, engaged in decision makinghéormation gathering
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related to the menopause transition were intervwie\Wwaal sample size was
guided by two principlegheoretical saturationthat is, when new information
was no longer being provided by participants amthér interviews appeared to
yield little new knowledge; andufficiency that is, participants reflected a
reasonable range of approaches that might be faithth the sample population
“so that others outside the sample might have aah#o connect to the
experiences of those in it” (Seidman 1998, 47-&8nfle size is this study was
guided in part by the desire to interview women wiave recruited both in
community settings and at a publicly funded menspatlinic. A range of
participant numbers are reported in the literatiregle (1996), for example,
reports that the number of participants in qualitainterviews tend to be around
15, plus or minus 10, and Miles and Huberman (19894¢pest that data saturation
is commonly reached with approximately 15 to 2Qipgrants.

Inclusion criteria: Women who reported that they had been or were
currently engaged in health IB or decision makiglgted to HT and/or concerns
related to menopause participated in the study.

Sampling: The goal of sampling was to gather rich quaktatiata related
to the ways in which Canadian women experiencegihgrand evolving health
information within the context of their everydayds.Theoretical sampling
guided by the literature and research questions,usad to select participants.
Purposive samplingvas demonstrated by the recruitment strategy.URetent
occurred in the following settings: a publicly fletdmenopause clinic,
physicians’ offices, stores selling natural healtbduces. Although maximum
variation would be ideal, participants were selédiased on the order in which
they expressed interested in the project and cuoafion that they met selection
criteria. Interviewed women were representativéhefpopulation in that they
spanned a wide range of decades, from the 30sstaard their health 1B entailed
a variety of approaches, mediums and sourcesr@ignce on HPs, use of
consumer health resources, natural health infoonatburces, interpersonal
networks, and morepnowballsamplingwas used; participants and other

interested parties gave my name to appropriateioheils who might be
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interested in sharing their experiences. Finallg, sample was, in partsample

of conveniencas | sought to interview individuals who are gepipically
accessible for qualitative interviews. All partiaigs were, therefore, residents of
a single Western Canadian province.

In order to recruit study participants, noticesevplaced in two health
food stores; three HPs either placed notices im tfices or said they would
give recruitment aids to interested patients; rémrent aids were handed out
and/or mailed to patients at the menopause clamd;women who heard of the
study told others about it. See appendix F forigigent recruitment aids. | am
aware of two women who sent information about theysto all of their email
contacts, and a number of the interviewed womegrdshe if they could pass on
information about the study to their contacts. Assult of these various
awareness-raising events, women contacted me éiyh&mail or by telephone. |
did not ask women how they heard about the stuthypagh some women
volunteered the information and women from the npawise clinic told me that
they were contacting me in response to informdftiom the clinic. During initial
contact with potential participants (by telephonemail) | communicated
inclusion criteria to them in order to confirm coimpce with study parameters
and to ensure that the women were comfortable tvétresearch process (for
example interview recording) and aware of ethieglirements (for example,
signing the consent letter). Interviews at a muguatceptable time and location
were set up at the time of the initial telephonetact or following an additional
contact in which | sent interested participantsitiiermation letter. In all cases |
emailed the full information letter to interesteaticipants. Women then
responded either by establishing an interview tiocation or by confirming an
interview which had been set up at the time ofititeal telephone call. Field
notes were kept, which included accounts of intt@itact with participants.

3.5.2.2 Sample 2: Health professionals

Participants: In order to further illuminate data gathered dgrinterviews
with the sample of women, a small sample of HP$ \ié&e interviewed

beginning after 17 interviews with women were coetgdl. The goal of these
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semi-structured interviews was to gain HPS’ perspes on patients’ menopause-
related IB and interpersonal interactions betwePs Bind patients, as well as to
gain insight into the roles HPs play in facilitafithe translation of knowledge
within the context of everyday life. Creswell (199ttes that when using
theoretical sampling, data from initial interviewgh a primary homogeneous
sample (women who are navigating changing inforomatelated to the
menopause transition) can be illuminated by sub=agaterviews with a
heterogeneous sample (in this case, HPs). Bechaagedus of this investigation
is on data arising from interviews with women, aafler number of HPs were
interviewed.

Inclusion criteria: HPs acting as information providers to women \ah®
navigating changing information related to menopaus

Sampling: Theoretical sampling was used in order to gaticér
gualitative data related to the ways in which H&stgbute to and view women'’s
experience with changing and evolving health infation about HT and
menopause. There was an element of convenienbe s&ampling as |
interviewed HPs who are accessible for qualitaititerviews. HP participants
were recruited at two publicly funded menopauseiadiin one Western Canadian
city, through personal contacts, and by refermabgall sampling). For example,
after receiving administrative approval for recmsgint at one menopause clinic,
HPs at that clinic sent recruitment notices tovidlial HPs working at a second
menopause clinic and provided me with email adexets follow-up. Six of the
HPs were recruited through personal contact: ortbeointerviewed woman was
married to a HP and encouraged me to contact loeisspoy telephone; contact
with another HP was provided by a HP | am relatebut did not interview; | was
acquainted with three of the HPs and directly ccieththem (by telephone,
email, and in person) as | was aware that theychaedd for women in this life
transition; and one of the interviewed HPs passethp email to a colleague who
contacted me. Interviewed HPs included memberkeoNorth American
Menopause Society (NAMS) who were certified mengggoractitioners (NAMS
2011). See appendix F for HP participant recruitnagafs.
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3.5.3 Qualitative interviews

All participants in this exploratory study partiaied in one, audio-
recorded interview. Trustworthiness of the data aggsnced through the use of a
robust sample size, and triangulation. Many qualgascholars note that
triangulation is an effective means by which torfoborate, elaborate or
illuminate the research in question” (Marshall &assman 2006, 202). For this
research project findings were triangulated ineéhsays: triangulation through
the use of two interview techniques with the priynsample group; triangulation
of qualitative data sources in the form of two idistive groups of participants;
and theory triangulation (Patton 1999). This lattem of triangulation involves
“using different theoretical perspectives to lobklee same data” (Patton 1999,
1196) and for this investigation incorporates hunméormation behaviour theory,
a social constructionist approach, the Promotintiohcon Research
Implementation in Health Services (PARIHS) frameky@nd positioning theory.
Other theoretical perspectives are incorporateddan themes which emerged
from during data analyses. Because of the sigmfitene commitment demanded
by multiple interviews with a large number of peipgeints, particularly with a
sample involving HPs, triangulation was viewed gsederred means of
improving research trustworthiness without impediag¢a collection.

During the interview, strategies such as neutre¢egent, asking for
additional information, summarizing and paraphrgsias used to encourage
dialogue clarification (Schensul, Schensul, and dra@te 1999). Because
interviews are viewed as sites for social constoactmember checking with
participants was not solicited following data cotlen. While it is critically
important that the words and spirit of interviews eepresented without
distortion, | believe that for this research sttioky ethical and academic
responsibility for translating data into knowledgsts with the researcher.

Interviews took place in a neutral safe locatidrat tvere accessible to
participants, comfortable for them, and amenabletording. These included

participants’ homes, places of work, HPs’ work gsaany office on the
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university campus, and public spaces (for exangtmffee shop, book store, and
hospital meeting room). | conducted all aspecistefrviewing. Participant
parking was reimbursed as needed and, followingpbetion of the interview, a
small gift (a coffee card) was given to intervieweodmen as an expression of
appreciation for participation. Parking reimbursetrend appreciation tokens
were self-funded. Verbal thanks were given to HRigpants, and, in two cases,
| purchased beverages for HPs interviewed in caffeps. Within 24 hours of
interviews, field notes based on notations madenduhe interview and on
impressions of the interview were recorded.

3.5.3.1 Interviews with women

Interviews with women lasted between approximadéyand 80 minutes
(with a mean of approximately 60 minutes) and fecusn women’s experiences
as they responded to, made sense of, and usethatfon about HT and
menopause. Two interview strategies were usedderdo yield rich descriptive
data related to the sense-making and IBs eliciyedngertain and/or evolving
health information: a narrative approach and elfmn.

Narrative approach: A semi-structured and narrative approach was
primarily used in order to allow participants “sedjo articulate their experiences
in their own terms” (Petersen 2006, 34). This apphofacilitated participants’
constructive processes as they related, interpeetddirew together their health
related experiences (Becker 1997; Petersen 2008@n#-structured format
allowed interviews to be guided by questions armdrids while at the same time
allowing the order, wording, and inclusion of spieaguestions to be modified in
response to the interview situation (Bernard 2@0éhson 2002). Questions were
open-ended and, in addition to maintaining intaswreomentum, probes
stimulated richer description and participant iptetation. PARIHS elements
(evidence, context, facilitation) provided a heticisvhich theoretically guided
semi-structured interview, thus facilitating insighto information sources
(evidence), the circumstances and context of ttvislual woman (context), and
the manner and means by which information was dediy (facilitation).

Reflection on the interaction between differenbmfation sources (informal and
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formal) and women’s approaches to finding or reéogivnformation provided
insight into how women position themselves in lielato information sources,
including HPs. See appendix G for the intervienwdguor semi-structured
gualitative interviews with women participants.

Elicitation: Based on Johnson and Weller’'s work (2002), anhen t
moment’ elicitation technique was used in ordeglioit response to changing and
potentially conflicting health information encoured in the popular press.
Following the narrative portion of the interviewsomen were presented with
recent, contrasting media accounts of emergingrekeelated to Vitamin D use
by women. The goal was not to present participaitts exact items they might
have previously viewed; rather, the goal was tlizeta familiar format and to
present information that would elicit response egftéction about health
information encountered within the context of ey life. Discussion focused
on aspects of the articles which provoke the pa#dids’ interest. Based on
information fromMedia Digest{Canadian Media Directors’ Council 2007-2008) |
selected elicitation material from sources with highest readership (female
readership and age of readers is taken into caaide), sources that covered
health related topics, and sources likely to bessible to the sample population.
| explored newspaper articles (Bdmonton Journd] three Canadian consumer
magazinesKeader’'sDigest Chatelaing andCanadian Living, and items from
the CBC (Canadian Broadcasting Corporation) and @&¥sites, the two
English language national commercial networks. Beedhese latter sources
represent not only online sources but also stoelkeged to health that are carried
on television, radio and in the popular press,dsehto use three articles which
appeared on the CBC website. Two articles (“Taka&win D to reduce cancer
risk, Canadian Cancer Society advises” (CBC 20ard)“Vitamin D lowers
cancer risk in older women: Study” (CBC 2007b)) evanitially presented to the
women for consideration and discussion. This wHevied by presentation,
consideration and discussion of a third contrastirtigle (“Calcium, vitamin D
not linked to reduced breast cancer risk: StudyB@2008)). These articles were

chosen based on their subject matter (a relatiwellgreatening topic of potential
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interest which allowed focus to be on the conffigtnature of the information and
on media portrayal of health information), and sheng contrast represented by
the articles. Use of the elicitation technique lfeated insight into tacit
understanding and subconscious thoughts aboutiagdiealth information and
media-mediated health information.

3.5.3.2 Interviews with health professionals

Semi-structured interviews with HRssted approximately 30 minutes.
Interviews focused on HPs’ view of patients’ hedBhand their perspective on
interpersonal interactions between HPs and womeituations where health
information is uncertain and/or evolving. Core eéeits from the PARIHS
framework theoretically informed the interview stiure. Exploration centered on
evidence and information sources used by womergating the menopause
transition, how women'’s contexts and the contexgaifent/professional
interactions influence HPs’ roles as informationvpders, and the role HPs play
in facilitating the delivery of information and thenslation of information into
everyday life use by women. See appendix H foirtexview guide for semi-
structured qualitative interviews with HPs.

3.5.3.3 Developing semi-structured qualitative interiews

Elements of Mason’s (2002) progressive strategy ¢eetion 2.7.2) were
used for developing the semi-structured outline @meh-ended interview
guestions for this qualitative investigation. Tlé&tionships between themes of
interest, research questions, and interview questicere evaluated. This ensured
that interview questions had the potential to elrdormation that related back to
research questions and themes of interest.

Two pilot interviews with women were conductednseribed, and
analyzed using NVivo software. Initial analyseghd# pilot interview data was
used to modify the interview guide and methods éiaample, the elicitation
format was clarified following pilot interviews)nferviews with pilot study
participants were folded into the sample. Intervggmcture remained similar

after post-pilot modifications.
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The interview guide for HP interviews was re-evédaafollowing the first
HP interview. Perhaps because these interviewsnhba&dtar experience was
gained from interviews with the women and becahseguide was specifically
based on the heuristic provided by PARIHS core el@m(evidence and
information sources, facilitating role when evideng evolving, and, role of

patient context), this interview guide was usedafbd 2 HP interviews.

3.6 Data analysis

Qualitative data analysis essentially consistdaiihg things apart and
identifying their constituent parts, “ locating fgahs and themes, and
reassembling data “in ways that begin to resemblgharent explanation or
description” (LeCompte 2000, 150). Many scholangehidentified analytic
phases to guide progression from collected dagxptanation, understanding and
interpretation. These phases are commonly iterativeever they fundamentally
involve data organization, immersion in the datd mentifying items of interest,
generating categories or sets of interest, dateagahd interpretation, and
meaningful representation of data and interpretattb Creswell 1998;
LeCompte 2000; Marshall and Rossman 2006; Seidra8)1

For this theoretically guided, exploratory resegsaobject open coding
using thematic analysis and Kvale’s (1996) ‘ad harcéclectic approach to
generating meaning from qualitative interview dates used (see section 2.7.3).
Since interviews were theoretically guided and dasethemes of interest, these
concepts were necessarily evident in the interdata (Rubin and Rubin 2005)
and provided initial guidance for coding and analys keeping with the nature
of the guiding questions, descriptive, interpretivel discursive approaches,
which involved several interpretations of the sdaengt, were incorporated in data
analysis. Liamputtong and Ezzy (2005) identify ttydouilding as “an ongoing
dialogue between pre-existing theory and new irisigl266); therefore,
understanding of emerging themes and patterns ajgalas this dialogue

between existing theory and findings took placerduthe analysis process.
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Initial analysis included close reading of intewiranscripts. The text
was subsequently analyzed using NVivo softwarejaitgtive analysis program
which | have experience using and a tool which anés credibility because of
its powerful assistance with data organization @mting, and also because of the
extensive and accessible audit trail it producesls2002). Data was categorized
according to emerging themes. Each theme was sgttadly analyzed and in
some cases divided into sub-themes; in a few ¢hsddVivo text searching
capacity was used to explore emerging themes pirgition of qualitative data is
a reflective and iterative process; consequentigeleading of passages
continued throughout analysis in order to mainginew of overarching themes,
discourses and positions. Interviews were examioedonformity and variation
from themes and representative quotations fronintieeviews are included in the
results and discussion chapters of the dissertation

In addition to coding, memos were used during thding process to keep
track of theme development, to elaborate concept$to facilitate abstraction.
Memos included both those directly related to cgdind facilitated by NVivo
software, and those which | kept separately infohe of notes about overall
research development and extensive ‘writing notdsth incorporated related

published literature.

3.7 Data management

Interviews were recorded and downloaded; transoripias facilitated by
Express Scribe Transcription Playback Software (N&oftware n.d.). In order to
preserve confidentiality, pseudonyms were immedtjiassigned following
interviews and were used subsequently to idenafyigipants and all related data.
Data management followed guidelines provided byTiteouncil policy
statement: Ethical conduct for research involvingrtans(CIHR, NSERC &
SSHRC 2005). Interview transcripts will be kept &bieast five years following
the completion of the research in order to fad#ifaublication of research results.
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3.8 Research quality

In their historic work Lincoln and Guba (1985) idiéy credibility,
transferability dependability andconfirmability as the four critical criteria for
judging the soundness of interpretive qualitatesearch. Other scholars endorse
these criteria as a means of enhancing the qualgyalitative work ¢f. Bradley
1993; Marshall and Rossman 2006).

Credibility refers to the “adequate representatibthe constructions of
the social world under study” (Bradley 1993, 436)equires appropriate
identification and description of the subject adlae credible inferences from
data. For this research study credibility is essaield through in-depth description
of the complexities of the research processesddiitian, the following measures
are taken to strengthen credibility: (1) trianguatof interview approaches, data
sources, and theory; (2) data interpretation frescdptive, interpretive and
discursive perspectives; (3) identification andlergtion of negative instances;
(4) discussion and debriefing with peers; and &gl documentation at all
research stages.

Because transferability depends on similaritiesvbeh the original and a
subsequent research context, the burden of prodhéoapplication of findings
from one context to another rests primarily withseguent researchers (Marshall
and Rossman 2006). In order to facilitate trangfiétg, | provide thick
description of the topic, research methods, rebearntext, data, and
interpretations. Logical and conceptual links betwdata, interpretation,
theoretical frameworks and/or conceptual underpigiaire clearly
communicated. Triangulation also strengthens thiential usefulness of this
research study in other settings.

It is critical that qualitative scholars account fiee changing context
within which research occurs, and that “the login&rences and interpretation
of the researcher make sense to someone else”l{Mbasnd Rossman 2006,
203). Attention to these two requirements estalthghstudy’s dependability and

confirmability. These concerns are addressed tliraetgiled and descriptive
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research notes documenting the research procesegatecisions, emerging
themes and interpretations, and conceptual linkagfeeory. The generous
integration of participant quotations within theearch results and discussions
improves confirmability by allowing interpretatioaad conclusions to be traced

to source material.

3.9 My role as researcher

In qualitative research the interviewer is vievesdhe research instrument
(cf. Seidman 1998; Kvale 1996). It is therefore caitio consider the role of the
researcher as a scholar and as an individual witiercontext of the research
project. Patton (1999) points out that althoughighe no definitive list that must
be addressed to establish researcher credibitibfegsional and personal
characteristics, and attributes may influence ésearch process.

Both my academic and personal background facilitateole as
researcher in this investigation. | have trainimghe health sciences (Bachelor of
Science in Occupational Therapy) and have workék patients and other HPs
within both hospital and community settings. Thiglergraduate training
prepared me for exploring the tensions people éxpes as they seek to interpret
health related information within the context oéitheveryday lives: occupational
therapy is uniquely focused on facilitating the d@yday function of patients and
focuses on bridging the gap between health setingshe everyday life worlds
of patients. My graduate work also facilitates ralerin this current project: a
Master degree in LIS provides me with a strong anad background related to
information studies, particularly I1B; and, my Mastieesis, a content analysis of
medical and consumer articlésxploring the role of medical and consumer
literature in the diffusion of information relatéd hormone therapy for
menopausal womgngives me significant grounding in the literatueéated to the
WHI and HT (Genuis 2004).

| furthermore believe that my proximity in life coumstances to the

women participants facilitated rapport during intews. | also have close family
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ties within the health professions and this, iniéoid to my own background and
experience in the health sciences, facilitated camoation with HP participants.
| believe that my understanding related to medicalledge structures, the
health care system, communication patterns witkadth settings, power
structures within the health care system, and geopkalth 1B, facilitated
communication with sample populations and invesibigeof the research
guestions.

The view of the researcher as an unbiased andveassliector of facts
has been deconstructed in the literatefeGharmaz 2006; Latour and Woolgar
1986) leaving scholars with the conclusion thakredearchers bring their own
preconceptions and interpretations to the problemgostudied, regardless of the
methods used” (Patton 1999, 1204). Within the cdraéqualitative research this
conclusion is not troubling: the critical featusetihat researchers be transparent
about their underlying assumptions and biases.€eTprienary preconceptions are
relevant to this research project. (1) | view paedealth information gathering
as a positive activity for individuals. (2) | belethat women are ultimately
responsible for decisions about health managerbahtjiew cooperative decision
making as the preferred objective for interactibasveen women and HPs. And,
(3) in contrast to the biomedical view of menopaiesmd within many medical
contexts, | view menopause as a natural life ttemmsthat is “mediated through
cultural understandings and socioeconomic conditiand as a process that
“touches on many aspects of women'’s lives, from ens1physiology and

intrapsychic experiences to social structures amthg” (Gonyea 1996, 418).

3.10 Study limitations

This dissertation inevitably has limitations. Exjalion of sense-making
and IBs elicited by changing and uncertain healtbrimation is unavoidably
limited by the choice of a specific medical case@stext for investigation.
Although there may be some limitation based ongiaicase where the initiating

incident (the publication of WHI findings) occurredven years prior to data
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collection, continuing ambiguity related to managetof this life transition,
ongoing prominence in the medical and consumesspegsl the findings
themselves suggest that the chosen context fostiigation has retained currency
for both women and HPs.

Potential limitations are also associated withdhmple population.
Efforts were made to recruit women who had hachgeaf experiences during
the menopause transition; however, it is posshae participation in the study
had greater appeal for those women who had expedesymptoms and related
challenges during this life transition. These womenme likely motivated to seek
information, to self-identify as information see&eand to therefore respond to
recruitment notices and volunteer for the study.tRe same reason there may
have also been greater consultation with formairimgtion sources (HPs) by
interviewed women. It should also be noted thad dathering was limited
geographically (and occurred in a setting wherdtheare is publicly funded)
and, therefore, generalization to other jurisditsionay be limited.

Chosen theoretical frameworks and theories adchdeplata
interpretation; however limitations inevitably a&igom the choice of specific
conceptual lens. Findings were shaped by the thearhich framed the
investigation and potentially by the heuristic pdad by the PARIHS
framework. Research methods may have also impasédtions on this
investigation. Unlike ethnographic methods entgilitirect observation of
behaviour, data collection relied on the percetiohparticipants. While this
fulfilled the purpose of the study, data unavoigaikelflected not the actual
experiences of participants, but rather the meathagindividuals constructed
from their experiences. Finally, there are numetopgs and/or news articles
which could have been chosen for the elicitatiortipo of the interviews. It is
possible that other articles would have provokéfdint responses,
considerations and discussions, which may haveghtdorth other themes and

conceptual linkages.
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3.11 Conclusion

This chapter has provided rationale for this disd¢®n, research
objectives and questions, definitions for key teraml explanation of research
design. Data analysis and management, researdtyquaf role as a researcher,
study limitations and ethical considerations hage aeen elucidated. In the
following chapters results and discussion will besented with each of chapters
four through seven sequentially addressing thearebequestions. Chapter eight

will conclude the dissertation.
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CHAPTER 4
RESULTS AND DISCUSSION: EXPERIENCES OF WOMEN WITH
UNCERTAIN AND EVOLVING HEALTH INFORMATION

In order to gather rich qualitative data relatesdvtmen’s experiences as
they responded to, made sense of and used (ootigse) evolving information
about the menopause transition, women who hackipaist or who were
currently engaged in health IB related to menopaus®rmone therapy (HT), as
well as health professionals (HPs) acting as in&diom providers to women
navigating the menopause transition were interviewe described in chapter 3,
theoretical, purposive, and snowball sampling mesheere used (section 3.5.2).

There was positive community response to recruitmetices for women
participants and to subsequent snowball samplirghtéen women were
interviewed before ethics approval for recruitmaind menopause clinic was
achieved,; at this point theme saturation was a¢ginming to be evident.
Recruitment in the community was therefore clogsedrder ensure that the final
sample included women who were actively involvethvpiursuing health
information via traditional formal channels, mopesifically, through the health
care system. It is interesting to note that inteireghe project had not waned
when community recruitment ceased and interviews approximately 5 women
were subsequently turned down. During the coursmrimunity recruitment |
was contacted by a small number of women who weegasted in menopause
but who had not yet participated in any independdntmation seeking or
decision making related to menopause or HT. Thesrem did not meet
inclusion criteria and were not interviewed. Ondipgant was pre-menopausal
but was actively seeking both formal and infornmébrmation about this life
transition. Ten women were recruited through a rpanee clinic and interviewed
(recruitment notices were both handed out at in&tiom sessions and mailed to
patients; interested women were invited set upvigw/'s at a convenient time),
thus bringing the final number of women particigatat 28. At this point both

theoretical saturation and sufficiency (Seidman8)9tad been reached. Although

80



more women were interviewed than the 15 to 20alitiproposed, the range of
experiences tapped by utilizing two recruitmentte@ts and the resulting rich
and diverse descriptions justify this larger sanguid strengthen the findings of
this interpretive qualitative study. As detaileccimapter 3 (section 3.5.2), data
from interviews with women participants were illurated by data from
interviews with a smaller sample of HPs. This sangdl12 included six HPs who
were recruited through the menopause clinic andvbiix were recruited through
community contacts.

In this chapter | will provide context by descrigistudy participants; this
will be followed by analysis of interviews and eagation of the experiences of
women as they responded to, made sense of ancuskihg information about
the menopause transition. Beginning with findinglsted to women as active
information agents, | will then address women’scpptions of health, wellness
and menopause symptoms. This will be followed lpl@nation of data as it
relates to uncertainty and menopause, particularbertainty about menopause as

a life stage, and uncertainty about menopause reana.

4.1 Description of Participants

Prior to examining the experiences of women as tesgonded to, made
sense of, and used health information about theopearse transition, discussion
of demographic and descriptive characteristichefdarticipants is warranted.
This provides details with respect to the depth lare@dth of the sample of
women and health professionals interviewed. Funtbee, it contributes to a
more nuanced understanding of the contexts in wihielwomen participants’
information needs arose, information seeking oexyrand management of health

and well-being took place.
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4.1.1. Description of women

At the time of their interviews, participants radga age from 43 to 72
years of age with the majority being in their 50&0 participants provided a mix
of contextual information (e.g. approximate agsyrhptom onset or menopause,
or years since menopause) which allowed age appeatian within a five year
span. For this reason, age of women participamsogded in five year
increments (figure 4.1).

Figure 4.1 Age of women participants

Age of women participants
(N=28)

70-74
65-69
60-64
55-59

Age range

50-54
45-49

40-44

Number of women

Because of the challenges defining menopause éstiers 3.4) and the variations
evident even within the health literature, selfaxpd menopause status is
reported. Table 1 summarizes current age rangselfideported menopause

status, and HT use of individual women participants
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Table 4.1 Summary of menopause status and HT usmed participants

Pseudonym Age Menopause status  Prescription HT us
Anita 45-49 Perimenopausal Current
Beverly 55-59 Postmenopausal Never
Camille 45-49 Perimenopausal Current
Cherri 55-59 Unsure Current
Christy 50-54 Postmenopausal Past
Dale 40-44 Perimenopausal Current
Dana 50-54 Unsure Never
Faye 55-59 Perimenopausal Current
Gwen 50-54 Perimenopausal Never
Hazel 40-44 Perimenopausal Never
Irene 50-54 Postmenopausal Current
Jane 65-69 Postmenopausal Past
Jill 45-49 Postmenopausal Never
Joyce 65-69 Postmenopausal Past
Laura 45-49 Postmenopausal Current
Lillian 70-74 Postmenopausal Current
Lisa 45-49 Postmenopausal Never
Monica 55-59 Postmenopausal Never
Muriel 60-64 Postmenopausal Past
Naomi 50-54 Postmenopausal Current
Nicole 60-64 Postmenopausal Past
Pat 55-59 Postmenopausal Never
Paula 55-59 Postmenopausal Never
Roslyn 50-54 Perimenopausal Current
Sue 60-64 Postmenopausal Current
Sylvia 60-64 Postmenopausal Current
Thea 50-54 Perimenopausal Current
Vicky 45-49 Premenopausal Never

The majority of women in the current study canmerfra relatively

homogeneous cultural environment (Caucasian, aptharaiddle class, living in
a single geographic vicinity in Western Canada)e€lof the participants were
French Canadian and three immigrated to CanaddremeEurope, another from

South America and one from India. One of the imamgmwwomen came to Canada

as a married adult with a small child; one cam€aoada with her family of

origin when she was a young adult; and the thirdecalone as an unmarried

adult.
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Appendix | provides descriptive paragraphs abacghenterviewed
woman. These are based on interviews and fieldsnated provide the women
participants’ perspectives on the timing of thegrmpause transitions and some
basic demographic information related to educagomployment and family.
Because of the frequently indeterminate natureefopause onset, the range of
terminology and understanding associated withlif@igransition, and the
narrative interview approach, descriptions of menuse and demographic details
are not consistent. For example, while Jane reldtgdmenopausal symptoms
began after her hysterectomy at 42 years of ag®alelpinpointed her first
symptoms as occurring at 34 after the birth ofdiglid, Gwen identified herself
as being in perimenopause but was unable to pihpaset of this life phase: “I
don’t know, a couple of years now. Probably 2 yeaadly.” And while Monica
was familiar with the more formal definition of negrause and reflected “I
probably officially entered it about 2 1/2 year®dddana disputed classic
definitions: “I think that this is menopause. Irtkiby the time | quit bleeding, that
will be the end of menopause. | know that’s naat'sinot what they think
menopause is, | know that.” A further challengedefining menopause status is
posed by HT. For some women, monthly bleeding-isit&ated or continues as a
result of HT. In this case women are likely to retythe colloquial definition of
menopause as the time period when sex hormonesadecand regular menstrual
periods come to an end. Specific details with respedemographics were
inconsistent because of the nature of narrativditgtiae interviewing which
focuses on participants’ stories and their own tocton of events. While
women were routinely asked about their activitkestk history, and education,
this was not the focus of the interview and womleose to answer with varying

detail and focus.

4.1.2 Description of health professionals

Twelve HPs were interviewed, with the first HPeintiew falling between

the 17" and 18’ interviews with women participants (sample 1).sTallowed
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themes which were emerging from the interviews witimen participants to be
brought forward to the HPs for consideration arfttciion. Because of the small
community from which these participants were drand for the purposes of this
dissertation HPs are not identified as workinghatrhenopause clinic or working
in other settings. All HPs, however, fit the ingluscriteria and were acting in
some capacity as information providers to women a@onavigating changing
information related to menopause. Five of the Sar@gbarticipants work in a
menopause clinic (not necessarily exclusively), isren academic who has
experience as a clinician, five work in communigjtings, and one worked
previously in both the community and a menopausécdbut recently retired. HP
participants represented a range of medical diseip] with the summary
provided in Table 4.2. Stated disciplines reprepanticipants’ training, as
opposed to current job titles. For example, sommgqggaants were designated as
‘educators’ within the context of menopause clinloswever, they were trained

in a variety of disciplines.

Table 4.2 Health professionals: Summary of demdudcap

Gender Discipline Place of employment
10 - female 4 - Family doctors 5 - Community
2 - male 2 - Dieticians 5 - Menopause clinic
2 - Nurses 1 - Academic/community
2 - Pharmacists 1 - Retired
1 - Alternative health practitioner
1 - Specialist physician

The sampling method used in the selection of HRgg@ants was, in part,
purposive. While to my knowledge most of the prefesals working in the
menopause clinics are female, there are many nRge(ptimarily physicians)
who deal with women in the menopause transitiontheumore, a theme
emerging from interviews with women highlighted fferception women had of
receptivity to menopausal concerns among femaleage physicians. | was,
therefore, purposive in recruiting male particifgatat this sample of HPs. In

addition, it has been found that the majority ofwem seek information and/or
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products from complementary and alternative medi¢®AM) sources (Wathen
2006). Therefore, participants with a CAM practicanterest were also
interviewed: one alternative health practitioneovgipecializes in nutrition was
interviewed as well as a physician who has ex#iaitig in the use of bioidentical
hormones and CAM approaches to the managementrajpaease.

As noted in the section 3.5.2.2, the goal of wneaws with HPs was to
gain their perspectives on women'’s health IB aneiqaore themes relevant to
interactions and relationships between women arsl Fis allowed insight into
the roles HPs played facilitating the translatibkrmowledge with respect to the
menopause transition. Relevant quotations andhtsigom HPs’ interviews will
be included as they are germane to the themes d&ogssed. Themes which
drew the most comments from HPs were related toimition sources (chapter

5) and positioning (chapter 6).

4.2 Women as active information agents

Women who were recruited to this study were likelye active
information seekers and to be involved in seekirigrmation related to
menopause. Both the poster and short (half pagg)itment notice stated that
the study was looking for “women with a person&érast in menopausal or
postmenopausal interest” and that the purposeeostiidy was to explore
women’s experiences making sense of health infoomatbout menopause and
related issues. While there was variation in thene who responded, findings
confirm that recruitment goals were met. Partictpamere active seekers of
health information and, with some variation, hadvere engaged in information
seeking related to menopause. This group of ppaints therefore facilitated in-
depth exploration of the information behaviour desteated by women as they
seek, gather and store information about healgeireral, and more specifically,
about the menopause transition. Three prominemeékeelated to participants’
activities as information agents emerged from titerview data. (1) Participants

were ready for information seeking challenges ealea of health and had
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specific approaches for investigating concerns wpiesented themselves within
the context of everyday life. (2) They habitualbtigered health information from
multiple sources as they addressed everyday quesdioout health and well-
being. And, (3) women gathered health informatiana wide range of purposes
as they addressed everyday life health concerns@mzkrns about the

menopause transition.

4.2.1 Women's readiness for health information seéhg

The first question for the interview with womenswvalated to general
health information seeking strategies. Participarmse asked personally tailored
variations of the question, “If you or a family meen had a specific concern
about health or well-being, how would you go abexjtloring that concern?”
With three exceptions, every woman immediately jated a plan for
investigating a concern about health. The threegtkxans were Vicky, who
launched directly into a detailed discussion ofdisillusionment with the
traditional medical system; Lillian, who, withoutldy, began relating her
experience leading up to a hysterectomy in hey&f$; and Sylvia, who
responded, “I don’t think we give it much thougitte’re healthy. My whole
family is healthy.” In these three cases this idtrctory question was not
specifically addressed at a later point in theringsv. While some women
responded to this initial question in a generalizag, others provided a specific
concern (for example, a recent diagnosis with dehecaring for a disabled
family member, concerns about the health of a spoarsd discussed their
information behaviour within the context of thattpaular concern.

A close exploration of participants’ answers tig thitial question
demonstrated that the women who were interviewedritarnal strategies or
approaches for exploring health concerns. Theategfies primarily entailed
sequential exploratory tactics involving multipleusces but which began with (1)
autonomous exploration (including the interneteading books), (2) going to an

interpersonal information source (including famityends, and acquaintances),
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or (3) consulting an authority figure (usually aypician, in one case an

alternative health practitioner, and in anotheecaspharmacist). Thirteen of the

25 women who answered this question began witmamtous exploration of

information sources; 6 said that they would begitdnsulting an authority; and

6 explained that they would begin exploring a Heatincern by talking to an

interpersonal information source. Table 4.3 sumnearivomen’s exploration

strategies.

Table 4.3 Strategies for exploring concexrbsut health or well-being

Participant

Exploring a concern about health or well-being

Stréegy

Anita

“It always worked for me first of all, looking for
information, like name — | don’t know — books?
The internet. Sbeforel meet with the doctor |

Autonomous
exploration
(self)>

already know or have an idea about the things thatuthority

are happening — so for me it's just gatheringtel
information that | can through books or the
internet. The library is important to me.”

t (Authority)

Beverly

“Family, of course. | think modeling.... And then
you know, friends, networking, just hearing
around, then | usually either go to books or to th
internet to find out information when | do have
guestions.... The odd thing from the health food
store, you sometimes go and ask a question to
pharmacist or something like that.”

Interpersonal
(Interp)—>
eself>
authority

a

Camille

[Specific context: menopause] “Oprah. She’s a

great fountain of knowledge. And through her |

read some things from, is it Christina Northrop?
The menopause doctor. And then of course on-
. ... and go to my doctor”

Self>
authority

ine

Cherri

“I might discuss it with my husband who'’s a
family physician and | might discuss it with a
friend of mine who’s working as a nurse, a publ
health nurse. | might go to see my family
physician, think through the options, ask some
guestions, make my decision from that. If it's
major...if for example a close family member or
myself was diagnosed with cancer or some life
threatening disease, | would do a really thoroug
investigation on my own.”

Interp>
authority->
cself

=

Christy

[Specific context: diabetes] “OK, so | recently
became diabetic. Which meant that my first thin

Self > interp
g

that | did was hit the web, and just look for
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anything that was, had some sort of authority tq i

.... contacted friends and other people that | knew

who were diabetic.”

Dale

“I love my doctor and everything, but you can’t

always just rely on their information because they

can’'t know everything. | do a lot of research,
reading, talk to people...... | had tried going on t
internet a lot, looking for things, just Googlingch
trying to find thing. The library, their books.”

Dana

“I read. | read about it first. | research it on my

Self>

own before | seek a health professional’s opinigradthority

To the library, the library or the book stores. The

internet, I'll probably check that out.”

Faye

“I'm very intentional — | have to go, be thorough
get out 10 books and read them all to find out a
much as | can about it...... | don't just go to the
Mayo Clinic site, for example, |1 go to the libraty
look at self help books. | go to Audrey’s

Bookstore, | get sort of lay people books as wel
Mayo Clinic or professional journal articles. And
talk to friends.”

Self > interp

|72}

|a

Gwen

[Specific context: diabetes] “My primary source
has been my doctor, Dr [P.] And she has, you
know, given me other places that | can go to. Y
know for instance now with the diabetes I'm goi
to the [local care] network.”

Authority

DU
ng

Hazel

“First of all, | Google and find out what they say
the experts have to say on some of the website
Web MD and ... all that, and then I'll talk to
friends. And then | go to the doctor.”

Self 2> interp
5> authority

Irene

“I'll look on the internet quite often. Or — | dolat
of reading. And then I'm very close to our family
doctor so I'll just have to give him a call”

Self>
authority

Jane

[Specific context: a question about nutrition] “I
have colleagues | could ask or | have sources
through Dieticians of Canada, that type of thing

Interp->
authority

Jill

“You know probably, go on the internet and che
out, OK what, or what you think might be.... just
go from there and, eventually, a doctor.”

cBelf >
authority

Joyce

“I have used other people | know, like [R,] just

because she’s in the health field so | sometimes

ask people. When | was living in Boston when |
was in my 20s, there was a book that we all

Interp > self

D

bought, the Boston Women'’s Health Collective |...

The stuff that in the media we hear abouind of
listen, | kind of take it with a grain of salt.”
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Laura

“I go to the doctor and...I go to the internet,
probably the most.”

Authority >
self

Lisa

“Ask [M (employer, a holistic nutritionist)]. OK.

And if she can’t answer my question, then she’l
refer me to either, you know, Doctor X, Doctor Y
Doctor Z, or Doctor T — all the different, OK? An

depending on which one she thinks would be be

able to handle. And then | would do see a
naturopathic doctor. And, in the meantime,
waiting for an appointment of course, because
there’s always that wait time, | would go on the
internet, ask other people | know”

Authority >
self

d
pSt

Monica

[Specific context: seeking care for son] “I joinec
an interest group .... | learned more from the gu
speakers, who were doctors and other
professionals, than | ever did from the
pediatrician.”

| Interp—>
emtithority

Muriel

“I'd go to the internet first. | think probably ttia
the first thing. | do have several relatives that a
connected with the health field. So | generally
would poll them to see if they have any ideas. If
there’s any umbrella organization, for example,

like with cancer... | would go to the Cancer Board

to see if they had people that could help me.”

Self > interp
—> authority

Naomi

‘Typically what | would do is look it up on the

Self 2interp

computer first and then — you know, google it, and

then proceed to journals. Perhaps speak with o
health care professionals... physicians or nurse
even OTs or PTs, depending. And certainly
colleagues and friends, definitely”.

her
S,

Nicole

[Specific context: illness of family member]
“There was a point at which it got where | was
really seriously concerned. In that case the first
person | absolutely went to was a former studer
mine — So | tend to look for ways of short cuttin
the system.”

Interp

t of
J

Pat

“And usually, you know, traditional. Usually my
first — investigation would be to phone my family
doctor and, and ask. Once in a while I'll also ca
Health Link, you know, and get their assessmer
if I don’t have a health concern and I'm just
curious about something? I'll probably go on the
Net and look for information on that.”

Authority>
self
I
it —

1Y

Paula

“I'd probably go to my doctor . . . if there was
medication that | did not know anything about, t

Authority >
heelf > interp

first thing | do, and he knows this, is | go home
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and it’s like “Yeah, OK. You're going home and
do a search, right?’ So that | go onto the inteane
I would come to the library, but probably most
likely I'd go on the internet and | would searcle t
name of the drug . . . . And | talked to other
people. | also talked to other people. You know
I'd say to them, ‘Have you ever heard of this?
Have you ever been on this?”

Roslyn

[Specific situation: new diagnosis] “I would have
probably just have gone straight to the doctor .
at that point | started doing a little bit of resza
on the computer, going to get some books, look
at magazine articles, so that was the first time |
ever had to do — you know, taking it on myself t
look at a health issue.”

Authority >
self

ing

D

Sue

[Specific situation: menopause] “I remember goirigelf >

to a health food store . . . . started readingrufi o
alot, and then | would say . . . | started to talk
my doctor . . .. things on TV, little bits, sngip
here and there, but | think a lot of it was my owr
reading and kind of research into it.

authority

Thea

[Specific situation: menopause] “I would probab

\Gelf >

research it online. I'm big on that. Reading up onauthority

stuff like that . . . . [l] went straight to my doc.”

Women responded without hesitation to this fitggstion related to

general strategies for health information seeKirgey portrayed their

information seeking as a fluid process which moaewgbss and between a wide

range of sources. Moreover, they described thgirageh as a familiar series of

interlinked steps. For example, Dana immediateljireed her approach: she

would first read independently before seeking ifpaun a health professional.

She also explained that she would go to the liboayook stores, and that she

would explore on the internet. Pat noted that thmpgse of her information

search would influence her strategy. She relatatishe would immediately

consult a doctor about a personal health concdmereas if she was simply

curious about something health related she woybtbes online information.
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Although many studies have explored women’s heaftrmation
behavioursdf. Warner and Procaccino 2004; Wathen and Harri§ 2@0ese data
support the notion that when confronted with aoinmfation need, women look to




personal patterns or templates to navigate the nmogmation sources in their
worlds. This is consistent with information seekthgory which asserts that
people follow habitual information seeking patte(Hsrris and Dewdney 1994);
however, this study demonstrates the seamlesgatimg of the internet into
these searching strategies and the fluid mannehich women move between
informal and formal information sources. While Weatthand Harris (2006) note
that “women often begin their information gathertmgconsulting informal,
interpersonal sources” (n.p.), a general princid® noted by Harris and
Dewdney (1994), these data suggest that the aitaylaid online health
information has perhaps changed this informatiakisg pattern. Most women'’s
strategy for exploring a health related questiogapewith autonomous
exploration of a range of sources, most notably,nkernet.

4.2.2 Gathering health information from multiple sairces

In addition to women’s readiness to articulaterdormation searching
strategy, women spoke of habitually gathering Iealformation from multiple
sources as they addressed everyday health coramsdreoncerns about the
menopause transition. In fact, all of the womeesnviewed described a mix of
information sources. It is interesting to note natry woman in the sample
mentioned the internet as an important sourcefofnmation, and all of the
women spoke of seeking or receiving informatiomfridPs (including alternative
practitioners). Other information sources inclutdedks, newspapers, magazines,
television, radio, other people (for example fanmigmbers, friends, colleagues,
and acquaintances), and personal internal or ietsapal information sources.
While information sources are discussed in deptthapter 5, this chapter
explores themes more specific to participants’ eéepees as information agents.
Three themes with respect to the use of multigfiermation sources were evident
in the data. Information sources were not perceasedtanding alone, but rather
they were perceived as complementing one anotbgmiating or leading

indirectly or directly to one another, and as sggwlifferent purposes.
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4.2.2.1 Information sources complement one another

While there were tensions for women as they nagayadrmal and
informal information sources, particularly whenythveere specifically problem
solving (for example, struggling with symptom maeaegnt), participants
described very fluid information seeking which inporated and bridged between
multiple sourcesPaula, for example, explained that she would careldoctor
and, if he wanted to prescribe a medication, shaldviirst do her own
exploration (internet, library, and interpersor@lies) in order to gain personal
understanding of the recommended treatment; Maaah “I'd go to various
places. I'd go to the internet, | suppose. | woald, ask around. Talk to my
doctor. And then, you know, pull together. | woutdyo to just one source”; and
Roslyn explained that in her search for informatd»out menopause “I had
magazines, books, the internet, listened to oteeple, what they had gone
through, what they’d tried to help themselves at foint. And | borrowed a
bunch of books from a friend of mine who had alsneggthrough menopause and
had a really tough time.” While these quotationsidestrate that women use
multiple information sources, they also demonsttiaée these sources are viewed
by women, not as competing but as complementingcesiwof information which
enrich one another. Information sources appeareeé t@lued for the varying
perspectives which were presented.

Interviewed HPs were aware that women accessage rof information
sources which informed their understanding of mensp. Yvonne, for example,
noted, “So there’s always been some book. It jnahges, the name.” While
women tended to move between sources without vigtiiem as competing
entities, HPs were more discriminating and were thore likely to judge the
credibility of the source. For example, Gail, a pH#ticipant, positioned sources
such as the North American Menopause Society (NAMtS) Oprah as
conflicting information sources; whereas Sue anchil& (two of the interviewed
women) valued both information from Oprah and infation from a menopause

clinic. Information from the latter source was geddoy NAMS standards.
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4.2.2.2 Information sources point to other resource

This view of complementing information sources waaforced by
participants’ appreciation for information souredsich directly or indirectly
pointed to other resources. Naomi noted that feeederred her to specific books
related to her information need, while Lisa told tnat she would read books
recommended by trusted websites. Vicky emphasiggdatedly the importance
of health resources recommended by trusted inteopal sources. And Hazel,
who was having significant health challenges relabemenopause and did not
know how to effectively convey her concerns to HBRgted: “So then | talked
some more with some friends and they said, ‘Okayhark to your doctor and
say this is what you want’ [i.e. a specific procegJuSo | checked that out on line
and it seemed that women who had had it, and it ekiewed the procedure on
YouTube — how to do it.” Women particularly appegeid when HPs pointed to
health information which augmented information exwiped in the direct HP-
patient encounter. Nicole explicitly demonstrateid perspective:

| felt confident with her. The way in which she désd me and treated

me. The kinds of resources, | mean even with theifaisual medical

condition], she provided actual print informatiddot from a

pharmaceutical company, from her medical text! 8ren brought out

her medical text and said, ‘Now look. This is what've got and see

this is what it looks like, and everything.” Schbught, ‘OK. This is

somebody | relate to, this is somebody | have rEdpe. | think | want

to head in this direction, at least right now.’
Irene told me that she favored using the Mayo €knivebsite for health
information — a resource which was first suggesbeuker by her physician. And
Naomi related, “I had a very good endocrinologasyoung fellow. Really, really,
really good. And he is the first physician exceptthe [menopause clinic], that
gave me an article.”

While some interviewed HPs shared secondary irdtion sources with
women, others felt ill prepared for this activianda and Clare, for example,

both cited their own lack of knowledge as a redsomot pointing women to
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internet sources. One of the interviewed familytdog; however, explained that
she occasionally searched the web in order torhatiderstand the menopause
information her patients were encountering andrdeoto point them to
resources. “It's hard to go after every particidgoic. | have done it for some.
One of the last ones | would have done — lookinglitferent, like natural, more
natural herbal remedies, supplements, for [mena}aBscause we get very
medical information.” Those HP participants workingnenopause clinics had
prepared information resources for women and weneetiikely to feel
comfortable pointing women to selected informatomurces.

4.2.2.3 Information sources serve different purpose

Finally, women gathered information from multigleurces in order to
meet a range of information needs. While Christiedentiated between
theoretical and practical information needs (therimet provided theoretical
knowledge to enhance information provided by hey Wifile she consulted
interpersonal sources for practical tips abouhfimvith a new diagnosis), Cherri
differentiated based on “how severe the probleemgwhether it's potentially
life threatening.” Interestingly Cherri stated tifahe problem was minor, she
would discuss if with a relative who is a physigiarfriend who is a nurse, and
her family physician. If, however, she or a cloamily member were diagnosed
with a life threatening or serious disease, “I vabdb a really thorough
investigation on my own. | wouldn't just go to tector, receive the information
and go away and say ‘good.’ | would do a lot ofastigation as to treatment
options.” For Cherri this thorough personal infotima search included research
at a library, exploration of both the scientifiteliature and internet resources, and
consultation with specialists both locally and poigly abroad. A further
example is provided by Lillian who gathered “basidbrmation about her blood
pressure from her doctor and then visited the Ibealth food store to gather
specific information about supplements and foodelwmight improve her blood
pressure. “One said you take garlic. . . . And tenother lady said, she takes, if
you eat three sticks of celery and an apple evayyydur blood pressure would

go down.”
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4.2.2.4 Exploring women’s use of multiple informathin sources

While previous studies have focused on how diffengformation sources
provide varying aspects of information related enwopause, the WHI or HT (see
section 2.3.2), these data demonstrate not oatygdrticipants valued a wide
range of information sources, but also that thegyeaped to view them as
potentially complementing elements of a searchgeecThe research literature
suggests the women are aware of the varying pdrgpeprovided by different
sources (Suter et al. 2007), and that individuaguently prefer a range of
information sources which facilitate explorationdifferent facets of a health
concern (Brashers 2001). Interviews with partictpatemonstrated that women
appreciated the range of perspectives that theseesoprovided (evident by the
use of different sources for different informatioeeds) and that referral from one
source to a second source built trust and reinébtice notion that sources were
complementary. While research has demonstratecritineal role of trust, for
example Brown et al. (2002) note that trust inrilationship between physician
and patient “enhanced the women’s sense that tiveesof information was
reliable and in her best interest” (227), thesa daggest that referral to further
information sources is not only contingent on tritsilso plays a role in building

trusting relationships between women and HPs.

4.2.3 Gathering health information for a variety ofpurposes

Participants gathered health information for aeniange of specific and
non-specific purposes. They collected informationidoth themselves and for
others; they gathered in order to prepare for fbenaounters with HPs, to
confirm information received from a variety of otls®urces, and/or to
supplement existing knowledge; they collected eafiormation out of general
interest and as an incidental everyday life agtivand they accumulated

information and ‘filed it’ for unspecified purposes
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4.2.3.1 For oneself and for others

Women have been identified as commonly seekingnmétion both for
themselves and for others, particularly for fanmigmbers (Harris and Wathen
2007; Moen and Brennan 2005) (section 2.3.1 foail$dt This was strongly
supported by the interviews. Although women scararetigathered information
for a range of specific purposes, when women ta#itesuit their health
information seeking in a broad sense, or when #msyvered questions about
their use of specific sources (e.g. media soutbesnternet, interpersonal
contacts) the majority of women identified speamérest in health information
which was relevant to themselves or to family mersbieor example, when
asked about health in the media, responses inclindeidllowing: (1) “if there
was something on Alzheimer’s. Alzheimer’s is a Isegilteresting — of great
interest because my father and his whole familyldeges afflicted with
Alzheimer’s, so obviously this is interesting to"nidicole); (2) “anything that is
related to a condition where | know someone thatthat condition. So if it is a
migraine thing. | will actually sit there and reih article. If there is a diabetes
thing, if there’s an epilepsy thing. So, you kn@amy of the conditions that are
there in the family or somewhere I'll read thorolyjl{Christy); and (3) “if we
sawanythingthat had the headline with one of my husband’sica¢idns” (Jane).
Thea was particularly specific in identifying therameters of her interest. While
she knew what she would be drawn to read (“My desbed away [from cancer].
So I'd read this”), she also knew what she woultdb®inclined to read: “And
you know what, I’'m not going to research it unlgssfects something that my
children are going through or something.” Thea dakat if she “just stumble[d]
across” a health show on television “I'll — ‘Ohjghs about menopause’ — I'm
gonna sit down because | have it. OK, if it wakiag on something else and |
don’t have it, I'm not going to watch it.” Additi@h support for participants’
tendency to collect health information which wadily relevant to their own or
a close associate’s health needs is provided bfptlosving examples:

When | hear a problem either with a friend, or ¥oow, from — even
my hair dresser, [who has] headache problems nigit . . .Then you
know you tend to research it a little bit more mder to help them. (Jill)
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My neighbor friend, she reads the newspaper frook bafront and if

there’s anything on menopause she cuts it out tar.nShe goes,

‘[Sue], here’s something for you.” She does thahwither things but

definitely the menopause. (Sue)

Furthermore, during the elicitation portion of théerview women pointed
to words which evoked personal identification ameréfore drew their attention
and motivated them to engage with specific articlé® following quotations
provide examples of this personal identificatiofit‘had the word ‘menopause’
in it, | would — this is what wouldeally get my eyes open” (Sue); “this one
appeals to me because ‘older women’ [quoting fraticla headline]. | don’t
know if I'm ‘older’ yet, but | guess that’s olde(Jane); and “yeah, ‘cancer,’ the
whole thing, ‘women,’ ‘older women’” (Thea).

4.2.3.2 To prepare for formal encounters with HPs

Most of the interviewed women gathered healthrimfation prior to
seeking information or medical help from a HP, amahy women went to HPs
only after they had exhausted their personal in&tion finding capabilities or
when they required access to a specific medicalce(e.g. hormone assessment,
a prescription, or a physical examination). Howewaémost half of the women
interviewed (13 of 28) noted that they gatheredtheaformationspecificallyas
a means of preparing for formal encounters with fiisnarily physicians).
Joyce, for example, explained, “women talk to othemen and friends,” thus
exchanging information and forming an “informaleefl system,” a process
which serves as a means of “preparing to talk tm&b sources.” Other women
also very specifically noted that they gatheredtheaformation in order to
prepare for encounters with HPs. Lillian, the otdesticipant in this study,
stated:

Oh, it is different. Thirty years ago the doctorsmeHE doctor. And
you just trust them. You had cancer, they woultilltyou, so you
wouldn’t get worried about yourself. The doctor was only sole
source of information and you trusted him. And tas it. And if he
made a mistake, you probably never know. But noapfgemight
Google things before they go to the doctor.
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The following examples are representative of pigdicts’ comments about
gathering health information in preparation for @maters with HPs:

So | went to the library and looked it up and gbiatever articles |

could from the library and read it over and decitteat | was having

menopause symptoms, and what | needed to do wamydkctor to

do the hormone testing thing. (Muriel)

Unless I'm in a great deal of pain, | don’'t wanigmto a doctor first.

I'd rather do my own reading so | get a little éitucated or talk to

some other people. (Faye)

It always worked for me first of all, looking fonformation. . . . Books.

The internet. Sbeforel meet with the doctor | already know or have

an idea about the things that are happening. (Anita

| went to the library and | took out all these bsah breast cancer, and

I had a meeting with the surgeon. | had three pafigsestions.

(Joyce)

Data from interviews with HPs supported the notiwet women gathered
information in preparation for encounters with HRsalth professionals were
most likely to see their role as one of helping veonmterpret the information
they brought with them. Wanda noted, “So they’lineto me with a book —
‘Well, I've read this about menopause’ and ‘I'vadethat’ - and ‘What do you
think about this?” And Denise commented, “Thegdme in with an array of
information and not know sometimes how to interfiret what to do with it.”
Francis noted that more recently women had staeeding more and as a result
already had firm ideas about treatment: “They &alll they argue and they say
‘Well, can you find something else for me? Are wuue that this is the best
way?’ ....I'd say to myself — ‘Why [is] the fpant coming to see me if she
already made up her mind that she is not goingsterl to my advice?” These
observations confirm findings discussed in sedidn— many women presumed
that they were autonomous and self-directed inftionaseekers and decision
makers with respect to the management of the meisepsansition. Francis’
apparent frustration with women who did not apgedre open to the advice of
HPs is illuminated by discussions of shared degisiaking (SDM) in the health
literature. In this context SDM is characterizedthg notion that HPs
communicate information to patients and then hedort understand the

information and make treatment choices based obdbtavailable medical
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evidence (Légaré and Brouillette 2009).

4.2.3.3 To evaluate and confirm

In addition to gathering information in preparatior encounters with
formal information sources, participants very fregily engaged in information
seeking and gathering in order to evaluate andnpiatly confirm information
they had received from other sources. Across thkaof women participants, a
range of potentially confirming sources was notemlyever, most commonly
participants related that they were (1) seekingrimiition from HPs to confirm
information encountered elsewhere, (2) confirmimfgrimation from a HP in
other sources, or (3) seeking confirming inform@atm the internet. Examples of
these primary confirming information sources follow

Laura explained that when she had symptoms, shetaé¢he internet and
explored what those symptoms might mean. She tleen 1@ her physician
seeking information which would confirm or disprabe possible diagnosis she
had derived from internet sources. “So then | gal, @n the internet it says what
the symptoms are. And I'm thinking ‘Oh, | have a/fef those.” And then | go to
her, and | say ‘well, | either have irritable bovgghdrome or | have colon cancer,

or | have ...celiac disease.” Other women, for exemigeverly, Faye, Gwen and
Joyce specifically noted that they would seek aolol#l information from a
trusted HP if they encountered uncertain healthrimétion in the media. Faye
exemplified these participants; she noted thateflsad a doctor’'s appointment
she might “see if there’s any contrasting informati Confirmation of health
information encountered in the media was likelyhtighted because in the
elicitation portion of the interview women werealitly asked how they would
make sense of contradictory health information entered in that medium.
Pat gathered health information in order to confinformation provided
by her physician: “What | do with my medicationgttwmy diabetic medication
specifically, is | will look them up on the inteitrend see, you know, check
several sources to make sure I'm getting kind asomable information.” And

Paula explained:
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The first thing | do, and he knows this, is | garteand it's like ‘“Yeah,

Okay. You're going home and do a search, rightHa | go onto the

internet or | would come to the library, but prolyaimost likely I'd go on

the internet and | would search the name of thg,dike | say, if it was a

medication. And search everything | possibly cabdut it: positive

effects, negative effects, and then I'd let himknehat | thought about it.

The most common source for confirming health infation was the
internet. In the examples provided under the lasitpboth Pat and Paula went
online to seek confirming evidence for informatigen to them by HPs. Paula
also went to the internet to confirm informatiore ncountered in the print
media. And, Muriel looked to gather additional oelinformation in order to
evaluate previously encountered online sourcetendl to use several [websites]
and collect that information and then sometimestpt out and compare them.”
Joyce used the internet to gather additional infdiom which might help her
evaluate information emailed to her by an interpeas source: “Before | had any
conversation with her, | plunked it into Googlgust see if | could find how they
define it.” And Nicole listed a number of sourcegluding the internet, from
which she would gather evaluative or confirmingmmfiation: “You can bet your
bottom dollar I'd be on the net, I'd be phoning brgther, I'd be phoning my
gynaecologist, | would be pushing the system to'©&y where is the truth in
this?”

4.2.3.4 To supplement knowledge

Many participants gathered health informationriden to supplement
existing knowledge. Dana, for example, noted, féatly knew a lot about that.
But | just checked out the different, um, solutidost. Cures or whatever.” And
Pat said, “I just like to know sort of the ins amdts of things, is why | would look
things up.” While in these two cases the women weapmplementing knowledge
out of interest, many woman gathered supplemenfatation because they
were not getting the information they wanted frdrait physicians. Roslyn, for
example, received an unexpected diagnosis andefesed to a specialist, “and
that was the end of the appointment. And | wasalostanding there, okay. So at

that point | went to the computer to look up [mgghosis] to see what that was.”
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Two primary sources of supplementary informatiaremhe internet and
interpersonal sources. There are numerous examptbs internet as a means to
gather health information for the purpose of supgeting knowledge: when
Lillian wanted to learn more about a supplementvgag taking, she explained,
“Then | Googled it”; Beverly related that she usled internet “to look up
something I've already been exposed to, kind ofwh&ant more information on
something...”; and Christy noted, “l was lookingsfifor a confirmation of what
she had said, expansion of the information becslhiséadn’t given me or |
hadn’t taken in thoroughly the info. Because | kafdvent away and said ‘what
about this’ you know, and, ‘why is this?” Intergenal sources were also very
important to participants who gathered health imfation in order to supplement
their knowledge. Camille and Thea exemplify gathgsupplemental knowledge
via interpersonal sources: “I really just talkedstome girlfriends or something
and you know, ‘This is what I'm feeling.” And theyould say, ‘Maybe you
should check about menopause because it soundglikee got the symptoms”
(Camille); and, “I sort of thought, you know whéin going to look at how other
people alleviate it then” (Thea).

4.2.3.5 For general interest

In addition to the specific purposes discussed fhy interview data
indicates that participants commonly gathered heaformation out of general
interest or as a part of everyday life informatsmanning. Pat and Christy’s
comments were representative of this theme: “Sa.yjeat - you know, it’s just a
matter of interest rather than anything else. Nettaining to me specifically, but
‘Oh, looks what'’s out there now’ (Pat); and Chyisioted that she would watch a
health oriented television show if it were abotteally obscure, interesting
disorder where you would never have known abo@ut.you know, that is really
more on the entertainment level, or the stretchr yaind level.” Paula indicated
that she would even actively investigate a healt&ted question out of general
interest:

You know, it's something that, that — you know,nsimy interest.
Right? Like okay, | don’t know much about that sdbjor it hasn’t
affected me or impacted me, but I've heard of kmdw someone that
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has, so yeah, | will ask questions or I'll comette library or again, Il

go online and do some research. You know, maytmayt not impact

me, but just because | don’t have it doesn’t méanhltshouldn’t be

knowledgeable about various studies or varioussirug
Women also gathered information that they encoedtes a part of everyday life
information scanning. Although Christy watched v&den health features only if
they were interesting, she did report that she, fitany participants, regularly
read health features which appeared in the newsplslip@y other participants
mentioned health information which was gathered eesult of everyday life
information scanning of a variety of sources. Biydor example, paid attention
to health information included in the religious gramming which she regularly
watched; Laura noted that although her small toemspaper had poor news
coverage, she regularly read an ‘Ask the Doctgtestolumn in the paper; and
Lisa collected health information from the free mziges which she routinely
picked up from her local health food store. Thessngles demonstrate that
participants were active information agents whdgegd health information from
a wide range of sources not only for specific pggs but also as a matter of
general interest.

4.2.3.6 In order to file it’ for potential later use

While researchers have identified strategies whichmen use for
managing and physically storing health informatdmelevance within a
household (Moen and Brennan 2005), data from thidyssuggest that women
also ‘file’ nonspecific health information for patigal use in the future. Dana
noted, “I read everything that | can on everything. | guess I file it. | file it in
my mind.” And Jill explained: “Whether it goes intloe recycle bin or whether it
goes into, ‘Hey, this is information for later aor’ ‘this is information | can use
right now.” And you learn to — go to the stuff ykiiow, and just constantly pull
things” (Jill). Naomi and Faye referred to heattformation residing in an almost
physical sense in their minds: “When | see infoforain the Journal or the paper,
| sort of scanned this and it sits somewhere” (Ngqoamd “...that's a pool of
information in my head, all of which is about hbadind health maintenance”

(Faye). Women also mentally ‘filed’ information whithey thought might be of
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relevance at a later time. Christy, for examplé,sahnd so | kind of looked at it
and said to myself, ‘Well, this is something I'flaabout the next time | go in.”
And Nicole demonstrated this mental filing of haatiformation when she
related that she had been “really interested” iaricle which was published
three years previously; now she had renewed irttaréise topic and was
planning to follow up on the information from traaticle when she visited a
specialist in a few weeks. Sonya, one the interggeWPs, provided support for
this notion that women filed health information fater use:

That's the other thing that's amazing with heaftformation and

women is they'll read something and | think thgyitiout and put it

somewhere. Or a phone number or something. Andrtifenths later

they'll say, ‘Oh, I read that article.” And theyfibllow up with it, |

guess when they have a bit more time . . . . Thallyrdo act upon

things. Or even if we do an interview in the Jouymau’ll get calls

even a year later saying, ‘I saw that in the paped | guess they just

sort of need it now, right, so — tucked to the sidthe event that they

needed that phone number or whatever it may be.

4.2.3.7 Exploring women’s information gathering

Consistent with literature on women’s informattoehaviour (Warner and
Procaccino 2004) interviews demonstrated that wogaginered health
information for a range of purposes. While inforioatgathering has been noted
as a means of improving self-efficacy prior to angers with HPs (Wathen
2006), each of the purposes which emerged froneulrent data contributed to
empowering women as primary stakeholders in their bealth and wellness.
Women'’s interest in gathering information to suppéat knowledge, out of
general interest, or to ‘file’ for future use adirge to improve women'’s control
over their own health and to facilitate informediden making. Macias, Lewis
and Shankar (2004) observed that women’s accesdite health information
has given women greater control over their owntheatd has contributed to a
changing balance in women'’s relationships with KN#acias, Lewis, and
Shankar 2004). Although women’s information gathgninay threaten traditional
authority structures within healthcare systemsysoen SDM within the health

literature (Légaré and Brouillette 2009; Salkovskisl Rees 2004) suggests that
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patient information gathering should be viewed assitive contribution to the
patient-HP relationship. Furthermore, participamrest in information
gathering and their appreciation for HPs who pthetn to secondary information
sources (for example, articles or websites) suggasbpportunity for HPs. By
making high quality, personally relevant healttormiation available to women,
HPs will facilitate individual responsibility fordalth and well-being (a central
notion within the context of the ‘wellness movemé@angelosi and Markham

1994)) as well as foster relationships between woarel HPs.

4.3 Women's perceptions of health, wellness, and mepause symptoms

Two primary themes related to self perception #wedmenopause
experience became apparent through data analysssoping with respect to
wellness in the presence of health challengestandymptoms experienced
during menopause. The first theme is demonstrate¢trbe sub-themes,
positioning self as ‘healthytoo young for menopausandexperiencing
‘normal.” These sub-themes provide insight into notionweliness and
menopause as a negative symbol. The second pritmame explores the
profound impact which symptoms have on women'’s geif€eptions and

experience of the menopause transition.

4.3.1 Wellness and menopause

4.3.1.1 Positioning self as ‘healthy’

In-depth analyses of women'’s interviews reveads participants tend to
position themselves as ‘healthy,” despite symptondiagnoses which
challenged well-being or health. This positionimgenonly occurred in close
proximity or as a prelude to discussion of healthlienges, thus serving as a
discursive disclaimer for notions of illness. Thias demonstrated in two ways
by interview participants and might be thought otfze ‘I'm healthy, but...” or

the ‘healthy except for this’ positions. The firgpresentation of this theme was

105



by women who positioned themselves as healthygereral sense; secondly, this
theme was demonstrated by women who positionedsdtlees as healthy prior to
menopause. Sylvia and Pat’'s comments were repedsenof the first
representation of this theme.

Sylvia Despite suffering from severe, disruptive hoslifies, long
standing and ongoing challenges with symptom managg and
tensions with doctors over the prescription of BYlvia stated early in
the interview: “We're healthy. My whole family ishlthy.” This
statement represented Sylvia’s view of herself lhsadthy person who
just happened to be having a difficult time in @mea of health —in a
sense she bracketed her menopause experiencerastthlenges with
symptom management and positioned herself as Hyealt

Pat Beginning with her first statements, Pat presherself as
healthy and as having a laid back approach hédiguess what my
first question would be is, what is a health con@eFypically when,
I’'m usually a very healthy person, but when sonreghsn’t quite right
or there’s, you know, something, I'll usually giitea few days to a
week to see if it's going to hang around.” It wad antil almost half
way through the interview that Pat briefly outlinetther details of her
medical history, which included two chronic disesasfich required
on-going and likely life-long pharmaceutical intention as well as
some behavioural alterations. Despite noting tlleseases, Pat
continued: “But normally? Regular health stuffohd get sick.”

A second variation of this theme is exemplifiedRyslyn and Thea, who
acknowledged their health challenges related toop@mse and positioned
themselves as healthy prior to menopause onset.

Roslyn Roslyn explicitly positioned herself as healthiopto
menopause in her first statement: “Prior to goimg the menopause
period in my life, I'd never been sick. Neither hag kids.” Later in
her narrative she noted, “[Menopause] was a confuisme for me.
And steadily my health was getting worse and wbiReslyn’s
previous statement, “I've never been sick,” suppdrhetorically by
the statement “neither had my kids,” discursivedgiioned her as
‘healthy except for this’ and functioned to suppduet hope that the
challenges and distress she had experienced witbpaese were
temporary.

Thea For Thea, menopause brought disruptive and seyengtoms.
Near the beginning of the interview and shortlgaftescribing her
significant challenges related to the menopausssitian, Thea noted,
“I've been pretty healthy other than the main issimemy life, like
pregnancies, asthma — always had asthma, you kriowhis case
Thea both bracketed her asthma (which she latesrast an ongoing
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issue which was managed by her doctor) and denabedta perception
of herself as generally healthy; and, like in Ro&\case, presented the
notion of health prior to the current menopausdliehges.

Compromised health is thus positioned as an ali@mrat temporary state.

4.3.1.2 Too young for menopause?

While the positioning self as ‘healthy’ draws atten to notions of
wellness as a subjective experience of health (E2K09) (discussion in
section 4.4.1.4), a contrasting discourse was evidethe interview data. This
discourse positioned menopause as a symbol of agidgwhile it was made
evident in women’s descriptions of themselves,aswlso made evident when
women described what others, particularly HPs, ahwlit them.

Perhaps not surprisingly, those women who postidhemselves as ‘too
young’ for experiencing menopause tended to beeth® began experiencing
symptoms in their 30s and early 40s. One exceptidhis was Faye, who had a
child in her mid-40s followed by the onset of meaoge symptoms. In this case
the notion of being young was influenced by thetesnof having young children
(at one point she described menopause as beirigeiearly years of her life, two
young kids. . .”). While some participants explicpositioned themselves as ‘too
young,’ other participants positioned themselvegasg by comparing
themselves to other women who were stereotypedes and overweight.
Camille, for example, explicitly positioned hersa#f ‘too young’ and explained
that HT was reasonable given her age: “It madeesthat yes, | should at my
young age, | should still have those hormones iri Adttle later in the
interview Camille alluded to the theme of youthdmynparing herself to her
mother: “I remember when my mom was 40, 45, andasdsn’t like | am now.
They say that 40s, the new 20s kind of thing orte¥ie.” Anita’s comments
were representative of this theme. She explainastie did not fit in with other
women she met at her child’s school “because | tiierent, | look younger, |
look fit. And they’re fat, older looking women, latiugh they’re my age.”

In addition to explicit statements and descripgiohself, participants

highlighted the notion of being ‘too young for m@aase’ by relating what others
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said about them. Some of this positioning came figamds and acquaintances:
“And people would say, ‘You're too young for thahhd I'd go, ‘Well actually
no, I'm not. And I'm pretty well done™ (Paula). keever, most of the situations
in which participants were positioned by other&@s young’ were described
within the context of encounters with HPs who did take women’s menopause
concerns seriously. The following quotations exefyphis finding: “With my
menopause symptoms | started showing signs youhgera lot of women do, so
my one family doctor, she moved, but | don’t thstle took me very seriously”
(Dale); and, “So there was a male doctor who | aad/he was like, ‘Oh, you are
young to be having menopause.’. . . And he brusheff’ (Hazel).

4.3.1.3 Experiencing ‘normal’

A theme which emerged prominently from data asialwas that women
seek to determine that, despite symptoms, theiopeuse experience is
‘normal.” A few respondents noted that not everyshared their experience of
symptoms. Anita, for example, noted incredulouslgree point: “And then
there’s this whole group of women that didn’t hayenptoms. They’re lucky
enough not to have symptoms of menopause. Theyt éden know and they
don’t pay attention to that.” However, data suggleat viewing the menopause
experience as ‘normal’ was an important lens fomen. Laura, who experienced
natural but premature menopause, commented sp@lifan the notion of being
normal:

| remember, a friend of mine when | was a lot ygem he says, ‘All you
want to know is that what you’re going through @mal.” You know, that
it's a normal stage of your life for where you ad@d so | think about that
because — and so for me as a person | kind of tthiak's all | want to
know. Is that everyone else is going through sinstaff. So if it's, you
know, it’s only if it's abnormal then you're kind enore worried.
Perimenopause and accompanying symptoms cantalieomen from
their own bodies and from their perceptions of gehysically normal. As
discussed in section 4.4.1.1, participants poticthemselves as ‘healthy’ and
therefore ‘normal’ even when they were experienciatgworthy health

challenges. Plunged into experiences which mayne&pected, unknown and
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seemingly uncontrollable, encounters with inforrator interpersonal
experiences which realign personal experience wihmal’ experience can
provide significant comfort — even before any steggstaken to alleviate
symptoms. Hazel, for example, was comforted toadisecthat her overwhelming
fatigue might be explained by low iron levels: “Itininking that makes you tired
all the time, so it is normal. Because it's notlike at all.” And despite
significant challenges with menopause managementa&ommented, “[It's a]
normal thing in your life. | mean, you will have ¢go through it and there are a lot
of things that can help you.”

Many women experienced a kind of relief when thisgavered that some
variation of their own experience was shared witteowomen in the menopause
transition. Women reported deliberately lookingifdformation in order to
determine or confirm that they were ‘normal.’” LauPat, and Hazel provide
examples of this deliberate exploration of inforimatsources. Laura reported, I
guess | look up on the internet to see if, ‘Oh yedhyeah it seems like that's
normal for most people my age to going through ghing like this.” Pat also
described using the internet for this purpose: “And’d look for that to find out
what normal is, or try to define what normal isdrlSome women it was a
‘diagnosis’ which led to a search for normalizimgprmation. Hazel related:
“They [the “doctors”] said it's probably perimenaysal. So | thought, okay,
that’s the word. And then | got a book. . . . Sbdught ‘Okay, so that’s what it is.
It's normal. | just have to deal with it.””

In addition to purposive information seeking, papants’ interactions
with other women served to normalize the menop#&assition. Dale, for
example, lived in a small centre where she didesitsupported by the
knowledge of HPs. Consequently she talked to otloenen about her
menopausal symptoms and asked, “Does this seemalfrMonica noted that
she works with a number of women in her age growptheir informal
conversation about symptoms “normalizes the siadtiAnd Joyce attended a
seminar related to menopause and spoke of a préfoamection she

experienced: “The biggest thing was to not feel yloar were not normal because
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the experience you were having was different fromeone else’s. . . you're all
women and you're all dealing with menopause.”

Finally, participants reported that encounters \pitpular media sources
also served to normalize personal experience: “Wisanwv a woman [on Oprah]
that was — has been treated, but it was like artesly from her before the
treatment and after. And you know, | feel so muké her, | have been through
that. And I think that tons of people are goingtigh the same thing, so it makes
you feel better. You're not alone. You’re not craginita). Encounters via the
media also provided Thea with reassurance. Howsherwas reassured not by
her experience of menopause being ‘normal,” buhbynotion that her
experience of uncertainty was ‘normal.’” “I justtfellittle bit better in knowing
that the women that were on that show went thrabglsame thing | did where
they weren’t getting information and they had aglovait to get any, and what is
the information that you should be reading, whatus, what is false, what is —
what is it?”

Ginman et al. suggest that empowerment in healttensds symbolic of a
healthier life (2003). In the case of participaittappears that confirmation of the
‘normalness’ of their experiences served not oalgffirm the reality of their
experiences; it was also empowering as it repredeafirst step towards problem
resolution and was thus indeed symbolic of a p@tyhealthier future.

4.3.1.4Considering notions of wellness and aging

The three previous themes which were brought foiveg qualitative
interviews draw attention to the tension women expeed between notions of
menopause as a natural life transition (NLT) andaopause as a negative
representation of ageing. Self perceptions of b#ieglthy’ and ‘normal’ support
notions of menopause as a natural transition agalti' as a broad construct.
This construct is best described by ‘wellnessrétere as it extends beyond
disease and to social, emotional, mental, spirandl physical well-being (Kiefer
2008). On the other hand, the ‘too young for mengpatheme reinforces a
biomedical discourse in which menopause is vievged deficiency disease

(Harris 2008) and a “forever young” discourse inaihmenopause is “seen as a
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negative symbol of the ongoing aging process” (Huas$ Gannik 2008b, 179). It
is interesting that some participants noted thigdaliscourse as occurring within
the context of visits with physicians. While perbggerceiving ‘too young’ as a
compliment to middle aged women, these physiciagreweinforcing culturally
embedded notions of menopause as a negative ratatse of aging.

Although interviews focused on women’s experieraethey responded
to evolving information about menopause, some efpifrticipants spoke to their
experience navigating these conflicting discourses.

Now my biggest quasi, and the quasi is in capététs, is wrinkles. And
just the whole thing about — there are just sonys dad | look at my face
and | feel like I look really old and | don’t likehat | see in the mirror.
And there are other days when that’s not an is&od.I'm still having to
come to terms with that. | am not an advocate o tdts or Botox — I,
just, the whole idea of it is abhorrent. But I'ns@lincreasingly aware, in a
sense, the subtle and not so subtle cultural pressuook younger, or to
be younger.” (Nicole)
Other women (for example, Paula, Naomi, and Lissevaware of the negative
association between menopause and aging and @éhesought to normalize
the experiences of women by talking openly in teeiryday lives about
menopause symptoms and their own experience of.them
A phenomenological lens suggests that participaotsceptions of health
during menopause were facilitated by bracketintgcontainment of experience”
(Mackey 2009, 109). By focusing on a broader conoégrhat might be
constructed as ‘normal,” women were able to presantions of health, despite
disease diagnoses and other physical challengesdBm a phenomenological
study of perimenopausal women, Mackey (2007) nibtats“the embodiment of
menopause meant that although changes and sympfonenopause were

experienced, they were only one experience amomy'nga3).
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4.3.2 The symptom experience

The notion of a universal ‘symptom experience i@mmen in the
menopause transition is contested by researchatmdicthat individual and
cultural factors influence how women perceive, exgree and manage
menopause symptoms (Hall et al. 2007; Hunter amdl&E2007). Clinicians in
North America, however, suggest that there arenatetlation of symptoms that
are generally attributed to menopausal estrogelmegdlartin and Manson
2008). It is worthwhile noting, that from a cultupeerspective, the sample of
interviewed women was relatively homogeneous (setan 4.1.1). For the
purposes of this study, symptoms were accepteessided and attributed by
participants. This is consistent with a social ¢argionist approach in which
understanding is constructed from personal expegieencountered information,
existing knowledge structures, and socioculturairenments (Talja, Tuominen,
and Savolainen 2005). Furthermore, feminist re$esuggests that there is a gap
with respect to research which reflects “women’siaiews and experience with
menopausal symptoms” (Im 2007).

During the narrative portion of the interview, fi@pants were asked to
relate the story of their menopause experience.qulestion was framed with
slight variations as some women brought their maoep experiences into the
interview at earlier points in the conversationeTomponents of the question as
outlined in the semi-structured interview guidddal: participants were asked to
share the story of their experience during menapaosshare how they learned
what they felt they needed to know in order to nganihis life stage, and how
this learning influenced their decision making. Tintent was to make the
guestion open ended, thus allowing women to angvaercording to their own
terms of reference. The interview with Nicole pias an example of how the
guestion was expressed during an actual interviemv:wondering if you could
share with me your story of what you experiencesh@mopause. How you
learned the things you learned. How you integrétatito make decisions about

how you managed this life transition.”
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Despite the shaping of the interview question @htiocused non-
specifically on the menopause experience and them dttention to the influence
of information seeking and sources), almost athefinterviewed women
prominently situated discussion of menopause symgtoithin their narratives.
The two exceptions were Vicky, who had not yet eigmeed the menopause
transition, and Pat, who did not spontaneously mergymptoms and, when
guestioned, did not report any. For each of thergpiarticipants, however,
symptoms were inextricably linked to their accowftsnenopause. Twenty of the
remaining 26 participants linked their menopaugeatize to their symptom
experience within the first few sentences of the@nopause ‘story.’ In Lisa’s
first sentence, for example, she said, “The flgtd, and again, | didn’t associate
it at the time, | started having troubles with mgmstrual cycles, like very very
painful.” Other examples include the following: &g, who noted within her first
few sentences that hot flashes interfered withwek; Camille, who in her first
recorded comments mentioned hot flashes, irreguaods, mood alteration, and
sleep disturbance; and Lillian, who in the secaemtence of her menopause
narrative related, “My period just became wackyverof the remaining six
participants began their menopause narratives d¢usfog on other topics. Two
began by discussing information seeking, two bdgatalking about their
mother’'s menopause experience, and one began mahaunt of exploring
herbal menopause remedies. In all of these casegMer, participants brought in
aspects of their symptom experiences immediatédy #iese initial topics. For
the remaining participant, the menopause narrata®told within the context of
a complicated personal and family medical histoakimg it difficult to clearly
identify symptoms which were attributed to menogaaisd symptoms which
were attributed to other health challenges.

A range of common and less common menopause symsgiave been
identified in the research literature and are deedrin consumer health resources
(cf. Martin and Manson 2008; NAMS 2006; Gold et aldo@0D Symptoms which
were attributed to menopause by study participactade the following: hot

flashes, mood disturbances, sleep disturbance @wi¥ithout night sweats),
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changes in menstrual patterns and flow (e.g. iteggrycles, heavy flow), sexual
challenges (decreased libido, vaginal dryness), angproblems, itchy skin,
weight gain, and onset of allergies. Because ir#ers emphasized the
perspectives and experiences of participants atereln their own words and
according to their own terms of reference (Bateé420it is not possible (nor was
it the intent of this study) to document exact nenstof women experiencing
given symptoms. It can be noted that, as documentether sources (Gold et al.
2006), hot flashes were the most common symptontifcerl by participants.
Mood disturbances, night sweats, and menstrualggdsawere also common in
this group of women; three woman linked weight gaith this life stage, two
women mentioned itchy skin, and one woman idemtiffeenopause as the reason
for onset of severe allergies.

Two themes related to symptoms were evident irstbees women told
about their menopause experiences. First, sympaoenexperienced within an
individual context and can be best understood Bwygipriority to women’s
stories and perspectives. And secondly, in themapause ‘stories, women
linked the experience of symptoms closely with gggtion of information need
and information seeking.

4.3.2.1 Symptoms, context and women’s stories

While many studies use check lists or Likert ss@eorder to quantify the
symptom experience, women'’s narratives make anitapocontribution to
deeper understanding of the symptom experience Wwvomen'’s perspectives.
Stories provide insight into (1) the influence aimen’s personal context on the
experience of symptoms, (2) challenges inheredéefiming menopause
symptoms, and (3) women'’s construction of the sympéxperience based on
common interpretive repertoires.

Women'’s personal contexts played an importantiroleow they
portrayed their symptom experiences. Cherri, f@aagle, had found herself
raising grandchildren and her narrative focuseti@mphysical needs with respect
to practical tasks. She related few specific detaith respect to symptoms and

spoke of these symptoms within the context of Beponsibilities. She explained:
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“I found that some of the symptoms of menopausewecoming really quite
uncomfortable. And if my youngest child was 15 @rat the time, and | didn’t
have more responsibility for younger children, ulkbhave coped with that.”
Because of symptoms that she identified as beiegtated by estrogen
deficiency, Cherri chose to deal with her symptdapsaking HT. While
women’s symptom experience cannot be comparednmstef the severity, it
does appear that women'’s context can influencethewview symptoms.
Sylvia, for example, highlighted her work contegtaitical to her inability to
tolerate hot flashes: “I can’t do [my work] in 3@gtee weather when I've got hot
flashes.” Sylvia chose to commence HT; howevethatime of the interview,
Sylvia’s context had changed. She was workingdiffarent setting, she was
experimenting with exercise as a means of contigNiasomotor symptoms, and
she was quite keen to stop HT. With the passagiemef(she had been in the
menopause transition for 10 years) and her moxéfeework schedule Sylvia
was beginning to consider alternative approachéeteymptoms. Thea also
related how her symptom experience was influengdae work context: “I
couldn’t even do my work. I'd be doing a presemtaiin front of a bunch of men
and my whole suit would just soak.”

Hazel and Dana provide one further example oftfleence of personal
context on symptom portrayal. Both of these womgredenced changes in
menstrual patterns with heavy and ongoing flow.dliams distressed by these
changes, viewed them as pathological, and wasedg#ngaged in seeking
information and pursuing medical intervention iderto ameliorate the situation.
Dana, in the other hand, did not like physicianghink that most of them are
stupid”) and despite that fact that her bleeding atributed by HPs to a
potentially life threatening diagnosis, she viewtess a natural symptom of
menopause which did not require medical intervent®he focused her
information seeking on resources which she coufidagg independently (for
instances books at the library and the interned)@anguidance from intrapersonal
sources — specifically, Dana explained that wheyosimg information sources or

making decisions, “my gut tells me.” While a quéative survey may reveal two
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women with menstrual changes, these two particgpdeionstrate the value of
research which reflects women’s own views and agpees. By exploring
personal narratives, one gains insight into theeodnalized symptom
experiences and its influence on women'’s infornmatieeds, seeking and use.

Women'’s narratives also highlighted challengesciviivomen
experienced identifying menopause symptoms. Fampie while Gwen
attributed perceived memory loss to her medicabhyS“I've had a lot of
surgeries in the last couple of years and lotsekthetics so my memory isn’t
quite a sharp as it used to be”), Laura jokingfemed to her “menopausal brain,”
thus attributing memory loss to the menopause itiansin contrast, Anita noted
memory problems but did not specifically attribthes symptom: “I can’t
remember right now, you know, memory loss.” Whergamen tended to
mention vasomotor symptoms whether they had themopmany women did
not make any comments about their memory. This naag been because
memory was not a perceived problem for other pagits; conversely, this may
have been because participants did not view theissggnptom of menopause. In
fact, despite its inclusion in lists of menopaug@gtoms, memory decline is a
contested symptom of this life transition (Im 200&hile women may perceive
and self-report an increase in forgetfulness dumegopause (Mitchell and
Woods 2001), a longitudinal study found that dexiimworking memory and
perceptual speed is not associated with this téges(Meyer et al. 2003).

Some women specifically identified the difficulty ascribing a given
symptom to menopause: “I had trouble sleeping fwhde but it was hard to tell.
Was that the grief [two family members had passealyd? Was it the menopause
issues?” (Naomi); “And | had night sweats but, ¥oow, never thought it would
have been menopause” (Jill); and Dale, who repatedtory of premenstrual
syndrome (PMS) and entered the menopause transihide in her 30s, said, “I
thought it must just be having the baby and hormamere all messed up.” While
Jill and Dale eventually determined that their syongs were related to
menopause, Naomi was not able to definitively idgmihe cause for her sleep

disturbance.
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A number of qualitative studies have been pubtisdentifying
discourses which mediate women'’s accounts of theopeuse transitioref,
Hyde et al. 2010b; Winterich and Umberson 1999;d4Hmad Gannik 2008b).
These studies support the notion that women dravaoying interpretive
repertoires to construct their experiences of teaopause transition. Exploration
of interview data demonstrates that participanthig study constructed their
experience of symptoms by drawing primarily on memmonly available
interpretive repertoires: the biomedical and thefNLChe biomedical discourse is
widely available and was demonstrated by partidgpéor example, Cherri,
Camille and Thea) who discussed symptoms withirctmext of deficiency or
changing hormone levels and looked to medical mamagt as a means of
managing symptoms. The NLT discourse is also widgsjlable and brings
focus to menopause as a natural stage of life. disurse draws on other
interpretive repertoires noted in the literatur@tigularly the “health-promoting
discourse” (Hvas and Gannik 2008a, 165). The Nlpermire was also evident
in participants’ interviews (for example, Jill, Bisand Dana). Paula’s comments
exemplify this discourse: “Hot flashes still happ&hey’re anatural thing. . . . .
| mean, yes, I've been embarrassed because I'vedveeating. At the same time,
I’m not going to run away and hide in a dark hate gake hormone pills.”

Analysis of interview data does, however, demonstitzat these
discourses do not represent stable positions fonemo Participants moved
between discourses at different stages in thezsland depending on their
experiences. Anita, for example, adopted a biona¢dwterpretive repertoire
when she began to suffer from severe menopauseteymap“You have to think
about it and make a decision because right nowayewsuffering all the
consequences of this imbalance, right?” Later énitierview when she spoke of
difficulty talking to other women about menopaubke adopted a NLT discursive
stance and observed, “[It's a] normal thing in ybig. | mean, you will have to
go through it.” Jane’s narrative exemplified thaization of contrasting
discourses within the interview context. This pap@nt explained that following

a hysterectomy in her early 40s she had been eglyssoncerned about
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osteoporosis and estrogen deficiency. She repditpat was concerned about
the fact that when my estrogen ran out, | wantedetp it going. . . . | had
insisted on [HT]. It wasn’t a matter of being cameed by my doctor.” Despite
this biomedical approach to symptoms, Jane al$i@edia NLT interpretive
repertoire later in the interview when she begatattoabout her uncertainties
with respect to HT and variation in estrogen lewwlsr the life span. “How do |
know when to cut back? Cause you don’t know howglloamans are — sort of
have estrogen for awhile and then they stop.”

The use of multiple discourses and the fluid ways/hich women draw
on different interpretive repertoires has beenaateother qualitative studies
(Hvas and Gannik 2008b; Stephens, Budge, and G&6@?). While the use of
shifting repertoires may be a feature of this papah, it is also possible that it is
related to the evolving nature of health informatio this area and the challenges
women face as they navigate uncertain informatmuasymptoms and
menopause treatment. In fact, the reported IB afyntd the participants suggests
that they drew on both biomedical and NLT discosiisetheir search for
information: they sought information about symptdnasn health food stores or
alternative practitioners at the same time as fpbwysicians or the menopause
clinic (for example, Lillian, Irene, and Sue).

4.3.2.2 Symptoms as a motivation for information sking

Although menopause is uneventful for many womieis, ltfe transition
presents significant challenges to those women sttugigle to manage disruptive
symptoms. Recruitment notices for the study statedxplicit interest in “women
as they hear about, read about, and try to malsesgfrchanging health
information about menopause” and noted that sowtegerest included the
media, internet, interpersonal sources and HPaddiition, recruitment occurred
in the community and at a menopause clinic, thteraite providing access to
women who deliberated sought medical interventmmienopause symptoms.
Although one cannot conclude that women in thisgarauffered from
symptoms disproportionately to the general popoiatine vast majority of

women discussed symptoms as an integral part ofrtftenopause narrative,
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perhaps suggesting an association between sympgiadnghose women who
identify themselves in some way as information seeKn fact, analysis of
interview data suggests that women'’s notions ofthead wellness were
challenged by the symptoms they experienced andftive participants linked
the experience of symptoms closely with recognitbmformation need and
subsequent information seeking. Thea, for exangxglicitly linked her
symptoms to her need to find information which veballow her to deal with
symptoms: “I feel that | was driven in trying to\g®those symptoms, for sure.
[My symptoms] were really taking over my whole gmjeent factor in life.”

While women in this sample looked to a wide raofmformation
resources, there was a strong inclination for wotoensit their doctors at some
point when seeking information specifically aboyngtoms. This thematic link
between symptoms, information need and informagieeking, including via
formal sources, can be illustrated by examiningstioeies of menopause related
by Laura and Jill.

Laura: When Laura began experiencing symptoms she wenhealth
food store seeking information and remedies. Theiseedies, however,
did not have the desired impact and Laura rel&tegasn’t getting a
period, right? So then you're sporadic, and themrgonot sleeping.
And you're having hot flashes and night sweats #fsdbrutal. It's
brutal. So then when | wasn’t sleeping. You're furictional the next
day . ... So that's why | ended up going to tbetdr.”

Jill: This participant demonstrated a strong inclinatmvards using
the internet and interpersonal information sourgken seeking
information. She indicated that the internet wasiaary resource for
exploring symptoms which she or her family mighteg@eriencing,
and that HPs were only accessed as a last resben\8he began
experiencing menopause symptoms, however, sheedahat she had
some information gaps and, uncharacteristicallyytvi@ the doctor. In
fact, Jill (for whom English is a second languagkescribed how
unusual it was for her to seek information fromR: FWhen all of a
sudden you go to the doctor the first time, becagse you know. . .
‘OK, you have to have a check up,” and | never htléhk a full check
up until I was 40. Then | thought, ‘I better.”” Albugh HT was not an
option Jill considered and she demonstrated andisation towards
any medical intervention, she drew attention toitifi@rmation seeking
aspect by noting that her visit to the doctor wast‘to find out.”

Following consultation with physicians, Laura ailtlehch continued to seek
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information about menopause. Consistent with hef Miterpretive repertoire,
Jill looked to diet and exercise to manage her $¢gmp; Laura commenced
HT, a decision which she viewed as provisional lgtedy to be moderated in
time and with additional information. This lattgspaoach to HT as a
provisional decision is consistent with a receptplished study which
indicates that women viewed HT as both a meantefoporary relief from
symptoms and the beginning of an ongoing discussi@mut menopause
management (Hyde et al. 2010a).

Interviews with HPs confirmed the association befmvseymptoms,
information need and information seeking. Amy ofeedr “For the most part
[women seen at the clinic have] been strugglindgpwheir symptoms for a while,
so they've often looked for information.” And Manloted that women come to
him specifically for information related to symptemelief: “I think they’re
basically looking for information. Yeah, they rerulting me as far as what'’s
best for them. And they want, like | told you befoto be functional . . . so they
don’t have night sweats and sleep disturbance ktiteahings that — if you can
give them something that helps with that.”

These findings are supported by the literature tvindicates that
women actively seek information when confrontedibgisions related to
menopause management (Wathen 2006b). Furthernithr@igh women look
to a wide range of sources for information abouhopausedf. Castelo-
Branco et al. 2006; Ekstrom 2005; Theroux 2005yspiians are viewed by
women as the most reliable source of informatiomienopause symptoms
(Ma, Drieling and Stafford 2006) and concern alsymptoms is the most
common factor prompting women to discuss the mauasg@ transition with

their physicians (Singh et al. 2005).

4.4 Uncertainty and menopause

Changing health information was noted as a topinterest in both the

recruitment notices and in the interviews (highleghby the elicitation portion of

120



the interviews); therefore, it is not surprisingttincertainty was a prominent
feature in the accounts given by women. Notwithditagn this declared research
focus, uncertainty and controversy has been apudllicized part of the history
of menopause management in recent years (seers2ctip and one which the
literature suggests was undoubtedly familiar talgfparticipants from both
samples (Breslau et al. 2003; Buist et al. 2004shieStefanick, and
Stafford2004). Uncertainty as it related to thédwing two themes figured
prominently in women'’s stories about their menogagigeriences: uncertainty
about the life stage itself, and uncertainty aboahopause management,
particularly HT.

4.4.1 Uncertainty about menopause as a life stage

Women frequently noted fundamental uncertainty lammvledge gaps
with respect to menopause as a life stage. Theseiped knowledge gaps
inevitably contributed to the link between thiglifansition and uncertainty. In
particular, two themes related to this uncerta@merged from data analysis:
deficit of advance or preparatory knowledge aboemopause, and ambiguity
about the onset and duration of this transitions Timcertainty was exacerbated
by a perceived lack of information from formal infleation sources and the
notion that concerns about menopause and acconmgasymptoms were not
being taken seriously by physicians.

4.4.1.1 Lack of preparatory information about menouse

Analysis of data revealed that women perceivedtevmarthy lack of
preparation for the menopause transition. Syhaagkample commented, “We
know very little about it. Like | didn’t even knowhen they considered you in
your menopause.” This sentiment was echoed by rparticipants: “Menopause
to me was, you know, you're going to be lucky abai48 or 50 or somewhere in
that area, you're not going to be living with tiyi# [menstruation] anymore and
you won't have to worry about it anymore and yob#l done” (Thea); and, “That

was something that | didn’t know. | had never tdlke anybody about
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menopause and to me it was something that onlydreggpwhen you're 55 and
up. I had no idea about anything” (Anita). Camdttrasted the lack of
preparation for menopause with the preparation gawomen receive for
adolescent development: “But adolescence you'rpgresl for. You know, when
you hit like 13, 14, 12, whatever, you're goinga® going through this.”

While the challenges inherent in providing inforiaatprior to the onset
of this life transition were acknowledged by sonaetigipants (Roslyn, for
example, noted that the wide age range of onseé melivery of preparatory
information difficult), many participants suggestédt information about
menopause should be a routine part of health canedmen. Sylvia explicitly
suggested a life stage approach to preparing wdanehis transition:

What | would like to see is maybe women in theiemives have got a
pamphlet about what to expect in their twentieswiey go for their
regular Pap smear. In their thirties, what to ekpegour thirties? In your
forties, what to expect in your forties? And soméhe problems and how
to deal with some of those problems. It could beywemply done as far as
I’'m concerned, if they have the knowledge to dd\ihat to expect with
menopause. Here are some of the things that -ahherome of the ideas
that we've got. But nothing has been constructivge that way. If you
go into a doctor’s office, there’s all kinds of tabout smoking. There’s
all kinds of stuff about all our hazardous stuff bothing about our
ordinary physiological day to day dealings.

And Sue expressed a similar notion: “I wish thatdrmation] was givemo us
when you reach a certain age or you see your doctewmething is said at that
point, ‘Go here; get information.’ | wish that wasat it was. Or it could be.”

One of the interviewed HPs commented specifiaalyreparing women
for the menopause transition.

So that would be primarily what they would ask rheut is treatment
for symptoms. Some women will ask me ahead of tiiiee some
women that are quite young will say, ‘Well, | thifikn
perimenopausal’ when — and then they're sort otiatato get
information — wanting to know like what does ittty mean. So then
we kind of go through what defines menopause. Aagather kinds
of issues — women will ask for symptom managemnm(€iare)

Like other HPs, Clare highlighted that women vigikéPs primarily when they

were experiencing problematic symptoms. She imghedi requests for
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preparatory information were uncommon. While inienwed women
suggested that HPs should provide advance infoomatbout menopause, HPs
appeared to be responding to the concerns whicbngsbrought to them, thus
demonstrating an orientation towards illness amdtgm management as
opposed to health promotion. Although the literatindicates that symptoms
or distressing changes in physical function aratlbet common factors
leading women to discuss menopause with HPs (Hiydke 2010a; Singh et al.
2005), results from this current study reinforcevpous findings (Huston,
Jackowski, and Kirking 2009) and suggest that HBsraportant sources of
information for women in this life transition arttierefore, should take steps
to initiate these discussions with their patients.

4.4.1.2 Uncertainty about the course of menopause

Perhaps aggravated by the perceived lack of prepgriaformation,
uncertainty about the onset of menopause and tivagopause period was a
prominent feature of women’s stories. Uncertairfigwd menopause onset was
particularly prominent among those who were youngaen this life stage began:

Menopause crawled upon me and | was not awaret tivas
menopause until a few years after. Because | thiotigh waytoo
young.’ (Jill)

It didn’t even cross my mind that this would be paping to me at that
kind of an age. That | just actually, | probablgkanore pregnancy
tests at that time in my life than | ever did, #img that | might be
pregnant. (Camille)

| first started noticing changes that didn’'t makg aense to me
because | was healthy. (Anita)

In each of these cases, women rationalized thermtminty by positioning
themselves as outside stereotyped notions of mesepthat is, positioning
themselves as too young and healthy. Women’s uaingrtcontinued through
perimenopause. Gwen noted, “You know, even withpirgods and stuff. It's not
regular. Sometimes it goes away and | think, ‘Obdyd’'m finished.” And then,
guess what? It comes back again with a vengearme, dbmetimes it comes
earlier, sometimes it comes later, sometimes isdbeome for a couple of

months — | just don’t know what to expect.”
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4.4.1.3. Lack of information about menopause from Rs

Analyses of data suggest that uncertainty duriegrilenopause transition
was exacerbated by a perceived lack of informadlmout menopause from HPs
and the notion that concerns were not being tagaously by physicians. Sylvia,
for example, pointed out “You know, like informatidor women is just really not
— we don’t really know what our bodies are doingdA think that the medical
field doesn't yet know.” Dale summarized an enceumtith a HP by saying that
the information provided was “sort of wishy-wasmdano direct answers.” And
Faye related:

But | went in and they had one physician there, ghrereally didn’t have
many more insights other than, well, you can thke antidepressant or
you can take HRT. That's about all she said andt { well, | know that
stuff. What about doing better? And aren’t therg anore options and
what about this and can you answer this questidrhaw about this
research and does this conflict or is this confiigmiand she just didn’t
know nearly as much as | thought. | just reallyndigiet anything out of
that.

Many of the women described situations where t@ncerns about menopause
were dismissed as unimportant or they felt that tencerns were not being
addressed at all. Nicole commented that she ncelangsted physicians and
explained, “l guess my main concern is, how canalaways continue to say that
all of us, as women, are depressed? Just depréssedhat’s as far as it goes.”
And Camille said, “I didn’t find a lot of sympathldidn’t find a lot of — not
sympathy butinderstandingind of thing. ‘This is what you go through, kiod
deal with it.”” A number of women described incidemvhere their regular
doctors dismissed their concerns as inconsequettiiigl message was, ‘Suck it
up,’ you know? ‘If you are in menopause, this haygp® everybody. | know lots
of women’ — you know, that sort of thing. ‘I hawed of patients and they just get
used to this. It's over in a couple years and tleejist fine™ (Muriel); and, “My
doctor just sort of really did say ‘suck it up, ykoow, back in the old days,
[Thea], women went through this. And | mean, itt# a big deal and it will soon
pass and whatever’” (Thea). The desire to biomdlgtizgitimize the physical

experience of menopause was confirmed by Hyde €@10b) who found that a
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subset of their participants were distressed byttoertainty which was provoked
by HPs’ lack of recognition of women’s menopaustust.

4.4.1.4 Women'’s responses to uncertainty

Despite this lack of information from HPs, papp@nts were active
information seekers in response to uncertainty aby@nopause as a life stage.
(This was not entirely surprising since women wheyennterested in information
about menopause were recruited as study partiagpaittive information
seeking in response to uncertainty about menopauok&led going to visit a
physician, reading books and articles, searchiagrtternet, and talking to
friends, families and co-workers. Twenty-four bé&t28 participants responded to
their uncertainty about the menopause onset byalgtseeking information.
Nine reported going to their physicians as a fiesponse to experiencing
menopause. Cherri, for example, stated: “I recaghthat | needed to do
something about the menopausal symptoms, and satltev a gynecologist and |
told him, ‘This is what's happening. What do yoggest?” Three of these nine
participants who consulted physicians as a firghboase to menopause
uncertainty had hysterectomies, which may haveegalayrole in their information
seeking. Fifteen participants addressed uncertaindyit menopause as a life
transition by pursuing information independentlydoe consulting HPs. Sue
commented, “l knew that | was going into like meaoge, but | didn’t have a lot
of resources at the time. And then | ended upemlamber going to a health food
store and thinking I should look at some Black G¥hand things like that. . . . So
then | really started reading up on it a lot.” Imf@tion seeking for 23 of the 24
information seekers did, at some point, involvénggician; the remaining woman
relied on independent information seeking and clbatson with alternative health
practitioners. Of those four women who did not\ai seek information, two
relied on information as it was provided by HPg] &mo did not seek
information. Monica encountered information fronteippersonal sources, but
described her menopause experience by sayingst'sprt of let it flow”; and Pat
did not specifically seek information about menggeand described going

through perimenopause when she was between ddeoasise of a geographical
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move.

Although the majority of participants did at sonmeemn actively seek
information from physicians, it is important to adhat their uncertainty was not
necessarily mitigated by the consultation. Hazel gikample, was left with
distressing uncertainty after visiting her doct@ihgy just give you brief
information and tell you to see the specialist. &wen the specialists don’t seem
to have the time”), and Muriel noted that the dotteally didn’t have a
definitive answer one way or the other.” Thea’sartainty was similarly
unresolved by her visit to her long-term family thoc“l went straight to my
doctor, which I've had for 12 years, thought he lddae the best one to help me
out because he knows me and he knows about my asthdheverything else. So
I’'m thinking, you know, what's going on with me leérl really didn’t get any
answers from him.” In all of these cases, womertinaed seeking information to
legitimize their bodily experiences, despite theklaf affirmation from HPs.

4.4.1.5 Exploring uncertainty about menopause aslde stage

Although uncertainty is widely thought to be atrahpart of the illness
experience (Babrow, Kasch, and Ford 1998; Nevi@3), the uncertainty which
participants experienced with respect to the mensgpas a life transition blends
uncertainty about illness with uncertainty relatedormal’ human development.
Although the majority of women responded to ungetyaabout menopause as a
life stage by actively engaging in information segk narratives of the
menopause experience suggest that, for almost thiégarticipants, this
information seeking occurred following some phykegerience which drew
attention to the menopause transition. For somcpzants information seeking
followed the experience of a medical event or pdoce (for example following a
hysterectomy), whereas for others, information sgg&ccurred following the
experience of menopause symptoms (for exampldldsdtes, sleeplessness, or
mood disruption). A number of women directly reéefto learning about this life
phase vicariously by observing their mothers, legymhich would have
occurred in part prior to the onset of menopause eikample, Cherri reported, I

think it probably started when | was a kid becatg@ear my mom talking with
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her friends about menopause.” Only one participditky, reported seeking
menopause information prior to personal experievitie the transition. Interview
data indicate that even among this group of adtifegmation seekers,
menopause was not a topic that stimulated preparatiormation gathering.
Although the lack of active preparatory informatseeking was not addressed
explicitly in the interviews, it is possible th&ii played a role in the uncertainty
women experienced following the onset of this $ifage. It is, therefore,
worthwhile to consider why these active informatsaekers did not seek advance
information about this inevitable stage of life.

While each woman'’s narrative represented unigfiecteons on personal
experience, menopause has been identified as g4yicho-socio-cultural
process” (Hunter and Rendall 2007, 261) which isstmcted within a given
culture. Current cultural construction of menopaiasiorth America includes a
biomedical discourse in which menopause is constduas a “disease and
endocrinopathy” (Harris 2008, 968), as disruptind debilitating (Hall et al.
2007), and as “a threat to the ideals of youthtamthess that women are required
to maintain” (McKinley and Lyon 2008, 376). Inteew data suggest that women
are influenced by this cultural construction; hergaticipants positioned
themselves as ‘healthy’ or too young for onsehd life transition (see section
4.3.1). Since attractiveness for middle-aged addrovomen is primarily
associated with not looking ‘old’ (McKinley and Ly@®008), it is perhaps this
construction of menopause which prevents women gngaging in preparatory
information seeking. Findings do, however, cleatiggest that, in retrospect,
women would value generic advance information aliustlife stage, perhaps
within the context of regular medical checkupss iimportant to keep in mind
that people are consciously or unconsciously imibeel by the culture they live in
and by the way other people talk and think (Hvas @annik 2008b). Byot
introducing information about this transition tomen prior to menopause onset,
HPs inadvertently strengthen stereotypes aboutithistage and reinforce

cultural barriers to preparatory information segkin
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Uncertainty is also engendered by menopause-tetetsmenclature (see
section 3.4), by the inherent subjectivity in ipteting or applying scientific
information (Brashers 2001) and the uncertaintyclwhs intrinsic to the
application of population derived evidence to indials (Griffiths, Green,
Bendalow 2006). This suggests that, to some degreertainty about the
menopause transition is inevitable. For exampl&jef exploration of three
websites which were noted to be reputable by idered HPs demonstrates that
uncertainty with respect to menopause onset mapaotsolved by viewing
these reputable consumer health information sources

1. The Society of Obstetricians and GynaecologisBarfada (SOCG) links
information seekers to menopauseandu.ca. On ttisitee explanation of
menopause onset is provided: “Women can start expeng the physical
and emotional changes that come with menopausereaut for most of
us, itis in our late 40s or early 50s when our thiyrcycle begins to
change” (SOGC n.d.)

2. NAMS defines menopause, identifies the averageaadel, and provides
information about menopause onset: “Physical sggmsenopause begin
many years before the final menstrual period. Tiefiopause transition
phase is called perimenopause (literally meanimgutad menopause”). It
can last 6 years or more, and by definition, engedt after the final
menstrual period” (NAMS 2006, 3).

3. The Mayo Clinic website describes onset as wellpién start
menopause at different ages. In your 40s, or esezady as your 30s, you
may start noticing the signs” (Mayo Clinic 2010)

This information demonstrates not only that the rgege for menopause is broad
(potentially spanning three decades), but thairtfeemation itself varies.
Whereas menopauseandu.ca informs women that gnsetre likely in the late
40s and early 50s, NAMS suggests that onset otmasy years” before age 51.
In light of the medical literature which documeatsange of ‘average ages’ for
natural menopause in North Americd Al-Azzawi and Palacios 2009; Lisabeth
et al. 2009), it is clear that despite potentiatertainty, information about
menopause onset and duration must be presentesanaiizations. Although the
uncertainty which many women experienced may nadoepletely avoidable,
Brashers (2001) points out that “accepting uncetyas an adaptive mechanism”

(484). Consistent and frank communication by HRsanconsumer health
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sources with respect to the range of potential rpanse parameters may help

women feel comfortable with the inevitable uncettiais of this life stage.

4.4.2 Uncertainty about menopause management

The second primary area of uncertainty which wasnment in
participants’ accounts of navigating informatiotated to menopause was the
management of this life stage. This prominencelikal/ influenced by research
goals and recruitment aids which stated an inténé'yfour experiences as you
find and use (or do not use) menopause informd&tdata from the interviews
shows that those women who were markedly less coeder interested in
menopause management (Pat and Vicky) reported erggigless information
seeking about menopause in general. Vicky brigilyagied in purposive
information seeking via formal channels in ordeleiarn advance information
about this life transition; and Pat did not speaifiiy seek information about
menopause and was content with the notion thaddwetor would provide
necessary information if required. For the vastargj of participants and for the
interviewed HPs, uncertainty of menopause managewesna dominant theme.
Two major themes were highlighted by data analykisrelationship between
uncertainty about menopause management and infiormsgeking; and
uncertainty with respect to HT.

4.4.2.1 Uncertainty about menopause and informatioseeking

Data demonstrates that participants’ active infdram seeking in
response to uncertainty about menopause as ddtde ¢see section 4.4.1.4) did
not reach a terminal point; rather, it appearedetohe beginning of an ongoing
process as women explored information about theagement of menopause.
Women tended to explore a range information sous@suntering both
‘biomedical’ and the ‘natural’ interpretive repdres (Hvas and Gannik 2008b)
as they sought information. Gwen, who was a mossipa information seeker
than many of the women in the sample, nonethelessdes an example of

ongoing information seeking from a range of souregsesenting both a ‘natural’
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and a ‘biomedical’ approach to health managemesdeB on information from a
friend, Gwen adopted a ‘natural’ approach to menspananagement and tried
an over-the-counter remedy, “HRT . . . a Swiss fdenhormone replacement
therapy.” Gwen highlighted a natural interpretiepertoire by specifically
identifying the remedy as a “Swiss” formula andypdang extra information, “It
was a vitamin or an all natural health thing.” Afsmproximately one year, Gwen
was unhappy with this method of management andrdonfprmation from her
physician who suggested low dose thyroid medicatiothis case Gwen adopted
a biomedical stance and related, “[The doctor]lydadeps a good check over my
system.” Faye provided another example of ongaifigrination seeking in
response to uncertainty about menopause manageffagetwas an active
information seeker. She noted, “I don’t want totg@ doctor first. I'd rather do
my own reading so | get a little bit educated tk ta some other people.” When
she first experienced symptoms, she read and tatkether people, received
advice about diet, exercise and creams, and taeg ©f the suggested
approaches. Using a ‘natural’ interpretive repegidraye explained that she had
a “long bias against taking any kind of hormonesiBfT . . . . | didn’t want to
mess with my hormones.” Still struggling with sympis, however, she consulted
with a number of HPs. Faye was disappointed wighinformation provided and,
based on her own experiential learning, Faye des@al/that exercise provided
some relief from symptoms. Further menopause symgtbowever, motivated
an ongoing information search. This time Faye fotadinformation exchange
helpful: “| felt like 1 was engaged with somebodjewvould really be patient
with my own decision making process and yet was #@bkind of stand up to that
still and say, ‘But here are the things that yogimigain from.’ . . . . She wasn't
put off by my own need to do research beyond whatsight be telling me.”
Based once again on the experiential learning (anag¢ilon of symptoms after
medication trial), Faye eventually decided to userm of HT. Faye explained
her decision in part by stating that this was a ¢tlmse formulation whereas “early
HRT stuff just seemed to be higher doses.”

Analyses of interview data suggest that divergaiormation about
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menopause management encouraged ongoing searnfofonation.

It [encountering varying health information] encages me to keep
looking to find additional information and maybarty the
information. (Dale)

There are several just sort of generalized pharoimee sites and | use
them as well. And | tend to use several and cotleat information and
then sometimes | print it out and compare themreawd a look.
Because it depends, it seems, on how they’re Igo&irthe drug.
They’re not all looking for the same symptoms. Theyot all telling
you about the same side effects, it seems. (Muriel)

Furthermore, the uncertain and even controvensitalre of information
about menopause management appeared to playia feleling the playing
field between formal and informal health informatid his is clearly
demonstrated by the way women moved easily betwdermal and formal
sources: Lillian took the advice of women workirigadocal health food store
just as seriously as she took the advice of hetodoRluriel acted on
information about HT (regarding cessation of thgjaphich she received
from other women her age, just as she had preyi@eséd on the advice of a
physician when she initiated therapy; and Camileegthe information about
HT which was provided by Oprah the same level efltility which she
accorded information from a menopause clinic stended.

4.4.2.2. Uncertainty about HT

A central issue for women who were navigating utaiety about
menopause management was the decision to considersa (or not use) HT.
While women talked about a range of therapeutsstifle interventions (for
example diet, exercise, or positive attitude), gweoman in the sample was
aware of HT. Pat had the fewest comments about'HE&4lly didn’'t have any
knowledge [about HT] before hand and didn’t acqaing”) and yet even this
participant noted, “I knew hormone therapy wasthete.” Women were not
necessarily familiar specifically with the WHI (fexample Sylvia, Camille, and
Joyce), but most were aware of health concernsicpkarly cancer, and
controversy related to this intervention. Thredipgrants reported that they went
to physicians because they wished to use HT (Laarse, and Irene). The

majority of current or past HT users, however, desd uncertainty about HT
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before being guided by a HP to an understanding-Hfiavas a reasonable
decision in their individual case. This most comigaonvolved explanation and
rationalization based on age, risk/benefit ratimlgy of life issues, or the
normalizing of hormone use. The following quotat@re representative of
participants’ experiences:

But also the reason why | was very leery aboutis@HRT was
because of the studies that came out that womeasbcancer with
Hormone Replacement Therapy and stuff. So | wdb/neductant to
start anything. But the one point that my GP wasdgwith is he
explained to me that at the age that | was, withtakmg these
hormones, it's the hormones that | should havedmvay. (Camille)

| had always been dead against hormone therapy She [a HP]was
telling me she believed that it was worth the reskg she — this is how
she explained it to me: the risk is like this [geet spread fingers]. The
benefits to you are like this [gesture, spread arms. But | was
willing to try it at that point. (Roslyn)

[I viewed HT as] very risky and — almost taboo. Tifigou pursue
[HT], you're taking life in your hands, type of tig. And then talking
to [HPs] it’s like, ‘Well it’s just birth control fis.” No more, no less
than what they were when | took them 20 years Bgoit’s not birth
control; it’s called my hormone therapy. But itanse type of thing,
right? (Dale)

A conspicuous theme which emerged from convenssitidth women
who were taking HT was the use of qualifying statata which constructed their
use of HT as being lower risk than alternative F$€.urhese statements
frequently set up comparisons between safer (losejdes. more dangerous (high
dose) HT. Laura, for example, described her hormrmegene, “as low a dose as
possible.” Women also commonly described activpsste lower their doses; the
following quotes exemplify these comments: “| ofeesked if | could cut back the
amount or whatever. And | was on a pretty low doseause it was just for that
one thing” (Jane); and “I started out on huge dowkthen they gradually reduced
it down to mini-pills” (Christy). Thea had not yietund a regime of HT which
dealt effectively with her menopause symptoms agstidbed each of her trials as
‘low dose’: “So | chose the lowest dose of the@sgtn and the Prometrium
because | don't like risking my health . . . . Sewent on three months of the

Pill, the lowest dose.” For some women, the ‘s&f€t discourse included
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comparison between natural (bioidentical) vs. sgtithHT. Faye, for example,
noted, “But also they seemed to be developing anfiewe lower dose and
bioidentical stuff. Just things that offered a fewre options.” And Anita
explained, “I started with the bioidentical hormengght? . . . . Because they said
to me that it was probably the best thing.” Thaatesnents demonstrate a
modification of the ‘biomedical’ discourses idergd in previous studies and
discussed in section 4.4.2.1 and perhaps an gffmitards the ‘natural’
interpretive repertoire (Hyde et al. 2010b). Wimiaintaining a biomedical
discourse (menopause as a deficiency disease)stiygyest a ‘health-promoting’
discourse (Hvas and Gannik 2008Db) (i.e.‘healthebgices in the form of lower
dose HT) and a ‘natural’ discourse (Stephens, Bualge Carryer 2002) (i.e.
bioidentical HT makes use of natural substances).

Renee, who was one of two HPs in the sample whe faeniliar with and
positive about bioidentical HT, provided supportangdence for women’s
preference for HT which is constructed as morenahtand therefore lower risk.
She observed, “So oftentimes when people wouldhiags and they’d want
things, | would say, ‘Well, | think that we shoudd things as natural as possible.’
And everybody would agree with that. You don’t gaybody say, ‘No. | want
the horse estrogen.’ That doesn’t happen.” Thetoacton of “bioidentical’ as
lower risk was, however, contested by other ineamdd HPs. For example, Amy
explained: “One of the messages that [women] gitdésothe bioidentical
compounded hormones are completely safe and tbelsmt synthetic are bad
and harmful. And so we just sort of explain thallseto a certain extent all the
hormones are the same, they come from the samespad risks and benefits are
the same.”

Analysis of data also demonstrated what Steplizundge and Carryer
(2002) identify as a ‘drug’ interpretive repertoiflehis draws on imagery from
illegal drugs use and was used by women “to oppusenedical use of
pharmaceuticals or pills” (Stephens, Budge, andyea2002, 337). This was
particularly prevalent in conversations with wonvémo were opposed to

hormone use.
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If | take pills it suppressed some of the stuff #meh | don’tknowhow

my body is really feeling. (Jill)

I’'m sorry but | don’t do drug pushers [physiciansjon’t do drugs,

you know, that’s not my thing. | want to know whywant to fix why

this is happening to me, not take a prescriptiototeer it up. (Lisa)

| talked to my doctor and he talked to me aboutelsedifferent, gave

me variables, because he knows I’'m not a pill pogiady . .. .1

wasn’t prepared to go and take pills to help meugh hot flashes.

Yeah, they OK, that’'s — | don’t know, hot flash&l kappen. They're

anatural thing. (Paula)

Oh well, yeah, they then they talk about hormormapy and | go ‘Ah

well, I can live with it [symptoms].’ I'd rather nde on any more pills.

(Monica)

In each of these examples, negative images of gmegevident: “take pills,” “do
drug pushers,” “pill popping,” and “on . . . pillsSSymptoms were presented as
‘natural’ whereas “pills” were presented as an wara alternative. Even for
those who used HT, this imagery was evident: “B@$ good, you know, | got
down to the lowest dose, decided | could make db some night sweats and
something, yeah, because I'm kind of against takiflg. This is something that
really bothers me so | wanted to take the minimiat t could” (Muriel).
Interviewed HPs also noted this interpretive repegt For example Sonya
commented, “So many women, the first thing theywth@n they sit down beside
you is say, ‘I don't like taking medication. | dénvant to be on anything.’ | have
yet for a woman to sit down and say, ‘| would likebe on something.’

Muriel’s discomfort with HT, as demonstrated in firevious paragraph,
brings attention to a final theme with respectnioartainty about HT: the
decision to use HT did not mark a resolution ofartainty or a termination of
menopause related information seeking; rathes,jitst one decision in the course
of a longer information seeking process. For examphea, who had not yet
stabilized on a suitable HT regime, spoke of theaymguestions she had about the
therapy: “Questions like how long do you think Igonna be on this now or like
how long is it before we decide we’re going to hdrieack? Or do we hone it
back, get the symptoms back full force again, &eth go at it again?” Data
analysis demonstrated that even for women who foelef from HT,

uncertainty provoked questions and ongoing interestformation about HT. In
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particular, women asked questions about cessatithermpy. Anita, for example,
had experienced significant symptom relief from & while being
uncomfortable with the notion of long-term HT, walso concerned about how
cessation might impact her well-being. “I feel umtortable with the idea that |
will be like this for the rest of my life . . . .d8ause | know that | am not going to
leave it . . .. I'm almost sure if | leave thisdatment, my life is going to be a mess
again.” Anita positioned HT as a temporary treatintftus indirectly positioning
this therapy as ‘unnatural.’ Participants viewed &fTa provisional decision. This
finding is consistent with Hyde et al. (2010b) winate that most women tend to
view HT as “temporary relief and not a long-ternmaeea” (349).

4.4.2.3. Exploring uncertainty about menopause marmgment

Given the widespread coverage of changes in mesepaanagement
since the first publication of WHI results in 20@2. Genuis 2006; Naughton,
Jones, and Shumaker 2005), it is not surprisingvioanen experienced
uncertainty with respect to managing this life siéion. Furthermore, the many
articles exploring decision making during menopaggd_égaré and Brouillette
2009; Welton et al. 2004) and the data from ined with HPs indicate that the
management of menopause remains an area with saceeainty for HPs as
well. For example, Connie commented, “I think ofi¢he main things we try and
get across to women is that hormone therapy isit"s Aot a recipe — so you
know, what works for one person may not work foother.” Later in her
interview, this HP also noted, “There’s differenemopause clinics out there, too .

. so | think there’s a little bit of differentformation that’s being given at

1113

different clinics.” Another HP noted, “[Women hgwgot to understand that
whatever they choose is trial and error, becausgybuedy’s body is different.
And so just trying to get that in their mind thigght away: ‘We don’t know if it's
going to work for you. We have to use this triatlamror process™ (Gail). And
Denise, recounting the many changes in menopausageament over the span of
her practice as a HP, observed, “Nothing in medicsretched in stone.”
Exploring women’s experiences as they respondeh&de sense of and

used information about menopause management witlsrcontext of uncertainty
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provided unique insight into patient perspectiveadldition to the uncertainty
engendered by the specific topic and by the pletlobinformation on that topic,
women were also faced with the uncertainty assediafth interpreting and
applying scientific information (Brashers 2001)damith the challenge of
navigating the many discourses on menopause whechlaquitous in texts and
in ‘talk’ (Hvas and Gannik 2008a, 2008b).

In this study, uncertainty about menopause managewses closely
associated with information seeking and gatheNdgmen sought out and
encountered information which contributed to ongadecision making and
sense-making processes related to menopause magrag&hile confirming
that women navigating this life transition usedidewange of information
sources, with HPs being a primary information seyathen 2006), this study
also suggested that women moved easily betweeraf@na informal
information sources, at times ascribing similagvehce to a range of sources.
For those women who chose to use HT, the decisasmost commonly viewed
as reasonable in their own individual case — aesemaking process which is
noted by Welton et al. (2004). These researchensddhat the decision to take
HT was viewed as highly personal and contingenndividual factors. Although
a ‘biomedical’ discourse was prevalent in the infation women encountered
(most women, for example, visited their physiciassa part of their menopause
related information gathering and all of the wonaaare at least aware of the
debate about HT use), a contrasting affinity faraural’ interpretive repertoire
was also evident in the women'’s conversations. afifisity was demonstrated by
HT users’ emphasis on using ‘low dose’ and bioisiahformulations. In
addition, the positioning of HT as unnatural, amdaestrated by women'’s
ongoing information seeking with respect to theraggsation, indirectly

reinforced the ‘natural’ menopause discourse.
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4.5 Conclusion

In this chapter interviewed women and HPs wererdssd and the first
research question was addressed: the experieneasyan as they responded to,
made sense of and used evolving information abduamtl menopause were
presented and discussed. Women were found to ive acid engaged
information agents even as significant uncertasntiéh respect to this life stage
were revealed. In the next chapter, specific infition sources which emerged

from the interviews with the women and HPs are stigated.
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CHAPTER 5
RESULTS AND DISCUSSION: INFORMATION SOURCES
AND WOMEN'S RESPONSES TO EVOLVING HEALTH
INFORMATION

Participants interacted with a complex array ébimation sources as they
navigated the menopause transition. Consistenttivtlmesearch literature,
information was both encountered and deliberatelyghbt by participant<t.

Bates 002; Williamson 1998); it included both camsu oriented and scientific
resourcesdf. Ekstrom 2005; Warner and Procaccino 2004; Wik@@03); and it
was mediated by a wide range of formal, informal hybrid sourcescf. Ankem
2007; Genazzani et al. 2006; Wikgren 2001). Asdhatesection 4.2.2, all of the
interviewed women described accessing a broad raingéormation sources
with the following being mentioned at least oncéhim the interview data: HPs
(including alternative health practitioners), imtersonal contacts (for examples,
family, friends or colleagues), intrapersonal sesfemployees in health food
stores, the internet, books (consumer health atddeks), libraries, magazines,
scientific journals, printed material from healtlganizations (for example, public
health units and disease specific consumer orgémizl, and the media
(newspaper, television and radio).

It is important to note that unlike surveys whielguire identification of
specific information sources (for instance, Ward?rocaccino 2004) or
guantitative studies seeking to determine prefemmmation sources within the
context of specific tasks (for instance, Xu, Tamd &ang 2006), women in the
current study were invited to tell their storiegheir own words. Women were
asked about a range of sources (for example, Etgopal contacts, newspapers,
magazines, media) if these sources were not spamtiaty brought forward,;
women responded according to their own interesdsaath varying specificity
and depth. Laura’s response to a direct questiontdiealth programming on
television typifies the ambiguous responses giweadme participants; she

responded, “There’s not much on TV,” and then pedeel to discuss internet
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searching. It was not, however, the intent of ghigly to quantify information
sources; rather, the goal was to explore how womenacted with and integrated
information from a range of information sourcestesy responded to personal
health information needs.

In this investigation of women’s information behawi in response to
uncertain health information, the following emergasdmportant information
sources: HPs, interpersonal and intrapersonalrmdtion sources, the internet,
the media, and libraries. These sources are expiorhe following chapter. The
order of discussion was chosen so as to begintrathitional formal sources
(HPs), move to sources which relate to the indigidinter- and intrapersonal
sources), continue with sources which are tied rolmgely to popular culture,
and conclude on a more traditional note with lilgsrin conclusionsource

consistencys a means of evaluating authority and credibsityiscussed.

5.1 Health professionals as sources of information

5.1.1. Health professionals as information authories

HPs, particularly physicians, were viewed by mpasticipants as
foremost authorities with respect to health infotiova While going to a HP for
information did not emerge as the most common fesponse information
seeking strategy for women looking for informatre@fated to a general concern
about health or well-being (see section 4.2.1jopthose seeking information in
response to initial uncertainty about the menopauset (see section 4.4.1.4),
HPs emerged as important information sources ih bbthese situations.
Consulting a HP was frequently an information segldtep which followed
independent exploration of information sources é@oample, the internet, books,
or interpersonal contacts). Where it became eslheajaparent that HPs were
viewed as foremost information authorities was miyithe elicitation portions of
the interviews. At this point in the interview, wemwere presented with

conflicting health information published in the reemedia. In response to
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contrasting health information half of the womendghat they would talk to their
doctors in order to make sense of the informat&re and Joyce were
representative of many participants: Sue statedptild probably then take that
to the doctor or somebody to do with menopausesagd‘What do you think of
this?””; and Joyce observed, “I've got to see mgtdoin the next little while so |
think 1 would probably ask her about this.” Joytsogointed out that “checking
with friends” was not an effective strategy in ations of conflicting health
information because “they’re not going to know amgre than | do.” Also
representative were the contrasting response®séttwo participants to the
preceding interview questions about informatiorksege In response to a general
concern about health, Sue reported that she wastddok for health information
independently, while Joyce noted that she wouklttabther people and then
engage in independent information seeking. In nespdo menopause concerns
both Sue and Joyce reported looking for informatratependently before
eventually seeking information from a doctor.

These findings suggest that while independent héaflbrmation seeking
was a prominent strategy, confrontation with concey or conflicting health
information provoked participants to look to HPsaashorities who would play a
role by helping them make sense of uncertain meait@mation. Beverly made
this association clear: “I am not, first of all,tricained to identify what is correct,
incorrect. So | would put a little trust in somedike Dr. [E] . . . because it's not
my area of expertise. So | would have a hard tiayeng which is, what is valid
and what is not.” Sonya, a HP participant, providedport for this notion of HPs
as authoritative sources who help women make sgrissalth information
encountered in the media: “I think health profesals still carry a lot of
credibility in most people’s mind . . . . They wi#tad these headlines in
newspapers but | think a lot of them still sorwet it by a HP.”

The issue of HPs’ ‘expert’ knowledge emerged heopoints during the
interview. Gwen, who tended to rely on her physigaguidance commented,
“Whatever my doctor suggests, | will consider indAmost suggestions she gives

me, | take. Because | think she has a better spaaif what she knows about.
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And I don't.” And Thea, who had demonstrated peasamtiative and tenacity
when seeking information about the onset of menspaymptoms, noted “I
could read so much and then when | come to Dr. [M]ean, there’s certain
things that — | ask her this, and there’s certhings that are — out of my realm.”

In addition to data supporting the notion that FRscrucial information
sources for many women, analysis of data highlgkite critical rolgrust played
in mediating women'’s confidence in information po®d by health
professionals. Dana, for example, stated earlienrterview, “I don't like
doctors.” Despite this assertion and her strongddence on an intuitive
approach to health decision making, this partidigeyneed to go on a medication
simply because a trusted physician recommendéddiid it for three months and
I never missed a dose of it. But | knew there wamething wrong with it. But |
had decided to put my hands, my life in [the ddsldrands basically and |
thought ‘Okay, fine I'll go with that.” Didn't liket. | was relieved when . . . he
took me off it because it wasn’t working.” Dana®scgsion in this situation was
based solely on recently developed trust in a@adr physician and was
strikingly atypical of her encounters with HPs asctibed consistently
throughout her interview. Roslyn, who “had alwageb dead set against
hormone therapy,” provided another example of n@kinlecision based on trust
in an individual HP. When a physician suggestedcsimsider HT, Roslyn said, “I
just thought | could trust her. You know, that wehe was telling me she
believed that it was worth the risk.” On this baR@slyn elected to begin using
HT.

The theme ofrust as a critical component of information deliverydhe
HP’s role as an information authority was specificaoted by interviewed HPs.
Yvonne, for example, spoke of developing relatiopshkvith women and noted,
“I think the biggest thing is getting that sensdrakt.” She also pointed out that if
trust does not develop, “it [communication or imf@tion delivery] doesn’t
always work as well.” And Denise also pointed tgstras a vital ingredient in the
HP’s role as an information provider. When askedhare her thoughts on the

contrast between women'’s approach to health infooman the media vs. health
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information from HPs, Denise responded, “I getfdading that they rely on us to
help them try and sort out what this barrage afrimiation is. And most of my
patients I've known for a long time so I've got i@y trustworthy relationship.”
The notion that trust is significantly associatathwhe sources women
chose for obtaining information about menopausestéty Jackowski, and
Kirking 2009) and that trust influences how peagdeually use information (Tio
et al 2007) is supported by the literature. “Peregiknowledge and helpfulness”
has been identified as playing an important role@men’s trust of HPs (Huston,
Jackowski, and Kirking 2009, 152), with HPs willmess to discuss a range of
information sources and treatment alternativesgoaisign of both helpfulness
and a lack of bias. In this study, trust not onlgdiated women’s confidence in
HPs, but willingness to help women “sort out” (Dss)i or “vet” (Sonya)
information from other sources as well as refewaither information sources
(see section 4.2.2.4) contributed to women’s retetnips with and trust in HPs.
Despite women’s use of multiple information sour¢hs literature
supports the notion that HPs are a foremost auhior women seeking health
information €f. Ankem 2007; Wyatt et al. 2005). Warner and Proirexc(2004)
found that 100 percent of the women they surveyexkwkely to seek health
information from a doctor, nurse or other mediqaifgssional. While these
guantitative results do not illuminate the nuanmiesomen’s information seeking
or how seeking information from a HP might fit withnformation seeking
strategies, they do support the findings of thislgt the vast majority of
participants did, at some point in their informatseeking, look to HPs as

authoritative sources of health information.

5.1.2 Health professionals as information deterreist

A related theme which was apparent in the datathesotion the HPs
werenottrustworthy information sources and, in fact, esggnted a barrier to
information. This theme drew attention not so mtahiPs’ role as information

authorities, but to the critical role that trusay#d in mediating health
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information. Without the establishment of trustitiggpants were less likely to
integrate information provided by HPs. Nicole spéikemany of the participants
when she clearly elucidated the central role fpleys in the relationship between
women and HPs: “I will easily find another physitihwe can’t establish a
rapport so that | can feel like | can actually trile person and the information
that's coming from them. So for me the biggestdhstrust.” Furthermore, based
on the finding that the majority of participantglided HPs in their information
seeking strategies and that many looked to HPgashhinformation experts who
play a discriminating role in situations of uncerty, unsatisfactory interactions
with HPs emerged as a noteworthy barrier to heaftttmation. A number of
participants specifically identified HPs as infottioa barriers: “I've found that
the biggest drawback to finding out information bagn actually the doctors
themselves” (Monica); “Problem is that the docteeser know. Most of the time
they havenoidea. . . . They don’t even have an interest iimgh sometimes”
(Anita); and “l haven’t had a very satisfying exipace with going to the doctor.
They just give you brief information and tell yaugee the specialist. And even
the specialists don’t seem to have the time” (HaZdthough Irene offers a
contrasting view to the latter notion that HPs dbmave time to deal with
patients’ information needs (“Dr. [O], the one MRasits there and talks to you
and like, you know, asks you questions. You fde ffou’'re a person when
you're there”), Hazel's specific concern about tiwes echoed by other
participants (for example Anita and Monica). Sorcleaars suggest that, in fact,
it is the perception that HPs, particularly phyasid, impede access to information
or do not have enough time to answer questionshwhads women to seek other
information sources (Warner and Procaccino 2004)escholars have noted
that poor communication on the part of HPs leadsdmen’s lack of confidence
in the ability of HPs to provide appropriate heattformation (Ma, Drieling, and
Stafford 2006).

Analysis of data suggested that, perhaps in regpnthe perception that
HPs can impede the information search, women dpedigpecific strategies for

retrieving information from this source. Most conmhg women viewed
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deliberate question asking as a means of retriemfiogmation from HPs: “I have
learned to bring very specific questions” (Christyffs my job to take my
concerns to my physician” (Pat); and Sue relatathithen two of her friends
were unsatisfied with information from their commuaimysician she told them,
“That same doctor, | find a lot of information frotmquestion her about the tests
and the studies that were all done. . . . You hawask questions.” Sue, who was a
very confident outgoing woman added, “There’s imémts and extroverts . . . |
don’t think that a person [who] doesn’t ask quesior is kind of shy should be
treated less.” Other women used other strategiasalfor example, was very
suspicious of HPs; nonetheless, she valued thenattton which could be
derived from medical testing. She explained hetsgy: “I think the best thing
that you can do is just go to a doctor, yes; buhtt to do what they tell you to
do. Just go for their tests, and — don’t do, dtake the medicine they're giving
you.” And Jill simply avoided HPsuhlessthere’s something thakhow! cannot

find on my own.”

5.1.3 Physicians and gender

The issue of female vs. male physicians emergedvasy prominent
theme when participants discussed HPs as sourde=atth information.
Participants credited the way they were treatedth@gbrovision of information
about menopause to the sex of the physician theg desaling with. Both Gwen
and Laura, for example, ascribed their physiciam®rmation sharing to gender
and age. “Her being a female doctor, | really likat. Because she goes through
the same kind of things. So she does come up gigbs a lot of good ideas”
(Gwen). And Laura explained that her doctor fredlygorovided her with
information in the form of “loose-leaf papers tsae’s printed off herself, | think.
Cause she’s — she’s at my age, like, stieése So she’s going through
[menopause] too.” This notion of shared experiesitle the menopause
transition was reinforced by reciprocal statemégtéemale HPs. For example

Denise, a family doctor, related that her age domted to the trusting
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relationships she had with her patients, “I thitksghe phase of life that I'm in,
being in that same age frame of being perimenopaysastmenopausal — | get
the question, ‘What would you do?” And Renee, awttd saw primarily female
patients similarly noted, “I'm aging with my patisnr- it becomes more personal
to me.”

Even without specifically identifying physicians being in the same life
transition, participants positioned female physisias more understanding and
helpful than their male colleagues. Roslyn hadgatiee experience with her
male physician who disregarded her distressing symg “The doctor | had that
was male, when | was telling him | was in menopdhbsg¢treated me like | was
crazy and wasting his time.” When she found a phgsiwho validated her
symptom experience, she attributed that understgridithe fact that the
physician was female: “At that point | changed dostand | had a really amazing
female doctor in Alberta. She’s amazing becausts $bmale. . . . She asked me
to write down all the symptoms.” Similarly the edlthat Thea experienced when
she was finally seen at a menopause clinic wasbastcto the gender of the HPs:
“I did feel a satisfaction in knowing, ‘Okay, | tik I'm in the right place. | think
there’s women now willing to listen to me versussé men [physicians Thea had
previously seen as a patient] that all just sofikef sluffed me off.” And Naomi
explicitly contrasted the information sharing ofrf@le vs. male physicians:

My GP, I've given her articles to read and she&arthem. Absolutely.
They can’t know everything. They're GPs. So if haget an article out of
a — like a medical journal, right? Or some othéickr, and it's a good
article, |1 give it to her. Because she then in wilhgive it to other
women. So | do that all the time with her. . . wNkve had male
physicians that — forget that. Don’t even try thieght?

Participants also used gender as a discursivelsigneh identified the
information sharing, helpful physician vs. the phig who was not able or
willing to address participants’ concerns: “I waonimebody who’s not going to
put me down and it’s very difficult to find doctditsat are like that. . . . You want
afemaledoctor” (Vicky); “It was all male doctors and thddesn’t help” (Irene);
and, “My doctor was — | love the man to death, lieis a man” (Thea).

Although these findings stand in contrast witlicés in the medical
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literature which suggests that women do not shoengtpreference for female
obstetrician-gynecologistsf( Fisher et al. 2002; Johnson et al. 2005; Zuckarma
et al. 2002), they are supported by studies whahahstrate that attributes such
as bedside manner or physician communication stflleence patient satisfaction
(Christen, Alder, and Bitzer 2008; Liang et al. 80Blunkett, Kohli, and Milad
2002). For example, Christen, Alder and Bitzer @d0ound that it was not
gender but gender-related communication skills wexe critical to patient
satisfaction and compliance. Their results dematedrthat patients “were
significantly more satisfied with female physiciaegarding the relationship and
the consultation process,” however, “once a patentred communication style
— which was more likely to occur in female phyais — was controlled for,
physician gender was no longer important for patsatisfaction and compliance”
(1480). Similarly another study found that “femakx role congruent
communication style leads to higher patient satt&fa when women see a
female physician” (Schmid Mast, Hall, and Roter 2006).

Results from this current qualitative study sugdleat when participants
identify physician gender, they are actually idigimig qualities related to
communication. While this was demonstrated by thatations provided
previously, it is also demonstrated by negativedects reported by women. Two
participants described being berated aggressiwephlysicians; in each of these
cases the physicians were female. Sylvia had beétfildfor severe vasomotor
symptoms when a new physician refused to renevptescription. When Sylvia
was asked during the interview “How did she [thggtian] explain that to
you?” She responded:

She just yelled at me. She just yelled at me. Shddm’'t explain it. She
just said, “You're at risk for breast cancer.’. There was no reasoning
with her. She was just like off the wall and sh&t jiwok me totally by
shock. | practically left the place crying becauses just like, ‘What
have | done to myself?’. . . . | found out latérat] maybe she’d had
breast cancer and so it was an emotional thinpdor

The second negative incident occurred when Mun@¢pendently decided to
stop taking HT. Her physician was angry becausehaldestopped therapy

without consultation. During the interview Muriglised her voice to imitate the
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loud angry voice of the physician and quoted, “Jus¢n we started to get a bead
on, just when we were getting somewhere with it aow you’re going to get fat

. and then you’ll be in here with all the cdeapts that that brings, because
that’s the first thing that happens with my patsetitat go off of these
medications. They! Get! Fat!” In both of these cas$&vas apparent only by the
pronouns used that these were female physiciantheéd&ylvia nor Muriel
specifically noted physician gender as having agyifcance.

It is possible that the tendency to highlight gemd@hen women HPs are
associated with good communication skills and nrereasociated with poor
skills (and conversely failing to highlight gendeinen women HPs demonstrate
poor communication skills) is based on stereotypeds of gender. Based on a
content analysis of popular women’s magazines Katazh (2004) concluded
there was existing gender-bias in the way maleiplayss were portrayed, bias
which might impact physician-patient relationshi@s the other hand, physician
communication influences women’s satisfaction witdical encounters (Liang
et al. 2006) and female physicians have been showeamonstrate “more
patient-centred communication, including the essabhent of a good therapeutic
relationship with a focus on partnership buildif@hristen, Alder, and Bitzer
2008, 1481). Since participants valued a partnprapproach to menopause
management and tended to position themselves pensble for their own health
decisions (see chapter 6), the strongly expressddrpnce for female HPs as
information sources has implications for all HPsowyork with women in this

life transition.

5.2 Interpersonal information sources

Results from this investigation confirmed what baen identified as a
central tenet of the information behaviour fieléople tend to seek easily
accessible and interpersonal sources (for exarapidyf, friends, or colleagues)
(Case 2007; Harris and Dewdney 1994). Resultsasbtirmed findings which

identify interpersonal contacts as important sasiafanformation for women
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making decisions about menopause managerokiénazzani et al. 2006;
Theroux and Taylor 2003). While interpersonal infation sources were noted as
being critically important by the vast majority pdrticipants, one participant
maintained in both the narrative and elicitationtioms of the interview that she
did not gather health information from interperdantormation sources. When
asked whether she would talk about general heahliherns to people outside
formal health contexts, Pat responded, “Not realty,No”; when discussing
menopause specifically this participant said, “Ntgle, family or friends . . . not
a lot, no. Very little discussion of menopause’d amthe elicitation portion of the
interview Pat noted, “If I'm talking to friends,ni going to talk about fun stuff.”
Furthermore, two women demonstrated ambivalencatabterpersonal
information sources. Anita observed early in thternview, “People . . . are so
misinformed. And they don’t understand anythingehese they don't have
information. And so they do arrive at the wrongdasions. | don’t want to hear
that.” However, later in the interview this pantiant suggested that women
navigating the menopause transition would benedinfa “centre for women,”
not only for information seeking, but also becateen to talk with somebody
who is going through the same things that you areggthrough will help you.”
Joyce also demonstrated ambivalence. Althoughgateonal relationships were
an important source of information for this papemt, she noted that she would
be unlikely to talk to friends about the confligimformation presented in the
elicitation portion of the interview “because chiegkwith friends, they’re not
going to know any more than | do. Because we’'dalsort of reading the same
thing.”

Interviews with HPs supported the importance ofripérsonal sources for
women navigating the menopause transition. Obsensmade during
interviews with HPs include the following: “Word afouth, you know, talking to
friends that have been — ‘Oh, well, I've been te #@s person. They've said such
and such,’ so — the transfer of information throwgitd of mouth is quite
powerful” (Wanda); and “That's [women’s] biggesusce, is their colleagues

and their family members, peers. It's woman to woh{&onya). Although the
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sample of HPs was small, it is interesting to rib& interpersonal exchange with
peers was also an important source of informatornfese participants. Mark, for
example, related that after the unexpected restittee WHI were published in
2002 “| talked to a lot of my colleagues. . . epegnded a lot as well on what
other people were saying. . . . it's pretty hardo it alone and say, ‘this my

stand.” This finding is confirmed in previously Iplished literature which
highlights HPs reliance on human information sosif@ee and Stanley 2005;
Gorman 1995).

Information from interpersonal sources servedngeaof purposes for the
interviewed women. Purposes included the followprgvided access to
information not available through formal sources @xample, practical
information about diet (Christy), and more ‘up ttel information than is
possible within an evidence based model of pra¢bema)); facilitated gathering
information about or referral to additional infortimam sources, health
practitioners, or products (for example, Beverld aiilian); and supplied
information which supported decision making proesg$or example, Hazel). In
addition to these reasons for accessing interpatsoformation sources, two
prominent themes emerged from the data: women dahierpersonal sources
who had biomedical expertise, and women valuedpeteonal sources because
they offered access to experiential knowledge. Batmedical and experiential
knowledge contributed to women’s use of interpeasources as they made
sense of uncertain health information. A thirdesatlitheme which emerged from
the data was the role which mothers played in wosnapproaches to the

uncertainties of menopause management.

5.2.1 Interpersonal sources and biomedical authont

Many women in this sample demonstrated the impoetaf biomedical
authoritative knowledge not only by seeking infotima from HPs, but by
seeking information from interpersonal contactdwiitomedical qualifications.

Cherri, for example, noted that if she came accosdlicting health information
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she might check the information with “my friendsavéire public health nurses.
Not ones who got their degrees 20 yrs ago and havsed it since; but ones who
are active now.” Muriel said, “I do have severdatiees that are connected with
the health field. So | generally would poll themsee if they have any ideas.”
Similarly Joyce commented that she would talk pa#icular friend who is a
nurse, “just because she’s in the health fieldteLan the interview when Joyce
again noted the biomedical knowledge of an inforomasource | asked her if
experience in a health field facilitated trust. &g responded, “Tesomedegree,
yeah. Had to be friends first. This is a friendt thiaust. He knows me. Who | am.
And oh, by the way, they have this experience.téayerefore positioned trust
in the interpersonal connection as prerequisiteetarust in the provided
biomedical information.

Even when women were not specifically seeking imfation from sources
because dbiomedical qualifications, participants drew ont&gory entitlement’
in order to strengthen the authority of informatsmurces — membership in a
particular category was presented as evidencééatthority of the information
provided (Potter 1996). When commenting on hersi@ciabout vitamin D
supplementation, Laura, for example, related aivela perspective on the topic
and added “she’s in the nutrition field, you knoviaiven also used category
entittement when she described decisions about paerse management, “A
friend who'’s a nurse told me what they [sic] doy iBvoking the biomedical
authority of the information source, both Laura &wlen suggested that the
information provided a basis for decision makingspite the uncertainty of the
context (conflicting information about vitamin Dglura) and conflicting
information about menopause management (Gwen)).

The invocation of authority has been identified\igKenzie and Oliphant
(2010) in their exploration of discursive tensitretween ‘natural’ and
‘biomedical’ forms of knowledge. These scholarsediathat when making claims
about interventions related to childbirth, both veanand midwives frequently
“invoked authoritative sources to support theiresdg33). Interviews with HPs in

this current study demonstrated that these prafieats also invoked authority in
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order to strenghthen their positions with respecheénopause management and to
establish notions of certainty while acknowledgihg multiple options women
face. Amy, for example, acknowledged a range aboptwith respect to HT and
the controversy about synthetic vs. bioidentical However, she explained, “we
provide them with a lot of information that's softguideline based.” Similarly
Connie noted that she is very careful not to bigcatiof the many approaches to
menopause management. She explained that she taliifiéeent perspectives by
“telling [women] that we’re an evidence based dir8o our practice is based on
evidence based guidelines from the Society of Gbgtns and Gynecologists.”
In both of these cases, the invocation of ‘guidediror ‘evidence’ suggested that
information supporting a different perspective nmay be authoritative. Clare
provides an additional example: “I'll just tell time ‘I don’t think there’s really
any evidence for that’ or ‘that hasn’t really bestrown to be effective’. . . . it's
sort of like your reality check. This is what | is¥e about this certain product or
practice or whatever. And then let them decide this example Clare was
particularly clear in invoking the authority of heiomedical knowledge (“I don't
think there’s really any evidence for that”), tradvancing potential certainty in
decision making (“your reality check”), while aetkame time acknowledging
uncertainty by accepting women’s decisions aboutapause management (“let

them decide”).

5.2.2 Interpersonal sources and experiential knowteje

Findings from this study confirmed that interpemlanformation
sources are of central importance to women navigdlie menopause
transition, and that women valued the connectidwéen interpersonal
sources and biomedical knowledge; however, evanaif women’s
statements revealed that participants most frequeoinmented on and
valued the experiential knowledge gained from tlsmseces. Participants
indicated that they deliberately sought interpeat@ources in order to better

understand their own menopause experiences: “Péualé know that have
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dealt with that issue. | would go and ask them's@)j “First of all I listened to
what my sisters had went through” (Dana); and ‘éfr& in a group or
discussion, or one on one discussion — | will &gt about their experiences”
(Cherri). This knowledge, which is “based on wisdana know-how gained
through reflection upon personal lived experien@¢hubert and Borkman
1994, 228-9), was valued as a means of normalthi@gnenopause
experiences (“I'm blessed with working with a numbéwomen my age. So
that’s the networking thing again. It's the — 1ot in here, or just me?”
(Monica)); however it was particularly valued as@ans of gaining insight
into lived experience related to management of panse symptoms. The
following quotation is representative of the maoyncents made about
experiential knowledge gained from interpersonarses: “So you’d hear all
of us talking about how are you doing with your flashes or night sweats or
memory or aches and pains and you know, dryinguag,all this sorts of
information. Everybody is just telling well, whabwked for them” (Naomi).
Women also related that they learned about spgmifiducts or
substances through interpersonal sources: Hazelwak suffering from
ongoing bleeding and low iron levels, learned thptescription for Slow Fe
would be covered by insurance and she could thexrefeoid the cost of over-
the-counter medication; Monica related that a egjlee brought a Wild Yam
cream (reported to be a natural progesterone ptpttusork and that a
number of the women tried the product; and Murelght information
through interpersonal contacts about a specifid fwhich she had heard was
contraindicated when taking blood pressure medinatn each of these cases
the information given was not theoretical inforratabout the product, it was
experiential knowledge which added value for theigpant. Hazel learned
about financing a supplement; Monica, who told ha her mother looked on
health food stores and products as “sort of voddwa the opportunity to
both learn about and experience a ‘natural’ prgdarad Muriel spoke to
someone who was both taking blood pressure medicidesating the

supposedly forbidden food — a food which Muriel i@sd of.
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Although almost all of the participants highlighteformation received
from family, friends, colleagues or acquaintansesne did not specifically
identify these as information sources. Jane, fangle, tended to focus on
formal information although she said that she @hlabout health with family
members and people at work. When | asked her ivehad consider these
people to be sources of health information, shearded, “| think they are — but |
wouldn’t really think of it that way.” Likewise Dalcommented, “I find my
female friends are really good resources, not rsacidg for information, but just
to gather ideas and thoughts to help in my reseagiress you could say.”

Warner and Procaccino’s (2004) findings supportibkgon that women
value the experiential knowledge of peers. Thesearehers found that “people
with the same condition” (715) were a likely souoddnealth information for
89.4% of their participants. Consistent with reskdocusing on the information
seeking of pregnant women (McKenzie 2003a), ‘lie@gerience’ provided a
form of authority which allowed participants of tberrent study to contest the
category entitlements of other authorities, paléidy the authority of biomedical
knowledge. Nicole, for example, was close friendtha woman who lost
multiple relatives to breast cancer. Despite hem taw cancer risk, her friend’s
experience provided Nicole with the authority t@li#nge biomedical
knowledge: “I think having witnessed that dilemmiéhvher, that also just turned
me off HRT. | just felt it was too much of a quagenand too complicated, and |
just didn’t want to deal with it.” While McKenzi€(03a) found that the ‘risk’
discourse frequently associated with high risk peagies potentially undermined
the authority of experiential knowledge, women gating the menopause
transition align more closely with those strugglimgh chronic disease, a
population which is likely to use experiential knedge to justify treatment
choices (Oliphant 2009). Yvonne, one of the intamed HPs provides support
for this finding: “I think what [women navigatingenopause] tend to believe
most is probably what they hear from somebody [ésghs]. So you know, a
friend or a family member that's gone through it.”
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5.2.3 Interpersonal sources and making sense of Hminformation

In addition to the knowledge (both biomedical argeriential) which
participants gained from interpersonal sources, @omewed interaction with
interpersonal information sources as an opportunitpake sense of information
about menopause management. Naomi explained: “Walklabout [menopause]
at work, and we do have those conversations, aopl@&ave come up with
different solutions and other people have triedrth®r they recommend one
product over another product and | think that thatery, very helpful for
everybody. . . . sometimes you have to talk quité about it before like you can
wrap your head around certain things.” Cherri albaded to the constructive
nature of information exchanges with personal adstél would listen to what
someone else says — depending on their particntawvlledge level and education
and investigation. . . often it — triggers thougdusl so I'll go off in one trail or
another.” And Jill said, “I think there is a lot wisdom and a lot of knowledge
that can be taken from people going through thatAnd yes everybody’s
different but then collectively you take that Etthit of information and then you
can make your own little — ah, book | guess abcutw you know and even that
doesn’t guarantee anything.” As demonstrated bgetexamples, for many
participants knowledge was not viewed as a stéijiead; rather, women
“construct versions of reality . . . and that knedge is something [women] do
together” (Tuominen and Savolainen 1997, 83). Ttumnen’s reflections
suggest that interaction with interpersonal infaiorasources is more than a
simple matter of transferring packages of informatit is a process of interaction
that “constructs and produces events and statiésngs” (Tuominen and
Savolainen 1997, 92).

5.2.4 Mothers: Their influence on women’s experiergs of uncertainty

A salient theme which emerged from the data wastitiling role which

mothers played, either indirectly or directly, immen’s approaches to the
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uncertainties of menopause management. With ofdwaexceptions, participants
mentioned or talked about their mothers’ experisrasel related those
experiences to their own. Some women spoke of Holdlwod observations of
their mothers framed adult perceptions: “I wasadKing forward to menopause. .
. given what | thought my mother was going throu@Nicole). Others, when
they encountered challenges at this life stagectlyr sought information about
menopause from their mothers: “I wanted to findibahe experienced
[excessive bleeding]” (Hazel). And others relatedvitheir mothers’ management
of menopause shaped their own decision makinge®#med like every article
you read had a different take on it. And my mom wa®strogen only. And had
been for quite a long time. But | didn’t think thahs the right way to go now. |
thought that probably the combination was the tast’ (Muriel). The most
common theme expressed by participants was theceatm that their
experiences would be similar to their mothers’ eigrees. This theme was
expressed is a variety of ways. Some women feltttiear own knowledge of
menopause was compromised because their mothenstat would not talk
about their experiences during menopause. Camikesllections were
representative of this experience: “My mom didalktto me about it. They just
didn’t. So I didn’t know that getting hot flashed st didn’t know anything.”
Other participants attributed their lack of knowdedn part to the fact that their
experience of this transition was very differewinfrtheir mothers: “I was told
that whatever your mother went through, you kindodbwed that path. Well, my
mother breezed through it and didn’t really eveowshe had it. . . . My sister
and | both suffered like quite badly” (Sue).

Other women assessed risk and made treatmentatesigarticularly
with respect to HT, based on their mothers’ expess. Sylvia’s comment
exemplified findings with respect to this themeofne the risk factor’s pretty
minimal because we have no cancer in our family My mother was on
hormone replacement therapy. She had a hysteredtoh®y 40s and she was on
it till she was 65. She has no health issues asudtrof it.” At the time of the

interview Sylvia was very specifically consideritige age her mother stopped
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using HT as a marker for her own cessation of the®he of the HPs also noted
the importance of mothers as an information soforceomen experiencing
menopause: “I think that people value my opiniohlihink it's probably an
opinion among many. They might value their mothepsion as much as mine”
(Clare). The finding that women’s experiences dyrnmenopause are defined and
shaped by perceptions of their mothers’ experiehesgeceived limited attention
in the literature (Dillaway 2007); it suggests thatial contexts for menopause

warrant further exploration.

5.3 Intrapersonal information sources

A particularly salient theme which became evideithiw the first three
interviews and remained prominent throughout wastiofound impact of
intrapersonal knowledge. For many women, this im@ksource of information
influenced all dimensions of the menopause expeei@s well as serving as a
type of filter for information from other sourceslthough receiving limited
attention in the research literature (see secti8r2®, women in this study
presented intrapersonal knowledge as an informatomce which substantively
influenced how they made sense of information eelab the menopause
transition.

Research has explored different ways in which woomme to ‘know’ the
world around them (Belenky et al. 1986) and heays of knowingre used by
women to interpret symptoms and make decisionstabmatment (Turris 2009).
Furthermore, studies have noted the importantabfeelings, beliefs or attitudes
for women making decisions about menopause managdmlestrom 2005;
Stephens, Carryer, and Budge 2004; Wathen 2006k)id study, however,
women used a variety of words and phrases (for plggrfcommon sense,”
“intuition,” “my gut,” “gut feeling,” “instinct,” “own judgement,” or “inner
spirit”) which, upon closer questioning, all appeghto identify an explicit,
intrapersonal source of knowledge which informedn&a in a similar way to

formal or interpersonal sources. Therefore, intéengpt to reflect the ways in
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which women in the current study talked about thetnally residing
knowledge sources, | have chosen to identify thetin the phraséntrapersonal
information sources

During the interviews many participants spontarsgoreferred to
intrapersonal information sources; “my gut” andrftaon sense” were the most
frequently used euphemisms. As the theme becansregd began asking
women to describe with more detail what they mégrthese phrases. While
some women used similarly vague descriptions —1ICheesponse provides a
typical example, “I think you have to listen to yself’ — other women explained
this information source as a deeply personal iatégn of information sources
and life experience. Lisa’s comments exemplify fiesspective: “It's hard to
explain. My gut feeling; | listen to that. My instit; | listen to that. Um — ah, just
again, all the things that I've read, seen, hetatéled to, all that information that
I've picked up along the way — does it fit in witiat?” Participants’ explanations
ranged from the philosophical and spiritual to phactical, with Faye, Vicky and
Lillian providing exemplars of these perspectiieaye presented a particularly
introspective description of what she meant whensgioke of her “intuition”:

I don’t worry about am | looking — am | praying aib¢his? Where’'s my
intuition coming from? But that kind of just trying get quiet and find the
right answer not just by scientific data but byimsgkit all in and kind of
breathing deeply about it for awhile is just —gute the decision will
come to me sometime when I'm bicycling or out dosegnething.

Vicky’s expanded on her phrase “gut feeling” anglaied, “I'd like to say that
it's that element of common sense. | believe itélaments of God speaking to
us, absolutely.” And Lillian, who reported that shas guided by “common
sense,” demonstrated a utilitarian perspective vdhnenexplained, “when | get
information and it comes that side and that sidey 1o find the happy medium. |
use my common sense.” Lillian further illustratadstapproach by noting that
since some studies suggest drinking red wine dmet®suggest “you shouldn’t,”
she resolved this dilemma by drinking half a glafs&ine. This practical
expression of intrapersonal knowledge was also aseztcasion when Lillian

was uncomfortable with prescribed medication.
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Intrapersonal knowledge had instrumental valuevimmen — it played a
substantial role in guiding actions. “That’s theedhing that I've really learned is
that, when my gut somehow is telling me that someth a bit off, then | really
need to stop and examine that” (Nicole). Dana veaiqularly adamant about the
role of this information source in guiding her ates. When she described her
online information searching, for example, she axyd that she decided the
relevance of information based on “my gut.” Sheeddhat the source of the web
page “makes no difference to me because, you kifidws something that |
already believe, it doesn’t matter to me. I'm lawkifor something that agrees
with what | believe. And if it doesn'’t, | just sqrat.”

Other women indicated that intrapersonal knowlegigded the
evaluation of other information and information sms. When confronted by
conflicting media coverage of a health issue, f@meple, many women turned to
internal information sources for guidance. Anita &ylvia both stated that they
would rely on intrapersonal information sources waild potentially act on
information which “makes sense to me.” Jill expresly described how she
would develop and draw on her internal informasonrces in order to make
sense of the contrasting information presenteereticitation articles:

There’s also stuff that if you care to listen ardulisten to your own body
and your children, and making your own assessnmeim¢iie too. | think
you gain a little bit of a — knowledge, you know,make a wise decision
about [a] headline like this and know, ‘OK thigyisod information. This
is obviously not very in-depth or hasn’t been neatudied.” Right? . . ..
Because it doesn'’t bring trust to me even withiteadline.

The notion that women draw on intrapersonal infdaromasources as they
navigate information about menopause managemenstnagyly supported by
interviews with HPs. Gail observed, “When we’r&kilay) about what treatment,
we have to consider what your personal beliefsvahges are.” And Sonya noted,
“It takes such a skilled practitioner to allow thathat patient value preference to
dominate and not get frustrated. . . . but if aguétdoesn’t own it, it won’t
happen.” HPs manner of dealing with the authoritywvapersonal knowledge,
however, varied. Some accepted the influence sfkhowledge source but

perceived the authority as misplaced if it conflctvith biomedical authority.
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Gail for example, acknowledged the influence ospagl beliefs and values, but
added “It also is, if they’ve got a misconceptiarirdormation, it's straightening
that out.” Francis also exemplifies this perspexti¥f she strongly believes in
something, I'm not going to change her. To chargebelief. Except — except tell
her — telling her my point of view. In other wordsay what — this is what I've
learned in medicine and this is what the reseaixleling me.” Other HPs were
non-judgmental in accepting the authority of ineegmnal information sources.
Denise exemplifies this perspective: “There is #rabf being able to know your
patient, interpret what they say in the contextheir whole life and their set of
values. And what may be the best treatment for theay not be the best
treatment for patient B with the same basic medgicablem.” One HP discussed
how beliefs influence both patients and HPs:

Sometimes education doesn’t change [women’s] vadndsbeliefs. Like

they still have those with that. So | think thearalde is that, like | know |

have to have some beliefs myself and | understaaickhat's my belief. . .

. It's all belief even though when you look at exide. You're putting

your own belief into that evidence, right? . It's my interpretation of

that evidence. I still believe that, right? And sddy else could say it in

a different way and believe it in a different w&ght? . . . And so that’s

why | still think I'm — even in providing that infanation, I'm still

providing in my belief. (Yvonne)

Findings related to participants’ perceptions asel of intrapersonal
information sources can be supported by pockélitecditure in a range of
disciplines. For example, intuition as a sourcauthoritative knowledge for
midwives is described as “emerg[ing] out of [mides/] own inner
connectedness to the deepest bodily and spiriyedcas of their being, as well as
out of their physical and psychic connections” (B&loyd and Davis 1996, 260).
And, an exploration based on Aristotle’s theoryiofue describes character as
being related to personal enduring traits: “théuates, sensibilities and beliefs
that affect how a person sees, acts and indees! [{#erman 1991, 1). The only
article which, to my knowledge, directly discussgsapersonal knowledge
focuses on the types of knowledge accessed by dagnipachers. Intrapersonal
knowledge is described as consisting of “refleiaethics and dispositions”

(Collinson 1996, 1). When patrticipants in this emtrstudy were questioned
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about the meaning of intrapersonal information sesirtheir answers reflected
something of the inner connectedness describedidhyiues, the enduring traits
emerging from Aritotle’s theory of virtue, and tblearacteristics brought forward
by Collinson (1996) — all of which influenced howarpicipants viewed uncertain
health information, and how they made decisionsiahealth management.
Furthermore, these intrapersonal information saufaeilitated the construction
of individual authority (McKenzie 2003a). Basedinformation drawn
consciously or unconsciously from their own beliefslues, life-long and bodily
experiences, dispositions and reflections, paditip constructed themselves as
cognitive authorities and in many cases used tht#ioaity to challenge

biomedical authority.

5.4 The internet

As noted previously (section 4.2.2) every womathastudy identified
the internet as an important source of health médron. This finding is
supported by researchers who have identified wanegneen the ages of 30 and
65 as being the demographic most likely to loothwinternet for health
information (Fox and Rainie 2002) Although its ionfance varied, participants
presented online information searching as partadfrdinuum of information
gathering which was situated within their everytifeycontexts. A few women
inserted caveats in their discussion of onlinethgaformation behaviour. Jane
provided a typical example of this small group wikbe acknowledged that she
used the internet for health information seeking,ddso said, “I am not 100%
comfortable or confident with the internet as arsewf information.” For the
vast majority of participants online heath inforroatseeking was an
unremarkable part of information seeking which wetricably linked with
their offline health IB and their everyday expederof health. Table 4.3, for
example, provides a glimpse into women'’s reportestegies for seeking
information about a health concern and it demotestréne seamless integration of

the internet with other information sources. Rosdyemplifies the seamless
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integration of information sources, including théernet: “I had magazines,
books, the internet, listened to other people, i@y had gone through, what
they'd tried to help themselves at that point.” dé¢he internet was pervasive
and fulfilled a range of purposes for participattgrovided initial introductory
information, facilitated deeper exploration of ldbpics, confirmed information
provided by other sources, provided alternativatsgies for health management,
and allowed women to explore health informatiothetr own pace and to the
level of detail which they desired.

Furthermore, women explicitly valued the interagta source of health
information. Some women enjoyed the access tonmition and the ability to
explore health topics which were of general interégust like to know sort of
the ins and outs of things, [that] is why | woubek things up [on the internet]”
(Pat). Consistent with Im et al.’s (2007) findingscess to information provided
by the internet was also valued by the many paditis who perceived that they
were receiving inadequate information from HPs.da pevided an exemplary
example of comments from these participants: “Avat’s when | started to
research stuff on the computer because | didnikthivas getting medical help.”
Women also valued this source because they fourabit to use and available at
their moment of need: “I find it's usually just ga$Something will trigger
something and it's ‘oh, I'll just quickly [checkehinternet] — you know” (Dale).
A further reason for valuing the internet was tleecpption that it provides
current information: “I like to search for thingsdastuff and the internet is always
constantly being updated. . . . | definitely ththlat it's [medical knowledge]
always kind of evolving, Yeah. And that's why Itkithe internet is the easiest
place to go that has the latest” (Camille).

The internet emerged not only as a hybrid infororatiource in the sense
of containing both formal (for example, informatiabhout menopause posted on
the Mayo Clinic website) and informal (for examptggeractive discussion lists)
health information (Warner and Procaccino 2004) dauticipants drew attention
to other hybrid qualities of this source. Quaniti&aevaluation of information

sources used by women when seeking informationtanenopause frequently
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separates sources along artificially distinct lifés example, Warner and
Procaccino (2004) asked women to identify, frommaviged list, the ways in
which they were likely to find information aboutdih care (this list included
websites, newspapers, books, magazines, peopleéheittame health concerns,
and group discussions). Participants in the custrdy, however, did not
necessarily see the distinctions between theseaaubana, for example, talked
about extensive “reading” as a means of gathergadtih information. She
included in this category information she gathdreth libraries, book stores and
the internet. This notion of juxtaposing informati®eeking from books and from
the internet was expressed by other women. Beyeolyided a typical comment:
“I usually either go to books or the internet tadfiout information.” In addition,
the interactive nature of the internet merged mgeand interpersonal sources.
Gwen, for example, noted that she occasionallyivedeemails which contained
heath information and Paula looked online for peasanformation in the form of
“testimonials from individuals that have been infeddy that medication or by
that herb that they're using.”

In this study, the internet emerged as an evergdaynormal part of
health information seeking. Findings therefore supp recent assertion that
exploration of online information seeking “mustdmechored within the everyday
and offline context of individual’s health” (Kivit83009, 685). In the following
paragraphs, three themes which emerged from tleewdtitoe briefly highlighted:
the influence of online heath information, the alomen placed on the
credibility of online information, and typical seaing strategies reported by
participants. This will be followed by discussioinHPs’ perceptions of women’s

online health information seeking.

5.4.1 The influence of online health information

Information derived from online sources had a vel influence on
participants: it added to women’s knowledge antliericed their approaches to

health management. As discussed in previous sactionmany women the
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internet was a means of normalizing their expeger(see section 4.3.1.3), or
addressing uncertainties about menopause assdie (see section 4.4.1). For
many participants, the internet became a diagntstic Camille’s reported
approach was representative: “| would just plugiymsymptoms or whatever and,
you know, kind of self-diagnose.” And Laura prowide more detailed account of
this approach: “So then | go, and on the interngays what the symptoms are.
And I'm thinking ‘Oh, | have a few of those.” Antién | go to [my doctor], and |
say ‘Well, | either have irritable bowel syndronrel hlave colon cancer, or | have

— celiac disease.” During a discussion of womentsrnet use, one of the
interviewed HPs confirmed that this approach teneninformation seeking has
recently become evident: “Whereas people might fanreerly presented with a
symptom like ‘I'm having headaches.” Now they’llne and say, ‘I think | have
a brain tumor™ (Clare). Online information seekialgo influenced women’s
approach to treatment decisions. Jane describegiagrto a particular treatment
regime because it was confirmed by informationfski@d online, and Sue
provided the most decisive example of influencee ®as concerned about a
prescribed medication. Exploration of online soarseggested that there “wasn’t
a lot of positive things about [the medication]dnsequently, and without
consultation with her physician, Sue discontinudeglrhedication. While this latter
action was, in Sue’s specific situation, deemedrudent at a later point in time,
a report from the Center for Studying Health Sys@mange found, “Consumers
who actively researched health concerns widelyntedgositive impacts: More
than half said the information changed their ovexpproach to maintaining their
health, and four in five said that the informatleiped them to better understand
how to treat an illness or condition” (Tu and Col2608, 1).

Prior to the early publication of WHI results, gy compliance’
discourse was evident in the medical literatureedical publications emphasized
that women’s poor continuance with HT (both uptakd adherence to therapy)
was a major barrier in the medical management ofopause (Genuis 2004b).
Following the WHI, a discourse shift towards thepemerment of women and

shared decision making (SDM) in the face of undetysbecame evident in the
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medical literaturedf. Légaré and Brouillette 2009; Salkovskis and Ra&#s1). It

is relevant to note that this shift coincided wattime during which the number of
internet users grew and broadband connectionsii®aanormal fixture in North
American homes (Fox 2006). Findings from the curstndy indeed demonstrate
that the vast majority of this sample of women fron@ urban North American
setting viewed the internet as an everyday roigmece of heath information.
The ‘normalness’ of this information source and phesumption that women are
independently seeking health information and tiltssinpowered as partners in
SDM is demonstrated by the comments of interviett®d. For example, Wanda
observed: “[Women] are pretty well informed. Thelahe will come in and not
know anything but that’s not the norm. Most peagie more educated, | find
today, as opposed to say 20 years ago — 20 te@5 yago. In a way education
seems to be out there more, so it could be pdrdlyriternet that there’s so much
information available to people today.” And Erinsebved that women who come
to her on self-initiated health management regifoesd guiding information

“mostly off the internet.”

5.4.2 Credibility and online information

Although consumer health literacy has been raisesl@ncern in the
literature (for example, (Hanif et al. 2009), finds demonstrated that the vast
majority of women in this sample were aware thabsites presented different
perspectives, and that theedibility of online sources varies. Dale, for example,
explained, “I know that Mayo Clinic had a lot ofanmation on different topics. |
try and go for — I don’t know if they're the mostputable but I've heard of them.
... I don’t just go with ‘Martha’s Witchcraft’ ahstuff like that. | try and go with
what | feel are reliable sources.” In fact, the onigdy of women identified some
assessment criteria which they applied when saaydbr online health
information. Some participants explicitly expresseggareference for information
from the hospital websites, professional organizetior consumer health

associations (for example Christy, Faye, and Jame) most women associated
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authority with known origins or authorship. Nicde&omment exemplifies this
theme: “l just tend to try to find out who is magithe website? What is their
agenda? Is this a pharmaceutical company?” Nicgleéstions draw attention to
an additional theme which was evident in the datanen tended to reject online
sources where ties to industry or commercial irstisrevere evident. Laura, for
example, indicated that if she came across a wehsiich was “just
advertisements for drugs,” she would move on tdlarcsite. And Muriel
similarly commented, “A lot of the things you get an Google are sponsored by
ones that have an interest, | guess. Yeah, likgpanms or something that might
have an interest, and you're looking at that $ifeend to avoid those sites.” This
theme supports earlier findings. Wikgren (2001),eéwample, found that online
discussion group participants rejected commerciaiignted sites as these sites
were perceived to lack credibility; and Ginmanle{2003) found that even when
diabetics were unaware of existing quality critéaaonline health information,
they unconsciously applied quality assessmentrizitelated to document
authorship, age and information presentation style.

For some participants the uncertain authority térimet information
produced ambiguous responses. Pat’'s commentsaliedtthis phenomenon.
Early in her interview Pat said that she tendegktlp on formal sources for health
information and she stated, “I don’t trust muchta information on the net
because it's — there’s so much there and it's &apyt there — that to me, it's not
really a reliable resource.” Later in the intervidwwever, Pat related that she
used the internet to confirm information from haggician: “I will look [my
medication] up on the internet and see, you kntweck several sources to make
sure I'm getting kind of reasonable information.”

It must be noted that credibility assessment esteel to the type of
knowledge which is desired and, therefore, to #keviance of posted material to
the individual information seeker. Interview dag¢aealed that a small proportion
of participants sought access to experiential kedg via the internet. “l also
read all the people that, you know, write in thenoments there. That have some —

you know from the two year old to 11, to 24, toemtleman who was 78. Like,

165



what were some of their main symptoms?” (Jill).tiegrants in this study
primarily reported using the internet for gatherorgenting or factual information
as opposed to networking; they were more likelsefmort gathering experiential
knowledge from interpersonal information sources.

Jill's preceding quotation draws attention to thsuie ofelevance While
concerns about health information literacy tentbtus on quality and reliability
of online health informatiorct. Hanif et al. 2009; Pérez-Lopez and Pérez
Roncero 2006), little attention is given to theex@nce of information (Marton
2003). This concept is closely related to the candéthe individual information
seeker (Saracevic 2007) and places value on worpenceptions of information
usefulness. For example, Lisa explained, “If | findery very interesting, I'l
keep drilling down. Until I've exhausted what Itkiare most avenues. You
never get them all. But most — that I've satisfiegd answer that I'm looking for.”
The pervasive and ongoing use of the internet byogaants and the satisfaction
with retrieved information suggests that healtloinfation found online was
relevant to the needs of women seeking informadioout the menopause

transition.

5.4.3 Online searching strateqgies

Participants mentioned a range of approacheslioeosearching. While
some women favoured specific websites (Irene,Xan®le, relied on the Mayo
Clinic website — it was recommended by a trustecaH&® she was very satisfied
with retrieved information), search strategy fae thast majority of participants
focused on utilizing the Google search engine. Bagtative quotations include:
“I am just a Google doer” (Camille), and “I Googl#d(Lillian). Only one
participant indirectly acknowledged other searctimes. In response to a
guestion about the specifics of online searchireyddly responded, “Google. A
search engine of some sort.” This ubiquitous ugé@fGoogle search engine is
consistent with the overall use of Google by theegal population at the time

interviews were being conducted (SearchEngineWsttdth 2009).
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Consistent with studies focusing on search stratEgy 2006; Renahy
and Chauvin 2006), women tended to explore theféis links provided by the
search engine and to then use hyperlinks from tivebesites to explore other
online sources. Exemplar comments by study pasdtitginclude the following:
Hazel explained that she looked at the top onevorrésults from a Google
search, “The one, the top two that | go to. Thaselze internet ones | go [to];”
Beverly focused on the abbreviated captions pravimiethe Google search, “As
far as opening up, what do | open? Totally randdda,what strikes me in the
little caption right there;” and Thea said, “If b@gle something. . . then there
might be another subject or topic [tangential ® dhiginal topic] that hey, that’s
sort of like what I'm looking for.” In the same walyat women habitually
gathered health information from multiple sourcgse(section 4.2.2), participants
tended to gather and compare information from mplaltiebsites: “l tend to use
several and collect that information and then somest | print it out and compare
them and have a look” (Muriel); and “I spent hoansthe computer reading them
all and sifting through the information and findiogmmon denominators that
this was a symptom and this could possibly be gxéym of menopause, right?”
(Roslyn). Findings from this study support Renahg &hauvin’s (2006)
observation: “Consumers also seem to appreciatpdb&bility of checking and

comparing information on different websites” (267).

5.4.4 HPs perceptions of women’s online health infimation seeking

Interviewed HPs confirmed that the internet wagiwvg@sive source of
health information for women experiencing the menge transition. HPs
tended, however, to express concern about theehaisated by the mix of health
information available online: “I know a lot of pdepwill explore a lot of things
on the internet. And I think — | mean, they get@daaformation. They get bad
information on the internet. So that’s a challefageus as physicians or as
healthcare providers” (Clare); and “People are aliimg) the internet a lot and

like they don’t seem to go into an encyclopaedk& the Home Encyclopaedia of
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Medicine. They generally seem to go to the interétich is in some ways
unfortunate because sometimes they get reallyadkt Whereas if they'd stuck
with the medical book for home use, sometimes theyldn’t get so far out in

left field” (Mark). Many HPs favoured the use ofdpital or association websites
(for example Gail). Although HPs did not necesgardve personal familiarity
with these websites, they appeared to view thesess as ‘safe’ because of their
‘branding.” Renee’s comments exemplify this premtjeerspective: “I try to get
[women] to stick to really orthodox sources — l&@ything that has got ‘org’ or
dot ‘edu.’ You know, for the American sources. Besmal am — there’s so much
nutty stuff out there that it's — I really wouldger people not to use them. | refer
people to the Canadian Medical Association welasitéto Mayo Clinic.”
Although HPs working in menopause clinics provigemimen with a handout
listing suggested websites, Renee, like many ottmemunity based HPs, did not
address internet use for health information seelirigss it was brought up by
patients. Two HPs said that they had occasionahgegnline to check the
information their patients were bringing to thema( and Denise). However,
consistent with Hanif et al.’s (2009) findings, @nmber of the HPs explicitly
noted that they were reluctant to recommend inteesources because of their
own lack of familiarity with this medium (for exangpWanda and Clare).
Although HPs tended to view the internet as a soofgotentially distracting or
conflicting information, the literature suggestattbnline health information
seeking has the potential to facilitate patientagy@gnent in health management
and health promotion, and thus “contribute posiyive health outcomes” (Hong
2008, 587).

5.5 The media as an information source

Findings from this current study supported previmsearch suggesting
that the mass media is an important source ofnmédion for women in the
menopause transition (see section 2.1.3). Furthesnfiadings provided a

glimpse of how women experienced media informateated to the menopause

168



transition, and how those experiences influence thiermation behaviour.
Although the internet was a prominent source fotigigants who weractively
searching for information related to menopause, aromere more likely to
gather health information from the media (includiakpvision, radio, and printed
magazines and newspapers) through incidental irdfoom encounters or when
scanning or monitoring media as a part of everydayine media use. These
latter approaches were not surprising given théh@se mediums users cannot
effectively limit content to their personal intetesMonica, for example, noted, I
stumble across them [media ‘shows’ related to h¢dltdon’t search them out.”
And Beverly said she picked up health informatidrew “reading the odd thing
in a magazine at the doctor’s office. . . . Adthit in the paper. We don't get that
[the newspaper] a lot either. And the odd thing gea in the news.” Women who
monitored the media on a regular basis (for exapm@e/spaper reading or
television news watching) reported that they wdillely notice health
information. In fact, women presumed that they widudar about new health
breakthroughs or discoveries through the mediaisGfs comment exemplifies
this view: “Let’s presume that there was a chamgéiabetes information that
suddenly appeared. | would probably hear abouttkinatigh the media.”

Primary themes which emerged from the data follpavticipants valued
the media as a means of providing access to heétmation; however, women
also expressed concerns about media dissemindtlwatih information.
Furthermore, participants expressed concern abeditantreditability and some
demonstrated familiarity with issues related tolteand media literacy. Finally,
discussion by HPs and women of the disseminationesfopause information by
Oprah on her television show will be used to higilithe divergent views of

media-mediated health information which are heldH®s and women.

5.5.1 Media as a means of facilitating awareness

While some patrticipants talked about their expe@snwvith media-

mediated health information in the narrative portid the interviews, all of the
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women discussed media supplied health informatiibiinvthe context of the
elicitation articles. Data revealed that women \@evhe media as an important
awareness tooln other words, women did not view the media ageans of in-
depth exploration of health topics; rather, medss walued because it provided
an overview of new or timely information and be@usmpowered women by
making them aware of potentially useful informat{@owell, Collins, and
Martinez 2009). Cherri’s reflections during thecghtion portion of the interview
exemplify the perspective of many participants wheaved the media as an
awareness tool. “l think it's a good thing [healtformation in the media].
People who want to know have the choice to looklatever is available.”
Thea’s view also exemplified the perspective of med an awareness tool:

People can choose to read it or not read it depgngion their own
situation. So I'm thinking it's the person himsd#.this going to help you
today? Or is this going to help me? Is this gombelp someone else? It
probably would help one of us. One out of the 1 thad it will read it
and get something. The rest of us may not evenitéalt day. It's still

there. . . . | think information on any level shibble out there. Whether or
not we choose to grab it that day is all about v8hgaing on with your
body.

Other observations included: “It's good becausefewere aware, right? And at
least then you’re putting the ball in — so thig josts the ball in my court”
(Joyce); and “I think it brings your attention teetsubject” (Sue).

In addition to the theme of media as an awarerm@gsrhany women
noted that media-communicated health informatiowexkas a ‘springboard’ for
further information seeking. Quotations illustratitnis theme were evident in
women’s responses to elicitation articles: “It [#litation article] would be a
jumping off point. . . . | would probably go andatethe original article”
(Christy); and, “I would take it seriously. | woudither start taking — I might
even go out and buy Vitamin D at this point. if.|.had a doctor’s appointment
coming up soon, | might raise that or check intwat br see if there’'s any
contrasting information (Faye).”

The media was also viewed as a means of removimgisato health

information. Gwen, for example, suggested that eitlthe media, people may
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not have learned about the dangers of thalidoniidears ago they had
thalidomide. You know? That's a really big one d@rthat hadn’'t come out in the
media, would people have known about it? Might Hasten hidden. . . . So
research is important. The findings, | believe,chieebe publicized.” Whether
Gwen’s specific knowledge of this medical tragedysweorrect or not, the story
she related demonstrated that she viewed the rasdianeans of revealing
potentially “hidden” health information which, Gwenggested, should be
available to the consumer. Nicole also alludedh&rhedia as a means of
ensuring that health information is not privilegetbrmation: “Information is
supposed to be freely available. So | mean to 8tart, honing in and saying,
‘No, only the elite, only those qualified. . . wilhve a look at this. And if they
deem it necessary for you to know, you will be mfed.” Doesn’t sit well with
me.” Vicky experienced the media as an informasioarce which broke barriers
of ignorance and made people aware of choices fitrcing people to look at
their lifestyle choices. . . . It's forcing us te bware that there’s alternative
sources of information.” Similarly, Paula refertedthe media as a means of
bringing information to large numbers of people whight otherwise be
uninformed: “Because the power of the media, youreach more people. You
can give them the information. . . . You can biiingut to millions of people by
using the media.”

The notion that the media, in its role as an awess tool, educates
consumers and facilitates access to informatiorchvhight otherwise be
privileged was prominent in the data. This notissupported by published
studies which suggest that the media (includingrternet) allows consumers to
be more active participants in health decision mgkKlein-Fedyshin 2002;
Macias, Lewis, and Shankar 2004; Warner and Praua@004), involvement
which the current participants took for grantedsd,ifor example, said, “I believe
the information should be put out there but | dbeve that people have to take it
upon themselves to research that information aswh lvho is behind it, why it
was put out there, and . . . be more responsiblthé&r health care rather than just

going to a doctor and trusting them.” Lisa’s comiseadraw attention to an
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additional theme which emerged from the data: wosnegsponsibility for
exploring beyond media-provided health informatiorder to effectively use
that information for decision making. Anita’s asg®r is typical of participants’
observations about responsibility following medaaifitated awareness: “It's a
good thing. Then you have to do your homework. dBlewise noted, “I think
it's good that there’s more out there becausenkthiwant people to have to sort
through it for themselves. . . . | don't want somé¥ else sorting through it for
me and saying, ‘Read this but don’t read this.’ I§edittle bit totalitarian.”
Women’s comments focused primarily on consumeraesipility for exploring
information initially encountered in the media; hewer, media accountability
when reporting health information emerged as a ntimeme: “These headlines
grab people. So | think it's really — they just bae be careful how they do it”
(Joyce); and, “Maybe the people that are doingeperting are going to have to
be much more disciplined. | don’t know, we can’htrol them. | mean we don't

want to have censorship or anything” (Jane).

5.5.2 Concerns about media dissemination of healthformation

Despite the value women placed on the media agvareaess tool,
concerns about media-mediated health informatioerged as women talked
about their experience with this information souiearticipants were likely,
however, to position their concerns as somethinighvimight impacbther
people. Three examples of this positioning follow:

Pat “I think it [the media] has its dark side thoughd there’s a lot of, |
don’t know lots, some people I'm sure, who taki@éalth information in
the media] too seriously and apply it too broadgrhaps, to themselves
and those around them.”

Nicole “Because | think you're going to get an awful &b people who
are going to go and — | was going to say, “Go lodf deep end’ — but, go
into almost cult like camps and follow various neediar physicians
etcetera. Or naturopaths, or health gurus of ang, lgize, shape and
description, off into areas that may be very detntal for them. And how
that gets regulated or what gets dealt with — ltdarow.”

Dale: “There’s a lot of people that don’t seek mediwalp unless they're
dying. You know, they’re not proactive in their ltbacare. They're
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reactive. So this [health information in the medraght be the only way
some people get any kind of information.”

As with internet information sources, a primaryrtfgewas participants’
concern with respect to the credibility of the imf@tion they read or heard in the
media. This was patrticularly evident during theidition portion of the
interview. Although some women accepted the adiakeed in the elicitation
exercise as information from the news source i(¢eié was demonstrated by
discussion of the information in the articles witheeference to origins beyond
the media source), many women wondered where hi@&titmation in the media
originated and whether there were hidden motivatieehind published
information. Lillian, for example, noted with suige that despite the conflicting
information, the elicitation articles all origingté&rom the Canadian Broadcasting
Corporation (CBC): “Now this is CBC and this isls@aCBC [surprised tone of
voice when noting that the dissenting article wlae £BC in origin]. But the
news, who puts the information into the news?You want to find out who
disseminates the information.” And Cherri’'s concabout the “agenda” of media
communications was also representative of conepeessed by participants: “I
always take what | read in the newspaper with angrbsalt. Sometimes they
have an agenda that they are promoting. . . . Aed you have to find out who's
funding the TV show. Is it being funded by a phaceadical company? And are
they pushing their product? That's a question | Mdwave — also, perhaps
magazines” (Cherri).

Although women expressed concerns about healtiniafoon in the
media, analysis suggests that the majority of gigeints appreciated the critical
importance of health and media literacy skills]Judang the ability to read,
understand and apply health information to one’s situation (Ad Hoc
Committee on Health Literacy 1999) and the abtlityanalyse and evaluate
media-mediated information (Livingstone 2004). Tappreciation was
demonstrated by women as they read and soughtke samse of the elicitation
articles: “I'm looking and I'm thinking, ‘Okay. Fury. Randomized, double blind

placebo controlled study, 36ousandvomen compared to 50. | would end up
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taking a little closer look” (Vicky); “I'm trying® decide on like what group of
people are the? How many people” (Laura); and prabably look . . . decide if,
you know, if the objects of the study were the salfraey were truly studying

the same thing. Or is this just a little excertttbomebody pulled out of, you
know, out of context” (Pat). Although the women dit necessarily know how

to apply the information to their own situatiorfseit comments demonstrated that
they understood the importance of correctly intetipg study details in order to
effectively use the information communicated in thedia.

5.5.3 Perspectives on media influence: Oprah asufitration

While women viewed the media as a valuable awasetoed and, at the
same time, expressed concerns about this medians@asrce of health
information, HPs primarily expressed concern aboedia-communicated health
information and about the influence of this infotirma on women. Only a few
HPs made minor reference to the role of the mesl@neawareness tool.
Representative observations from HPs include theviong: “I think it's great
that we have all this access to information thel8syears in the media with — in
regards to our own health. But | think sometimeswe hear what we want to
hear too, right?” (Connie); and, “Certainly moremen are coming forward and
looking for help with symptoms because they’re anhat it's not all in their
head” (Amy). The majority of comments about mediedmted menopause
information, however, expressed concern aboutiggdium as a source of health
information. Renee, for example, highlighted thiniate of fear” created by the
media: “It scares people half to death. Mostly tfieg media] report negative
things because that makes news.” And Francis ex@dabe view that consumers
should be protected from the confusion sometimaseaxdby media publication of
new research findings:

They’ve gone a little bit too far. And especiallj@n they talk about the
new research. Quite often that research they’kénglabout it — it may be
the first phase. . . . Of course, they say, "Wall, the public should

know.’ But, the public should know? Wait until ybave a more and more
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valid reason to publish it. It's not ‘The publicahd know and just
period.’ . .. If you are going to do that, andiyare really — you have the
heart of these people that you want to help themrybody and give them
optimism, etcetera etcetera, for heaven’s sak#,uméll you actually, for
sure, have a valid reason to do that.

In this quotation, Francis directly challenged tind¢ion that the media has a valid
role to play in raising awareness about medicaldsand suggested that (1)
women should be sheltered from information whiclyina unsettling, and (2)
there should be a “valid reason” beyond informirgew publishing medical
information in the media. While these comments mighconsidered outdated in
light of the realities of the internet age, thesoateflect the view that medical
information is privileged information which shoudé optimally communicated
by biomedical authorities.

The struggle to maintain biomedical authority itinae of pervasive
information availability both via the internet atige media was typified in this
data by reports related to Oprah’s menopause-tetatevision feature. In
January 2009, this celebrity talk show host featuliecussion of menopause, HT,
and bioidentical HT (Kosova 2009). While the Whdis been viewed as the
pivotal event in the history of HT prescribing (Exson et al. 2004), the
dissemination of health information by Oprah on teéevision show was noted
by HPs in this current study as having a greatgachon women: “There weren’t
as many phone calls, so that was 2002 aroundabaihere has been since the
Oprah show. . . . Like her show aired on Janualy Of the 18 we started to
get a flood of calls and we didn’t know this shoadthappened, right?” (Sonya).
Exploration of comments and reflections on Oprajhlght the divergent views
on media-communicated health information which wepressed by women and
HPs

Women'’s discussion of Oprah and her influence waitdd to
approximately one third of study participants, wstime women positioning
Oprah as a valuable source of menopause informatidrother women
expressing disinterest or concern about Oprahlgente. A common theme for

women who valued Oprah’s information on menopause the personal
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connection with the experiences of other women e show fostered: “I just
felt a little bit better in knowing that the wom#rat were on that show went
through the same thing | did where they weren'tiggtinformation and they had
a long wait to get any” (Thea). Anita’s commentsoaéxemplified this theme:

I don’t watch much television, unfortunately, buemember watching it
sometimes, what is there, the Oprah show. Whenttikyabout women,
menopause, and things like that. . . . when | ssw@m@an that was — has
been treated, but it was like a testimony frombiefore the treatment and
after. And you know, | feel so much like her, | badween through that. So
and | think that tons of people going through thms thing, so it makes
you feel better. You're not alone. You’re not cra¥pu can get help if
you want. You have different options. It is so inpat.

Women also noted personal connection with OpraDpfah] was obviously is
going through it so she decided to kind of makeeit mission, | guess, to talk to
women about it, because no one was talking abo8bit found that really
helpful” (Camille). This personal connection higjtited by participants is
supported by the research literature (MarshallRiedaar 2008). These scholars
note that Oprah’s profound influence as a talk shost is fostered by her ability
to move beyond voyeuristic displays to the commation of the message, “you
are not alone” (527). This notion of a personalramion formed with Oprah or
her guests on the show was supported by one ahtrwviewed HPs who sought
to explain Oprah’s influence. “It's woman to womd&a | think this whole sort of
interest in bioidenticals is Oprah: one woman tajkio another woman. Even
though it's an audience of 30 million or whatevut that's just how health
information flows to women, right? So that peempt®er, those sort of face-to-face
conversations” (Sonya).

Women did not, however, universally identify witlp@h. Representative
remarks include: “Oprah’s not somebody that | wdiddghs]. . . you know,
reliable. . . . Oprah’s a charming person but hexer watched her show. Talk
shows are not where | go” (Faye); and “You cho@seeone you trust. You
choose Oprah. . . in this case you take somebodyisvim a sense is packaged to

look trustworthy” (Nicole).
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HPs’ reaction to Oprah’s influence exemplifies tfemeral reaction to
media-mediated health information expressed byiHEss study. Three quarters
of the interviewed HPs commented on Oprah, withntlagority expressing some
surprise at Oprah’s pervasive influence. SonyaRemnke’s observations
exemplified this perspective. “It's the Oprah irdhce. Yeah. Her mentioning
things or sanctioning just — | had no idea howisty@acts the world” (Sonya).
And, “The Oprah thing was huge. | got, | don’t knbew many — maybe a
hundred women that asked me about — ‘What abosiQprah stuff? Can | get
that?’ . ... It's a very rare woman, | find, tliatesn’t know something about it
[bioidentical HT] because of Oprah” (Renee). Strgkconcern was also
expressed by HPs about the influence of Oprah’s/slrtowomen experiencing
the menopause transition and the degree of empaamenvhich Oprah appeared
to impart to women. Representative examples oktleeacerns include: “When
[women] talk about Oprah, right? Oprah is God, wtd&now. . . . The power that
she has. And that she uses it and that she’s emmpdweese women to come.
And some of them ardemandinghe bioidentical hormone business” (Gail); and
“I find the women are even having stronger opinidist maybe because of
things like Oprah, there’s certain things that@uethere that are really selling
and those books that are selling. And they're wtrgng statements that are being
made. More so than before. Really strong” (Yvonne).

While most of the HPs viewed Oprah’s presentatamsia challenge to
biomedical authority and were concerned about ¢timepeting influence of
media-mediated health information, Denise pointedshortcomings imposed by
traditional biomedical authorities:

It's hard when you haven’t seen the show. And lI'oh & big Oprah
watcher. . . . It's hard because we try and stick.t. the more formal
Western medicine — SOCG and our recommendatiorthatreve’re
supposed to follow — sometimes those seem very,hadtind. And that's
not even the right description of — they’re goodrses of information but
quite often they don’t address the issues thatengétting from the media
and from television.

Denise’s observation is supported by scholars vdwe moted that women seek

information from a range of information sources wilgey perceive that their
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needs are not being met through traditional, forsoairces of health information
(Macias, Lewis, and Shankar 2004; Wathen 2006aj)léMboting the pervasive
influence of Oprah (see comment in previous pam@yrakenee’s enthusiasm for
women’s information seeking beyond the traditidmalndaries of medical
knowledge was representative of a very small nurob#re interviewed HPs:
“Patients are becoming more willing to find outf&far themselves. And it's not
always the right stuff. But just taking the stefb®involved in figuring their own
health care out, | find it really good. . . . Anélgple find some information that
sometimes | don’'t know about. And then they brintp ime and | always find it
very interesting.” While information seeking in thest-WHI environment has
clearly encompassed both formal and informal inftron sources, Oprah’s
influence on management of the menopause transitidmparticularly on the
bioidentical HT debate, as demonstrated by finding® this study, provides
support for the view that “information and opiniarstained from the media have

become major determinants in the patterns of degj (Pines 2005, 364).

5.6 Libraries and books as sources of information

Findings from this study suggest that even in tmeent environment of
fast access to consumer health information viarttegnet and ubiquitous
exposure via popular media, libraries and bookewatuable and frequently
mentioned information sources for participants.rR@omen mentioned neither
libraries nor books as they described sources afthenformation. One
participant specifically noted that she did notreary much (“I don't like to read
a lot of stuff. I'm a terrible reader. It's got be in little point form and then | can
understand it”). Although this point was not nolsdthe participant herself, and
she was completely proficient with spoken Englibis woman was one of the
participants who had an accent, which suggesteddtiglish was not her first
language. Another participant reported using bdok&ealth information
behaviour, but specifically noted, “I rarely goadibrary. Small town, so | find

that — yeah. Google and whatever.” All of the remmeg 22 participants
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mentioned utilizing a library and/or books in thgtirests for health information.
Half of these specifically mentioned utilizing resoes at a library. While none of
these participants specifically reported going® ltbrary to use online resources,
a number spoke specifically of using the book$atlibraries. Hazel's comments
exemplified this coupling: “Then | got a book...from the library.”

While some scholars have raised questions abeuttbvance of libraries
and paper documents in an internet agie{'Elia et al. 2002; Gyeszly 2001), a
primary theme which emerged from this data was#tee participants placed on
the library as a trusted starting point for infotioa exploration. Naomi
specifically identified the library as a place &g exploring health information:
“l used to go and visit Dr. [W], and after we wéirgshed, | would go to the
library there [a hospital library]. Right. And théwve a lot of good information
that | would call starting information.” Muriel arbyce’s use of the library also
exemplified this theme. When her doctor was “gqaiiee” that she was not having
menopause symptoms, Muriel convinced her docttré¢aontrary after she
“went to the library and looked it up” and broughét information back to her
doctor. Similarly, when Joyce was told she needepdies she went to the library
to explore information about breast cancer. Whitengn noted or discussed the
pros and cons of other information sources (incigdiPs, interpersonal sources,
internet, and media), libraries were included imvea’s lists of information
sources as a presumed ‘good.’ That is, not a spayticipant either justified her
use of the library as legitimate, nor did any mapant discuss the ‘cons’ of using
this information source.

In the same way, books appeared to represenioa”gdormation source
for women. While some participants noted particblaoks which were
influential as they navigated menopause-relateatmétion (Naomi, for example,
noted the classic bodBur Bodies, Ourselvg®r highlighted their identify as
readers (for example,”l read a lot of books” (Irfgraad “I'm a real book person”
(Sue)), other women listed books as simply onéeir tommon information
sources. As noted previously (see section 5.4)kdwaere commonly coupled

with online information seeking. Anita’s reflectiexemplifies this coupling:
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“For me it’s just gathering all the information thacan through books or the
internet.” In her interview Anita notes the progsiaons of online health
information, but issues such as the credibilityhatship, or currency of health
information derived from books did not draw any coemts. Beyond the implied
‘good’ of using books as information sources, tmesesons for specifically
preferring books were noted by participants. (1)@Whsked about the ideal or
most helpful way in which she would like to lealvoat menopause, Beverly
responded, “I do find something written down isgfiel to me. You can always
go back to it. Either online or in book form, whate” (2) Anita responded to
this same question by saying, “I think reading dboonyself. Because it gives
me more time to think about things.” And (3) Joycevided a reason for
utilizing information from the boolour bodies, Ourselves$l used that book a lot
because it was written by women who’d done a Iaghwiking and talking.”

Although women appeared to accept books as a salicce of health
information, HPs were more discriminating. Yvonnetsnments exemplified the
concerns of many of the interviewed HPs:

But before that [Oprah’s show in February 2009jvats about books.
[Women] picked up a book and some of them, if theydeen along
menopause for a little bit longer, they might haweked up a number of
books. So they’ll come in with their books. Suza&woeners, for example,
has had a number of books that they’ll come intjjvit remember the first
time that she had the first book out. They camaith their book, and
would highlight, you know, things in the book. $ete’s always been
some book. It just changes, the name. . . . Sckygow, people who sell
books or do whatever or kind of promote and mattkeir product the
right way, that often will — women will listen tbat, too. And sometimes
it's hard to change opinions when they've alreadgrbmade with those —
that impression of that resource. Especially # iti print, | think.

Joyce also related an incident where a physiciastipned her use of books as a
source of health information: “[The doctor] saidfhere did you come up with all
these questions?’ And | said, ‘Well, | went to titbeary and | got out some
books.” And he said, ‘Oh, lay books! Oh, God!'....| said, ‘This is the only way

I know to find information.’ | said, ‘I'm not stugdi | didn’t pick up a book from
1921.” In this latter case, the HP questioned titbaity of “lay books” and
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Joyce countered, not by discussing the authorigoasumer health books, but by

offering currency as a measure of source credibilit

5.7 Source consistency as a heuristic measure farcairacy and credibility

As discussed in section 4.2.2 and demonstratddgrcurrent chapter
women gathered and placed value on information frauttiple sources.
Although sources have been explored as separate®int this chapter and in
many cases participants did differentiate betweemces, women also
demonstrated that construction and making sensaasrtain health information
related to the menopause transition involved aggirattion of information from
different sources. Women expressed appreciatiothéorelationships between
information which were established when sourcesctliy or indirectly pointed to
one another (see section 4.2.2.2), and tendeckto warying sources not as
competing, but as enriching knowledge and undedsgtgn Participants valued
multiple sources not only for the different perdpess they offered (this was
made evident by the use of different sources asanmof addressing or fulfilling
different information needs), but data analysissds that participants make
sense of information from multiple sources by conmgaand compiling
information across sources. Muriel, for exampléd saat she based her
evaluation of health information on “cumulativeanmation.” This draws
attention to a prominent theme which emerged frot@rviews with women:
consistency between sources was used as a hewistic confirmed information
accuracy and credibility.

Source consistency was highlighted by women wb&dd for multiple
instances of similar information within a singlep&yof source and by those who
noted similar information as they moved from souwmsource. Lisa, for example,
equated consistency in the information she receiinaged interpersonal sources
with reliable, trustworthy information about heafttanagement: “One of [my
acquaintances] said that they tried this for tttagnother [acquaintance]. And

then they go and try it, come back [and say], ‘#lishat worked.’. . So there’s
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two verifications right there and I'm the third laese | did it and it worked.
That's pretty good. Pretty — then | can trust th&eeking source consistency was
particularly prominent when seeking online inforraatabout this life transition.
Nicole exemplifies those who looked for consisteimcthe information presented
on different websites:

I will look at a variety of sites. So | will lookt & you know university
based sites, or Mayo clinic sites, things sucthas And look at them
with a great deal of care and try and see if athefn are in agreement.
Because sometimes they aren’t. Sometimes theimm#ton is somewhat
different. Or sometimes it's the same informatiaon there’s a slight twist
in the interpretation. So that's one thing | wolddk at.

Faye specifically highlighted her search for “oapping” information sources,
noting not only external formal and informal sowgceut also intra-personal
sources (“what makes sense”). This participantisatize is representative of
those who spoke of consistency across a rangeuofes

I don't just go to the Mayo Clinic site, for exarapl go to the library, |
look at self help books. | go to Audrey’s Bookstdrget sort of lay
people books as well as Mayo Clinic or professigoainal articles. And |
talk to friends. And then | figure out where thiragg overlapping and
what makes sense. . . . Mostly | try to read whensbrt of figuring out —
like in my early fifties, figuring out how | was g to deal with
menopause — read really broadly until | figure-euintil | started to see
overlaps of information, and then | can start sgyi®kay, here’s the
reliable stuff and here’s just the stuff that evengy’s saying.’

Specific response to information consistency vartvever, source
consistency was predominantly viewed by interviewednen as a sign of
credibility. Based on this perceived credibility mven were more likely to feel
like they had achieved a reasonable basis for idacmsaking. Both Gwen and
Sue exemplify this theme, although in Gwen’s casesistency confirmed current
health practices, while Sue was motivated to digooa a current management
strategy. Gwen stated: “[My doctor] said, ‘Takeonan magnesium with Vitamin
D. And that’'s what I've been doing. So this wousdhforce. . . it’'s one more bit
of information that can reinforce the good reasdry we should be taking it.”
Greater consistency in “negative” online information the other hand,

convinced Sue to discontinue a prescribed medita¢ioen prior to consultation
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with her physician: “I had gone on the internet asald about [my medication]
and there wasn't a lot of positive things abouTitere seemed to be more
negative than positive. So | went off of it.”

Data analyses suggest that, for this group of @paints, information
inconsistency served as an indication for continnéarmation seeking. Dale
illustrates this finding: “I try and definitely cev more than one source so | can
compare information as well. One might contradraither; [then I] try and find
another to see what they say.” Jane, provides anettample of inconsistency as
a motivation for ongoing information seeking. Theticipant encountered
inconsistent formal information from HPs. This ledonline information seeking,
the discovery of information which Jane found tacbasistent with information
from one of the HPs, and Jane’s decision to folbm& of the advocated treatment
strategies: “l went to her on Thursday and | saifipally accept that this is what
it is.”

Interviewed HPs confirmed that information consisiewas likely to
facilitate information use and decision making. Arfoy example, noted, “What
we have found on many occasions is that it's héfgiuthe patient to hear a
message from more than one person [more than ohehkiiPthat it takes hearing
it from more than one person before [women] kindyof: know, decide, ‘Oh,
okay, here’s what's happening and it probably wdgddeneficial.” This theme is
also supported in the literature. Brasher (200dr)ekample, notes that although
information can decrease uncertainty by faciligtineaning making,
“information does not need to be ‘correct’ to reelwmcertainty. . . but at some
level it needs to create perceptions of cohere(®&3).

This finding draws attention to the notionprallel evidenceas it relates
to Bradford Hill's revised guidelines for appraigiavidence (Howick, Glasziou
and Aronson 2009). Just as similar (though nottidal) studies may reveal
parallel evidence which improves the strength adence for a given conclusion,
women viewed parallel information as enhancing'shength’ of both formal
and informal menopause-related information. Furtttee, Lankes (2008), in an

exploration of online information seekers’ undensiiag ofcredibility notes,

183



“users are shifting from more traditional “authgtimethods of credibility
determination, where users cede determinationsistetd third parties, to a
“reliability” approach where users seek commoneditand coherence among
multiple information sources” (667). He observélsan authority approach was
as simple as believing that a given news anchamivié a credible answer, then
switching from news station to news station lookiogcommonalities in the
same story is a reliability approach” (680). To kmpwledge, the notion that
source consistency confirms information accuraacy@edibility has not
previously been identified within the studied padidn; however, it has been
identified by scholars exploring students’ IB (Dcii2010; Julien and Barker
2009). This study, therefore, is in itself an exéergf parallel evidence as
described by Howick, Glasziou and Aronson (2009).

While interviewed women reported the wide and flusg of information
sources, these findings confirm Lankes’ (2008) olzg@n that the proliferation
of sources, particularly the internet, has led toudture of information self-
sufficiency” (680) where data consistency has becarmeasure for credibility.
For participants navigating uncertain informatidooat the menopause transition,
source consistency became a heuristic which fatlit the construction of

uncertain health information as credible and thbasis for information use.

5.8 Conclusion

This chapter has illuminated the varied informatsources which women
access as they strive to make sense of uncerfammation about the menopause
transition. Investigation focused on women’s regesrio evolving health
information as presented by HPs, inter- and intggreal sources, the internet,
media, books, and libraries. And finally, the natmf source consistency as a
heuristic measure of accuracy and credibility wasight forward and discussed.
In Chapter 6, the third research question is eggl@s findings related to
women’s self-positioning with respect to informatisources are presented and

discussed.
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CHAPTER 6
RESULTS AND DISCUSSION: SOCIAL POSITIONING
AND DECISION MAKING

While health information behaviour research hasroomly treated
accounts of information seeking as “relatively ubagnous pathway[s] to
actions, beliefs and actual events” (Potter andnéfetl 2001, 200), discourse
analysis suggests that language is a “medium feraantion (Potter 1997, 146)
and that participants’ accounts “produce and bihiédr experience, emotions,
identities and social worlds through dialogue aisg@lrses” (Tuominen, Talja,
and Savolainen 2005, 328-9). Scholars note thatidss/e practices have
constitutive force through which identities are eleped and different subject
positions are generatecf.(Davies and Harré 2001; Given 2002; McKenzie
2002). Furthermore, it is these views of self, gatesl by changing discourses,
which provide the contexts within which people agency by making
choices between contradictory influences (Daviastarré 2001) and by
adopting and/or discarding components of variousaspositions (Given 2002).
In this chapter discourse analysis is used to egglwow people tell stories about
themselves and how they present themselves in téfietherell 2001, 186).
Social positioning theory (Davies and Harré 198én Langenhove and Harré
1994) provides a lens for exploring the ways inchhparticipants position
themselves when encountering, seeking or excharngialgh information, and
how that positioning influences health IB. Cogretauthority, the notion that
cognitive strategies are used to determine andyustormation sources as
authoritative for a given individual (Wilson 1988gs been used in the literature
as a framework for exploring the influence of asvrdnge of sources including
the internet, media and public bioethics commit{@sh 2002; Savolainen
2007b; Kelly 2003). McKenzie (2003a) extended ttoson by exploring how
pregnant women used positioning to construct biooca¢dexperiential and
individual authority. This chapter focuses on treys/in which participants

positioned themselves and formal information sasire@d how they ascribed
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cognitive authority as they described their navayabf uncertain information
about management of the menopause transition.

Data analysis suggests that women positioned tHeessas autonomous,
collaborative and/or dependent information see&atsdecision makers as they
navigated uncertain information about the menopétes&ansition. For the vast
majority of participants, social positioning wasdynic. It changed fluidly during
the interview and was influenced by multiple fastdt is important to note not
only that positioning was dynamic, but that thessifons were nuanced. For
example, while some who positioned themselvessgmoresible for their own
health management viewed input from HPs as undsjrathers who similarly
positioned themselves actively solicited informatitom HPs as a part of their
decision making process. Interview data indicdtas these nuances and the ways
in which women positioned themselves when encoungeseeking or
exchanging information were profoundly influenceddelief structures with
respect to biomedical knowledge. Jill and Chemésratives exemplify the
influence of biomedical beliefs on the way positimpwas expressed in action.
Jill tended to distrust HPs and she positioneddiieas autonomous based on her
underlying belief that medical intervention wasnatural’: “I will go more
towards the natural stuff and try to read and ermfmyself a little bit more
about some of the stuff here, versus going oveetfie see a physician] where
they prescribe something that damages my body guiemore.” Cherri, on the
other hand, established autonomous positioning(¥esponsible for managing
my health. No one else will do it for me. | havedit for myself”), but explicitly
sought biomedical information as part of her infation gathering strategy: “I
would probably see one or two specialists andiggt best information, and ask
them if they can point me to clinical research &sdSo | would read them up,
read them myself.”

In this chapter, each of the positions which emefgem the data
(autonomous, collaborative, and dependent) areoesqh] this is followed by an
examination of factors associated with the dyngmitioning of participants and

by exploration of the dynamic positioning demortstlsby one of the participants
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(Muriel). This more detailed representation of dyi@positioning provides
insight into and exemplifies the fluid positioniagparticipants over the long
term and throughout the menopause transition -r@ mahesive picture of
positioning and changing cognitive authority than ©e provided when
exploring positioning practices in isolation. Tiiuences of evolving socio-
cultural discourses on participants as well asicagibns for shared decision

making (SDM) are also explored.

6.1 Autonomous positioning

A primary theme emerging from the data was thatywaomen presumed
that they were autonomous and self-directed inftionaseekers and decision
makers with respect to the management of the mesepgaansition. This
positioning was expressed in a number of diffevesngs by participants. Women
adopted biomedical language and used metaphorssttigm themselves, they
conjured notions of accountability and control lbggenting themselves as
‘responsible’ for their own health management, tir&y recounted specific
situations where they actively and assertivelyaed health management or
medical investigation and treatment. Monica anddidunstrate positioning
which was established by drawing on biomedical iemgg‘l’'m the one who'’s
taking care of me. . .. I'm the primary caregivévfonica), and “I'm probably
my own general practitioner” (Dana). Personal respality is exemplified by
Christy’s statement: “As far as I'm concerned, fesponsible for my health.”
And other participants asserted autonomy by desgribow they directed their
own health management when they were interactitig MPs. Camille and
Hazel's comments were representative of this petsme “So that’s what | did. |
told her[the doctor] what | wanted to do” (Camille), anthat’s when | insisted,
‘You have to give me an ultrasound because | t&ehdt going away and | am
concerned” (Hazel). It is interesting to note twdibwing the 2002 publication of
WHI findings the medical literature also indicagdiscursive shift in tone

towards women’s empowerment and SDd¥l (égaré and Brouillette 2009;
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Salkovskis and Rees 2004), a change which, peratgacidentally, coincided
with significant growth of internet users (Fox 2006

While some women consistently positioned themsehgeautonomous,
the narrative portions of interviews demonstratext almost all of the
participants who primarily positioned themselves@ltaborative or dependent,
intermittently adopted autonomous positioning. &wmple, a subset of women
expressed autonomous positioning by using or exyeeriing with over-the-
counter products and/or alternative therapies witltonsulting or telling a HP.
With no overt declaration of autonomy and withooy &aovert overtones, these
women demonstrated complete comfort with takingrbmof their health
management in these circumstances. For instanoe aal Irene expressed
preference for and reliance on biomedical authphioyvever, both went to
alternative practitioners as a part of their inigegtons with respect to health
management. In addition, many women who relied Bs fr information about
the menopause transition related that they conetlyrexperimented with non-
prescription health products (for example, Lilleamd Gwen). Indirect
autonomous positioning was also exemplified by Byla participant who also
demonstrated dependent positioning. For examplenvelxplicitly asked how she
viewed her role in managing her health she resphritlguess — | can bring my
issues up to my doctor and have a discussion wntti’ kHHowever, Sylvia
expressed concern about her own ongoing use ofnidTedated that shortly
before the interview, and without consulting heygbian, she had decreased the
frequency with which she took prescribed HT and ibaglun experimenting with
an exercise regime which she hoped would contnoséeere hot flashes.

Consistent with the literature (Davies and Harr@)0participants were
largely unaware of their positioning practices; lewer, data analysis revealed
that when participants were explicitly asked alibetr role in personal health
management, almost every participant expresslytiposd herself as an
autonomous decision maker. This explicit positignaccurred even when
narratives clearly suggested collaborative or ddpehpositioning. Pat and

Gwen’s statements were representative of thisrigmdiWhen asked about primary
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responsibility for personal health, Pat quicklywesed, “Oh, me.” This response
contrasted markedly with Pat’s discussion of infation seeking and decision
making earlier in the interview. For example, Pad helated that if she was
wondering if a health concern warranted a visd tdP, she talked to her doctor’s
receptionist and “they decide if | should come Mhen Gwen was directly
asked how she viewed her role in personal healtragement, she responded:
“To be responsible. To find out the informationeledl.” This assertion contrasted
with Gwen'’s previous statements in which she prilpaiositioned herself as
being the subject of action on the part of HPs:€¥'re all about making you
more self aware. . . they're educating you.” Thastigipant had also noted, “I'm
depending a lot on what my doctor advises.”

A small group of women felt that they were pressluinto assuming
autonomous positioning and directing their own tieadanagement. Unlike
Henwood et al.’s (2003) study where “many pati¢ditd] not want to take
responsibility or seek out information for thems=/(604), these women
engaged in information seeking and in part posétibthemselves as autonomous,
but they also demonstrated ambivalence towardgtstioning. Sue, whose
positioning changed as she dealt with differenjesteof the menopause transition,
exemplifies this ambivalence. For most of her v this participant
positioned herself as an autonomous informatiokesesnd decision maker
(“From the beginning of my menopause, | kind of wasown doctor”).

However, when she was asked how she might idakéiytd learn about health
information, Sue responded:

| wish that it was giveto us when you reach a certain age. . . . What |
have done to kind of look at my own self — | haeag through a lot of
different research, different angles. | think @'ard thing. And | don’t
think a lot of women have that time or that effeotthat's why | think
having — why should all women go through that? Whyhave [a
women’s health centre]? A great facility for uggtmto and then have — be
looked after?

And Thea, who stated, “l can’t wait for someonedtscome and help me — |
think it's just get’er done. Fix it yourself becausobody else is going to fix it,”

yearned for more explicit advice when it came éatment options: “It's a long
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choice after they do tests and they sort of giug Y/ell, we could do this. We
could do this. We could do this. This is the ridlere’s the risk for this one. This
is the risk for this one.” Well, jeez, you know,wre still thinking, ‘I don’t like
any of those risks, okay? What do you think | sdald?™

Women primarily drew on individual authority wheasitioning
themselves as autonomous information seekers amsla@emakers. That is, they
“relied on themselves as cognitive authoritiesngsheir own reasoning, bodies,
or experience as evidence against which to testutieority of another sources”
(McKenzie 2003a, 281-2). A prominent theme in #tigdy was that women
based their autonomous positioning on individuaharity derived from their
position as unique interpreters of their own bodied physical experiences: “No
one knows your body better than you do” (Dale).céogrew on intimate
knowledge of her body and her own reasoning whiger, baving her concerns
dismissed by HPs for many years, she finally asdeatitonomy and insisted on
specific thyroid assessment: “I said, ‘Look, | habethis weight, | should be hot
all the time. | should not be cold with this weight. So finally when | was
almost 40 | went to the doctor and | said, ‘Looldnt a test. | know you can test
for thyroid function.’ | said, ‘I want this test.Paula also exemplifies this
perspective. This participant related her dissatigdn with information from HPs
in the context of two very personal experiencefwéncer. She then justified her
autonomous positioning by stating, “If I'm the leag sceptical, I'm going to
pursue it. It's my body. It's my health.” Womenw@liance on intrapersonal
information sources (see section 5.3) for evalgatwiormation might also be
viewed as a means of asserting individual autharity supporting autonomous
positioning. In the following quotation, for exampNicole drew on individual
authority based both on her physical body and get.” She also uses biomedical
authority to support her position of autonomy.

| brought [the doctor] the book. | said, ‘And yondw, it's written by so-
and-so.” And | mean this guy is editor of you knamgjor major journals.
So we’re not talking about Joe Farmer Brown whadesthe’s going to
have an interest in this area and write a book., Aand [the doctor] was
actually a bit taken a back that | had had thatd Amean he didn’t put up
too much of a fight. But my thing was, okay, | setisat this man is
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coming from, you know, a reasonable motivation. Buthis is my health
and | have to protect it in the way that | feehmportant. And that’s the
one thing that I've really learned is that, when guy somehow is telling
me that something’s a bit off, then | really needtiop and examine that.

‘Positioning’ is a reciprocal concept (Davies anarité 2001) and by
constructing a position of autonomy for themselyasticipants inevitably
constructed a position for HPs. In this study, aatoous positioning with respect
to information behaviour during the menopause ttamsresulted in the
construction of HPs as either ‘trusted guides’rored consultants.” As Faye, for
example, related her experiences during the mersepaansition and her
exploration of HT as a means of managing symptamisd this transition, she
positioned her physician as a trusted guide: “Shwas very helpful for me as a
person. She said, ‘This is the information. It'smgetely your choice.’. . . So |
felt like 1 was engaged with somebody who wouldlygae patient with my own
decision making process and yet was able to kirelasfd up to that still and say,
‘But here are the things that you might gain frat#T].”” Christy’s statement also
exemplified this perspective by positioning the &an expert who should have
provided valuable information: “It's entirely mysgonsibility to know, that
includes querying the physician who should be #ped on the subject.” The
notion that HPs were hired consultants was explicéipresented by Lisa, Dana,
and Nicole: “The doctor is someone that | pay tip Imee” (Lisa); “I contract
things out — to different doctors that | trust” (i29; and, “He [a physician] and |
are no longer in a consultant relationslupt, he served a purpose” (Nicole). In
this latter statement, Nicole alludes to anothenté which emerged from the
data: participants who positioned themselves asnamous (and in some cases,
who positioned themselves as collaborative) tetdedew HPs as dispensable
and replaceable. Comments made early in Nicolé&vrew illuminated this
perspective: “I will easily find another physicidwe can't establish a rapport so
that | can feel like | can actually trust the persmd the information that's
coming from them.” Monica’s comment with respecatphysician who did not
appear to value her input during medical appointsieremplifies this theme: I

dropped him like a hot potato.”
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Some of the HPs reinforced the notion that, forsevomen, they acted
as consultants when providing information to wonmethe menopause transition.
Mark, for example, observed, “I think [women areklzally looking for
information. Yeah, they're consulting me as fandmst’s best for them.” And
Clare noted, “There’s some women who have it glied out and ask you for
hormones or whatever.” While there was a tendeacyiPs to “try to help put
things in perspective” for women (Amy), a perspeeprimarily based on
biomedical authority (see section 6.2), interviewth some of the HPs supported
women’s autonomous positioning. Yvonne, for examgkplained that she saw
her role as trying to “balance” her own beliefs l@lgiving women information
and trying to understand their beliefs. By striviodind “common ground,”
Yvonne suggested that women would then “make thet méormed decision for
themselves. Because | don’t know what that isuldat tell you what is best for
you.” Mark noted that his approach to autonomy wdg influenced by
women’s symptoms:

There’s no hard and fast answer, you know. If [worage] really
distressed and depressed and you know — like lsdate — then you
might have to say, you might have to be more aggress far as your
treatments go. But for basically women who are iogkor something for
symptom relief and being uncomfortable, basicadlthjink just give them
the options and let them make the final say.

While many of the women’s narratives presumed autaus positioning, Sonya
highlighted a challenge which autonomous positigrmiresented to HPs: “It takes
such a skilled practitioner to allow that — thatigrat preference to dominate, and

not get frustrated.”

6.2 Collaborative positioning

Although there was a strong tendency for womeexfaicitly position
themselves as autonomous, a second important teeraeging from the data was
that many women positioned themselves as collalweratformation seekers and
decision makers, with HPs taking reciprocal roes@collaborators. This is in

keeping with previous research, which demonstrfi@swomen seek information
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sharing and active involvement in decision makiBgpgvn et al. 2002), and with
findings discussed in earlier chapters (for examplsection 4.2.2.2 it was noted
that women appreciated when HPs acknowledgedithatlvement in

information seeking by referring them to informatigources). Collaborative
positioning incorporated varying degrees of pertwaesus HP involvement;
however, key elements of collaborative positiorimguded (1) two-way sharing
between women and HPs, and (2) appreciation féeréifit types of knowledge
and cognitive authority. This stands in contraghi‘informed patient discourse’
which is prevalent in consumer health literaturerfitood et al. 2003) and which
predominantly adopts a knowledge transfer modehefway communication,
focuses on ‘patient education,” and is dominatetdibynedical knowledge
(Dixon-Woods 2001).

Participants positioned their information behavias collaborative by
using words such as “equal” (Monica) or “partnepsliLisa) to describe their
relationships with HPs. For example, after Monittped seeing a HP who did
not listen to or act on her input, she “finally fmusomeone who treated me like
an equal.” Collaborative positioning was suppotigahotions of two-way
communication between women and HPs. This was dstmraded by women who
looked to HPs for biomedical expertise but alsdkepaf their own critical
contribution, which focused on the communicatiopeisonal experiences and
contexts. Joyce, for example noted that she had@onsibility to keep track of
how she was feeling, “because [the doctor] has ap af knowing how | feel.”
And Roslyn said that she wanted to understand #dical aspect of health
management, but that she also had a role to pldgafing with lifestyle factors.
A number of women described the two-way of excharmgereen women and
HPs as a “conversation.” Anita exemplified thisgperctive when she described
her relationship with HPs at a menopause clinitidffconversational thing, yeah,
that is important to me. . . . It's not a recepnly. You have to be part, getting
involved and do something — participate.” Latethia interview Anita added,
“You have to be an active participant in the prec&therwise it’s not going to

work.” Although Lisa tended to position herselfaagonomous with respect to

193



information seeking and decision making, collabgeapositioning was evident
when she talked about her two-way interaction &ltbrnative health
practitioners:

| don’t have to do ‘I'm the boss’ with them. .’sita — you’re having a
conversation with, we’re trading information aneéad. They're using my
information to help them with a, get a cause [fonptoms]; and I'm
using their information to say, ‘Yeah, I've tridaet and this is what
happened.’. . . It's a back and forth constantlg.riot an, ‘I'm the doctor
youlisten’ It's an, ‘Okay, well, let’'s work together on #i

When Lisa did seek a traditional physician for bieahre, she positioned the
desired relationship as collaborative: “When I'mrgpto a new doctor, I'm
interviewing them as much as they’re interviewing. iRight? To see if we're a
good fit for each other.” By stating the need fargbod fit for each other,” Lisa
asserts the reciprocal nature of collaborativetmrsng.

Participants who positioned themselves as colldbggerceived that
HPs valued not only biomedical authority but weiking to listen to their
patients and were open to hearing about other eswfinformation. Vicky, for
example, valued a HP who was respectful of a rafgpproaches to health
management: “I don’t want somebody who will disctre fact that | want to use
supplements and that | believe that we have to tmowhat else is in our
systems.” And Joyce highlighted a collaborativatiehship with a physician
who was willing to listen to and act on personal@ans derived from lived
experience:

When | was concerned about blood pressure, she'Saidit’'s not a
problem.’ | said, ‘But I'm concerned.” And she sai@kay, | have a nurse
practitioner. Let me make you an appointment. Véhatdoes is she
comes in and she does three readings. . . | cahatatp if you like.” She
said, ‘I'm not concerned. But if you're concernést;s follow up.’ Bingo.
That's what | want because she’s honouring my cance

Naomi valued the input of HPs and positioned héesetollaborative by defining
an ideal partnership as one in which HPs provifleiation and respect
women’s individual authority as a basis for decismaking:

| think that they should be in partnership with ydhey're not there to
judge you. They're there to — that has to be talgirt out of the equation.
They have to remain unbiased, right? And they hay®ovide you with
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all the information that they have so that you nake the best decision
for yourself. And that's when it becomes a reatmpanship.

Not only were perceptions of two-way communicatmm respect for
different forms of knowledge key features of cotiedttive positioning, women
were also more likely to position themselves atabolrative information seekers
and decision makers if they perceived that HPs k@ positioning them as
collaborators. Roslyn exemplified this when she aslseed how she viewed her
responsibility and role with respect to health nggamaent. She responded, “I
guess | see myself as — or not me, | see the twe ftierself and a HP] like
partners. And | mean, that's the first time I'd ehad that experience. . . . They
[two specific HPs] understood what was going on ey were willing to let me
take part in what was going on. To be an activé@pant in it.” The notion that
women were more likely to position themselves daborative if they perceived
that HPs likewise positioned them as collaboratas supported by an incident
reported by one of the HPs. This HP criticizedbdty-mediated health
information, thus openly devaluing the contributadrthe patient (which had
been derived from an Oprah show). It appeared &sad, result, the patient was
not open to the information presented by the HRs HFP observed, “I'm going to
learn from that and I’'m not going to be so critjdaken. I'll just take out of it the
positive aspects and go from there so that womémemnain open when they're
listening to what [I] have to say.”

When participants encountered HPs who did not fagte-way
information exchange, who did not appear to listear value experiential or
personal knowledge, or who did not view the cliheacounter as a collaborative
endeavour, women were less likely to value the lidical expertise of the HP.
Lillian exemplified this finding when she relatedrrexperiences with one HP.
This participant was reluctant to begin taking prieed medication and instead
was using a natural remedy: “I said, ‘Well, I'm tadf Red Yeast Rice.” And [the
doctor] said, ‘Well, that needs more study. We nibedfacts.’ | said, ‘The facts
are that my cholesterol came down from 9 to 5.&'this situation, the HP

asserted that Lillian’s actions were not basedfaats,” thus drawing on
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knowledge entitlement (Tuominen and Savolainen Y188d asserting biomedical
authority. Lillian responded by asserting indivitlaathority based on her own
experience, and by drawing on biomedical autharftgred by cholesterol
figures. While the HP’s concern for Lillian’s cheicnay be reasonable, his
comments devalued Lillian’s personal knowledgecin@ed two-way
information exchange, and contradicted the prevapetient empowerment’
discourse (Cagle 2002). In light of this HP’s sujusent assertion that Lillian was
“strong minded,” it was not surprising that Lilliaiisregarded the biomedical
expertise which the HP might have offered and naaned autonomous
positioning with respect to her decision to avaidgeribed medication.
Subsequently this participant found a HP who festéwo-way communication
and appeared to view the clinical encounter adlalbmwative endeavour; Lillian
positioned herself as collaborative when she dssaishis latter relationship.
Interviewed HPs acknowledged the importance otbaltative
relationships with women: “I try to be there to dgipeople, facilitate people”
(Wanda), and “Women buy into their treatment arote if it's a partnership
approach” (Connie). While women perceived that eepéial and personal
knowledge was an important contribution in collaiive relationships, many
HPs positioned themselves as authorities who “btéi women (Clare) or “set
them straight” (Gail) with respect to health marmagat. Some HPs explicitly
positioned themselves as authorities; howeveryaisadlso revealed that many
HPs in this sample positioned themselves as caldive but drew on biomedical
knowledge to establish authority. This was demaiestt in interviews by the use
of knowledge entitlement (Tuominen and Savolain@@7). HPs, for example,
used the term “evidence” as a warrant for the flatature of the information
they were communicating: “I'll give [women] inforrtian as far as what
supplements kind of have backing and what onegyréah’t have the evidence to
show that they’re beneficial” (Erin); and, “Our pt&e is based on evidence
based guidelines from the Society of Obstetriceamd Gynaecologists” (Connie).
In this latter example, Connie’s reference to tbei&y of Obstetricians and

Gynaecologistef Canada also illustrates the use of categorylement (Potter
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1996), the notion that practice is trustworthy hesgait is based on guidelines
from a medical society. There were a few HPs, h@newvho did appear to share
women’s view of collaboration and noted the chakenf blending what both
HPs and women brought to the decision making peoc@&sere’s still a definite
art to what we do and that is the melding of yoyrezience and patient
expectation. You can’t make everything in medidoléow a cookie cutter

mould. There is that art of being able to know ypatient, interpret what they

say in the context of their whole life and theit sevalues” (Denise).

6.3 Dependent positioning

Consistent with findings related to pregnant woridoKenzie 2002),
most participants positioned themselves as aatifegmation seekers within their
accounts of navigating changing health informatelated to the menopause
transition. While the majority of women positionggmselves as autonomous or
collaborative information seekers and decision make small number of
accounts positioned women as ‘patients,’ in otherds, as dependent on HPs for
health information. Some participants deferreditortedical authority and clearly
positioned themselves as dependent. Beverly exgetpthis positioning: “When
| get [information] from someone whose specialtthist, | have much more faith
in that. It's not my area of expertise. It may bg anea of interest but that doesn’t
make me trained in how to assess and how to andikeevhether it's, like, how
do you know?” Pat also exemplified this positionwigen she described the
circumstances of her bone density test: “I guessght have been related to
menopause. | don’'t know. He just sent me for a lernsity, I'm not sure why.”
Similarly Gwen stated, “| take two of those becanmsedoctor said.” In the latter
two examples the women positioned themselves basdae category entitlement
of their physicians and did not express a desitentterstand or seek further
information. The majority of women who discursivglgsitioned themselves as
dependent demonstrated this by relating accountdhich they were passive

objects of action on the part of HPs: “I feel vepnfident thashe’swatching my
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health” (Joyce). Jane’s statement is particulaoteworthy: “My doctor definitely

said — | was — we were going to stop it immediatdfyrst using “I” and then
“we,” Jane emphasizes the HP’s involvement in mgkiacisiondor her.
However, women in this sample rarely looked exefelyito HP for health
information; dependent positioning tended to beewi at specific moments
within participants’ accounts. Dana and Roslyn epiéired the participants who,
for a specific reason or period of time assumededdent position with respect
to HPs: “I had decided to put my hands, my lifénis hands basically and |
thought, Okay, I'll go with that” (Dana); and “Abat point | decided to put my
faith in that doctor” (Roslyn). Both of these paipiants were deliberate in
explaining the temporal nature of their dependesitning.

Positioning occurred on a spectrum and rarely dichen assume one
position consistently throughout the interviews.nmaged in section 5.1.1, half of
the women said that they would talk to their dogtiarorder to make sense of the
conflicting health information (this was illuminak®y the elicitation portion of
the interview). This suggests that women were rikedy to privilege biomedical
knowledge in situations where health informatiorswacertain or evolving and
where sense making is immediately sought afterrd_anemplified this
positioning when she was asked how she would egphdormation she
encountered within the context of her everyday ke responded, “I would go
ask to the doctor. . . . 1 usually go ask her.” ks of current study results
which indicated that women who were confronted withflicting health
information were likely to seek information from BB supported by the
scholarly literature which suggests that the SDMletas particularly appropriate
in situations of medical uncertainty (Mtller-Engelnm et al. 2010).

Dependent positioning in this study tended to meadally position HPs as
prescribers (“My gynaecologist put me onto a reptaent patch” (Christy)) or
information providers (“She [HP] should be ablegiee me that kind of
information” (Hazel)). A few women specifically esgssed a desire for HPs to
become primary decision makers. Thea’s commentsegresentative of this

finding: “And we discussed risk again and | saMu know what? | don’t know
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what other people are doing, but | need some $ogcommendation.” Interviews
with HPs supported the notion that some women sgplcit direction from HPs:
“There’s some women who want to be told what tetlb There are some who
given the options they say, ‘Well, you pick.” Oy,dutell me what you think is
best or which one is the best one and you tell ima&two do and I'll do it™

(Amy). Although the majority of HPs positioned thesives as collaborators, a
focus on biomedical authority and providing ‘fadtiulaformation to women
inadvertently positioned women as dependent onfbiPaccurate information.
Connie and Gail provided representative commertsd‘then some of those
myths that are out there. | think we sort of digpal” (Connie); and “If [women
have] a misconception or information, it's stramgihg that out too, so that they —
so education is key” (Gail). Yvonne explicitly acdwledged the potential
positioning produced by biomedical authority. THIB observed that guidelines
from medical associations tend to project the vigdhy don’t people understand
that this is the right [information].” Overt positiing of HPs as primary decision
makers was demonstrated by two HPs. Francis, cotimgesn personal
experience, presumed women’s dependent positiofiisgnsed something and |
know exactly what this patient — even if she wisdenething different, | know
exactly why she came.” Renee, on the other handeraanore overarching
observation about women’s dependence and lackwépwith respect to
research and development of HT:

Well, | hate to say it - because - like and the Wwaspuld have thought
even probably 10 years ago was ‘nutty conspiraegrgh’ But | actually
think it's because men were in charge of using looves. Developing
hormones and telling women what’s good for thenndsn’t women
developing hormone therapy. And you know, men rigiw, they're
starting to use testosterone therapy quite a biemow. And they didn’t
settle for any nonhuman - from the get-go - theptwamiman testosterone.

6.4 Factors associated with the dynamic nature ofgsitioning

Although women positioned themselves as autonopoalisborative, or
dependent as they gathered and made sense of atfomabout the menopause
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transition, positioning was dynamic and particiaiidly moved between
positions as they talked about their informatiohdaour. This finding is
consistent with van Langenhove and Harré’s (1988gdion that it is not fixed
roles but fluid positionings which are utilized@=ople seek to cope with
situations of everyday life. Close reading of imtew data revealed two primary
themes related to dynamic positioning: change®sitioning occurred in
association with (1) the perceived nature and guafiinteractions with HPs; and
(2) personal context — particularly the experieatsymptoms.

6.4.1 Influence of interaction with HPs on women'gositioning

A salient theme which emerged from the data waisthiganature of
interaction with HPs influenced women’s positioniighile some women
identified a specific interaction which precipitdta change in positioning,
participants’ narratives also gave strong suppmrtHis theme. Beverly, who
consistently maintained dependent positioning thhomost of her interview,
exemplified participants who explicitly identifiegh incident which impacted
their positioning. This participant related an mtion in which she moved away
from dependent positioning and adopted an autonsrdeaision making stance:
“My doctor was talking about putting me on mediocatil wasn'’t fond of that
idea. So, I'm kind of a non-compliant patient. Sbdught, ‘hmmm, okay, there’s
gotta be another way.’. . . | suppose that wasalshybthe catalyst — that [the
doctor] wanted to put me on something.” Beverlgisdency towards dependent
positioning was demonstrated in this quotation éyddoption of the words “non-
compliant,” a construction which is used in the madliterature to suggest that a
patient is not acting in accordance with instrutsiorom a HP (Aronson 2007). In
this situation her reluctance to ‘comply’ with @oenmended long-term
medication led her to position herself autonomoasig seek another physician.
Having found a physician she felt comfortable wBleyerly once again assumed
dependent positioning.
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Analysis of participant narratives provided mangmples of the
influence of HPs on women'’s positioning. Faye,dgample, positioned herself
as an autonomous information seeker: “I interviebuach of people and visit a
bunch of people before | choose a doctor.” Howewken she engaged with a
physician who focused on information provision avitb she felt “would really
be patient with my own decision making processyeFdnen positioned herself as
collaborative. Lillian, who readily positioned helfsas autonomous when
confronted by a HP who did not foster two-way comioation (see section 6.2),
positioned herself as collaborative when workinthvai physician who fulfilled
her information needs:

This is the reason that | like Dr. [Q]: becausatves you information.
He’s open with you. . . . He shows you the lab ites®ther doctors, they
just — like 1 went to the doctor here in the metaentre, Dr. [R], and he
checked my blood pressure. | said, ‘How high is'@®h, it's okay.’. . . |
appreciate the professional — whoever they arehichever field they are
— if they honestly give you information.

A final example is provided by Dale who exercisaetbaomy and rejected a HP
who dismissed her concerns by saying, “Well that happens.” However she
positioned herself as a partner with HPs who lsteto her concerns and who
communicated, “Let’s examine [this] if there’s ased concern [for you].”

While some women moved from autonomy to collaboratvhen they
encountered HPs who fostered two-way communicati@ny women positioned
themselves as autonomous information seekers betaen did not perceive that
they could depend on HPs for information. Hazehepléfies this finding. She
repeatedly looked for “the answer” to her challehggh menopause symptoms;
however, after being told that treatment choicesevep to you” and on another
occasion that she was “asking me too many questishs reported that she was
“left wondering and no one to answer [my] questidss a result, Hazel
described assuming a more assertive, autonomaeaigrber health care. She
reported, “Basically | insisted, ‘You have to gine an ultrasound,” and during
the interview she talked about her plans to proeaureferral to a menopause

clinic as her family doctor had refused to give tee.
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Although scholars recognize that people’s prefezsmeith respect to
HPs’ roles in decision making may vary betweenvittlials and that clinicians
should assess the preference of individual patightérora, Ayanian, and
Guadagnoli 2005; Rodriguez-Osorio and DominguezrA€R808), interviewed
HPs did not necessarily appreciate their own molhé positioning exhibited by
women. For example Francis, in keeping with mucthefpublished literature,
presented women'’s positions as static: “It is diffi to say how they make
decisions because you can hear from women sayvg],'| want to hear from
you, doctor, that's why | came to see you.” Anchprs] say, ‘By the way, I'm not
going to take any medications because | believeirRenee, on the other hand,
positioned herself as a collaborator and, as heatinse demonstrated, her
patients responded by positioning themselves recgbly:

| don’t see myself as much as, ‘The doctor withla#l knowledge and I'm
going to tell you what to do.” Maybe | did at onaimt. But right now it's
more, ‘Okay, here’s some information - let’'s wolkdugh it together. |
don’t have all the answers. We’re going to figuut the answers
together.” And people find some information thanstimes | don’t know
about. And then they bring it to me and | alwayslfit very interesting.

6.4.2 Influence of personal context on women'’s pdsining

A second theme which emerged from the data wasubien’s contexts,
particularly their experience with menopause symgstanfluenced positioning.
This theme was manifested both by women who mored futonomous
positioning towards more dependent positioning, land/omen who became
more autonomous as a result of their experienoesther words, personal
contexts, including challenges with respect tovaditng menopause symptoms,
influenced but were not predictive of positionifigne notion that women'’s
contexts influence positioning is supported by 841j999) who noted that
individuals do not have a static set of attitudedues or knowledge structures;
rather, in different social contexts individualswadetween discourses.

Cherri provided an example of a participant wheifianed herself as an

autonomous information seeker and decision makeugi most of her
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interview; however, when challenged by ongoing kfieddisrupting menopause
symptoms, this participant adopted dependent posity: “I went to a
gynaecologist and | told him, ‘This is what's happey, what do you suggest?’
And he said, ‘Well, you could try hormone replacetieso he put me on
hormone replacement.” Unlike other accounts pravideCherri’s interview, this
narrative does not demonstrate information gatlgeriom multiple sources,
information checking, or her involvement in decisimaking; rather, in this
situation Cherri positioned herself as the passbject of the HPs actions. This
participant, however, also provided context fos hositioning:

If my youngest child was 15 or 12 at the time, &ddin’t have more
responsibility for younger children, | could haweped with [menopause
symptoms]. But | took on raising my grandson | went back to getting
up at night. Getting — changing his diaper, bstdenight, and the full
care of the kind of thing | was used to doing in 20 . . . that made me
realize that | didn’t have the energy or the sttkrig look after a super
active toddler.

Cherri's narrative demonstrates the dynamic natfiveomen’s positioning and,
in particular, the influence of personal contexd #me experience of symptoms on
that positioning.

Both Jane and Roslyn provide examples of persor@almstances which
influenced movement towards more autonomous posityp Jane’s interview
revealed that although she had “tended to go witldactor pretty well,” a
situation in which physical challenges were nat\alited by traditional therapies
resulted first in internal questions, then in fragbn, and finally in an abrupt
lifestyle change and independent pursuit of a tegwl for health challenges.
Similarly, Roslyn had been relatively passive aldtedlth management prior to
midlife when she began encountering life disrupsgmptoms which her regular
physician had “dismissed.” From this participamé&spective, she “couldn’t
function anymore,” and consequently she repositidrerself: “I guess | reached
a point in my life where it was time for changesidfhealth was just one of the
things that needed to be dealt with. And it wapldy a point where | just felt
that everything was really shitty in my life anetbnly person that could fix it

was me.” Roslyn’s positioning, however, remainedatyic. After a period of
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time she was seen at a menopause clinic and icohéxt she positioned herself
as a collaborator (see section 6.2) and even andept: “I decided to put my
faith in that doctor.”

As discussed in Chapter 4 (section 4.3.2) the sym@xperience
emerged as a central theme related to women’s iexjgess as they responded to,
made sense of, and used evolving health informatimut the menopause
transition. Exploration of themes using discounsalysis also brought forward
the experience of symptoms as a prominent influencine ways in which
women positioned themselves with respect to HPSlaMiomen came to this life
transition with existing internal frameworks angerences, the experience of
symptoms not only influenced information needs €Bet al. 2007), but, as
demonstrated in this current section, these phlysjgaptoms influenced the
ways in which women ascribed cognitive authorityr Example, Jane, who had
tended to rely on biomedical authority (see presiparagraph), stated, “I guess |
would still ask [the doctor’s] opinion . . . [byghrt of it has to be your own hunch
I think, your own — its got to make sense to yaut@Vhile in this statement the
participant reluctantly affirmed biomedical authgyiner experience with
physical symptoms caused her to turn to hersedf @ggnitive authority
(McKenzie 2003a). Jane viewed this positioning degarture from her previous
approach to health management and appeared torvrsoraewhat amazed by her
new approach (“this is crazy”) and the physicakfedhe was finding through

unexpected channels.

6.4.3 A case example of dynamic positioning: Muriel

Although previous sections demonstrate womenis flmovement
between autonomous, collaborative and dependeitiquasg, Muriel’s narrative
provides insight into the dynamic nature of posiing over the long term and
throughout the menopause transition. Speakingactaal, evaluative manner,
this participant systematically related her stavigich began in the mid-1990s

before the publication of WHI results and extentiethe time of the interview.
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Muriel began experiencing menopause symptoms whemwas in her late
40s; however, despite this being within the avemgerange that women begin
to experience menopause symptoms (NAMS 2006), ingsigan “was quite sure
that | couldn’t be having menopause symptoms aatlthrobably just needed to
get a job at McDonald’s pouring coffee becaused @red.” Later in the
interview further details were added: “His messags, ‘Suck it up. You know, if
you are in menopause, this happens to everybodyave lots of patients and
they just get used to this.” Muriel described twarse of events following the
physician’s dismissive comments:

So | went to the library and looked it up and gbiatever articles | could
from the library and read [them] over. And decideak | was having
menopause symptoms, and what | needed to do wamyadkctor to do
the hormone testing thing so that he could seehenetr not — what my
body was producing. And that would be — tell hiratthwas having
menopause symptoms. And then | decided that thedgt®e was to take
the combination of the two hormones. And so | weith that
information, and | said to him, ‘Do these testsnd®when we got the
results, | said, ‘This is the hormone | want tooleor this is the way |
want to do it,” and ‘Will you give me these?’ And kaid, ‘Yeah, looks
like you are in menopause. | guess you're righualimat.” And so, ‘Okay.
Do you have in mind the kind of dosage?’ And | saf@ah, we’ll start
with the lower dose and see what happens.’

In this initial scenario Muriel related an accoohta physician who
disregarded her experiential knowledge, and, ulsinoyvledge entitlement based
on his experience with “lots of patients,” posigahher as ignorant both in terms
of lived experience and in terms of biomedical kiemge. At this point in the
narrative, second order positioning (van LangentandeHarré 1999) occurred:
Muriel described seeking information from an autfadive source (“the library”),
in a reputable form and likely of a biomedical mat(farticles”), thus presenting
a story which repositioned her as a knowledgeatitgmation seeker who drew
on biomedical authority to support experiential waexige. Through this account,
Muriel positioned herself as not only an autonomaismation seeker, but also
as a biomedical authority, a domain which was mesly presumed by the
doctor. In this passage the HP also repositionedélf by acknowledging
Muriel’s authority with respect to treatment deoiss.
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Muriel commenced HT and, drawing on the experi¢atighority
provided by her mother’s positive experience with (1t was like night and day
when she started taking hormones”) and individuéhearity arising from her own
experience, this participant continued therapynevben she encountered
conflicting information about HT from a range of I one case she explained,
“I guess | just got stubborn and just decided #&wain though [the doctor] would
prefer | wasn’t on it, | felt better when | was.&Bpite autonomous positioning,
Muriel experienced ambivalence about taking HTradteme years had passed.
She explained, “I'm kind of against taking pillshi$ is something that really
bothers me so | wanted to take the minimum thauld:” In order to deal with
her ambivalence Muriel sought further advice. As foint Muriel found a
“great” doctor, positioned herself as dependerd,ratied on the options provided
by the HP: “[The doctor] had all different optiotiet we tried. . . . Now all of a
sudden we have, yeah, we're starting to solve gumolglems.” At this point in the
interview Muriel used plural pronouns and positidmerself as the recipient of
information rather than as an initiator of informoatseeking.

Some time later, however, this participant encawotériends who related
their experiences discontinuing HT. Based on thisrmation, Muriel decided to
discontinue therapy: “I just thought that maybedis time and | wanted to give it
a try.” At her next medical appointment, howeves;, physician responded
angrily and Muriel reported that she was told, “YMeke’re done here. . . now you
can go back to your own family doctor.” Despiteingtthat she was “still kind of
getting over it,” this participant was introspeetiabout the distressing encounter:
“It was like | turned [decision making] over to tdector and then decided to take
it back. And that wasn't a good thing. You knowstjirom the way that she
reacted to that. And really, | guess | didn’t evewhen | decided to go off [HT], |
didn’t even think, ‘What would the doctor think alidghis?’ | thought it was okay
making my own decision about that.” In this passslgeiel recognized that when
she positioned herself as dependent, she had intadthg but reciprocally
positioned the HP as the primary decision makerei&he made the decision to

discontinue HT, she once again positioned hersedfudlonomous and positioned

206



the HP as a consultant. The physician, howevemdidccept this positioning
and asserted her biomedical authority by providinginsolicited prescription:
“She actuallygave mea prescription in case | couldn’'t make it, ‘So y@an go
back on these, so here’s a prescription for whanttappens.” As Muriel
reflected on her experiences during menopause enddws of HPS’ roles in
heath management, she observed, “I come from aaenewhere | find it
difficult to disagree with the doctor.” Neverthedeshe stated: “I am feeling more
and more that | need to advocate for myself. | nedsk in charge of my health.”
Muriel’s menopause story, as told in her intervieswyvhat van
Langenhove and Harré (1999) call “rhetorical redpton” (21). Muriel did not
reiterate everything that was said or occurredieratshe created a story within
the context of the interview. Positions were inflaed by encounters with HPs
and Muriel's personal context — her symptom expege the number of years she
was on HT, and information incidentally encountetf@@dugh interpersonal
contacts. While she expressed hesitation abowutenomous positioning (“1
find it difficult to disagree with the doctor”), hestory illustrated the fluid
positioning that many women in the study assumeti@snavigated evolving
information and health management during the mesmsgp&ansition.

6.5 Menopause as a socio-cultural construction

Because individuals are embedded in culturallyiastitutionally bound
discourses (Given 2002; Talja 1997), interview daanot be considered in
isolation from the socio-cultural discourses whstiape women’s perceptions of
menopause and of their own roles as informatiokesseand decision makers.
Participants positioned themselves, consciouslyummdnsciously, with respect
to HPs and health information, and these positgsimere both enabled and
restricted by social processes and social infoangtruchs 2002). Talja (1999)
notes, “Discourses are not individuals’ creatitreyt have taken their shape with
the passage of time, they reflect the whole histdtye societal form, and they

have effects that no one has consciously inten{l€#). Societal discourse has
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also been described as an “all enveloping . uid $hifting medium in which
meaning is created and contested” (Taylor 20015 @m this perspectivéthe
language user is not a detached communicator, rsgodi and receiving
information, but is always located, immersed irs tmedium and struggling to
take her or his own social and cultural positionimg account” (Taylor 2001, 9).
It is therefore valuable to briefly consider therelepment of societal discourses
related to the menopause transition and to confii@aways in which women in
the current study participated in these discourses.

As discussed in section 2.1.1, menopause managémebeen shaped by
uncertainty and change (Bell 1987; Oudshoorn 198(h the potential to
prescribe exogenous hormones, menopause was fisl{ioned within a
biomedical framework as a endocrine deficiencyassgBell 1987). This
positioning was exploited by Wilson (1966), whaaatuced the notion that
women’s femininity was doomed by the onset of mause. Biomedical
positioning was further established “through atgioivards a discourse of
[disease] prevention, and later, a discourse oicefigMurtagh and Hepworth
2003, 188). Accompanying notions of ‘choice,’ langa adopted from the
women’s movement, was the presumption that womee tfempowered by the
doctor” (Murtagh and Hepworth 2003, 196) — a prgstiom which ironically
positioned women as decision makers while HPsmetbihe biomedical
authority required for decision making. While womerhe current study
experienced menopause against the backdrop of desmurses, the unexpected
publication of WHI results dramatically repositiahe menopause transition.
Two discourses, which were influenced by the WIHYH a/hich were evident in
study participants’ narratives, were discourseateel to prevention and
discourses related to menopause as a naturaidisition (NLT).

Although not all participants were familiar withethVHI, most were
familiar with concerns about long-term use of Har @xample, cancer risk) and
with the controversial nature of HT. Participarasefully considered their
decisions before commencing HT (see section 4 ah@, consistent with the

literature, the decision to commence HT was vieagd means of temporary
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relief from symptoms rather than a long-term solutior disease (Hyde et al.
2010a). In other words, interview data illustratleat the discourse of prevention
has been transformed from one pertaining to lifegldeterrence of diseases such
as osteoporosis or heart disease, to one of grontdaymptoms control (Kelly et
al. 2005; Taylor, MacLennan, and Avery 2006). Ferthore, this newly evolving
discourse ofymptonprevention was juxtaposed with notions of riski— i
particular cancer risk. Despite the relatively stione span between the 2002
publication of WHI results and data collection tois current study (2009),
interviews demonstrated that the vast majority omen had adopted this new
discourse of prevention: almost all discussed Hthiwithe context of short-term
symptom relief. In fact, only one participant (Jadiscussed long-term disease
prevention and, even for this participant, conayaut the detrimental impact of
long-term HT use eventually took precedence ovacems about osteoporosis.
The almost exclusive focus by participants on HElewt-term symptom control
was highlighted by concerns expressed about tretidarand dosage of HT.
Quotations in section 4.4.2.2 illustrate theseipaldr concerns and demonstrate
women’s participation in this new discourse of syonp prevention.

With the WHI’s repositioning of HT as a short-tesymptom
management strategy and with the accompanying $is&’ discourse, a
‘menopause as NLT’ discourse emerged in consunteneadical publications
(Genuis 2004a). Although the notion that menopéisseart of everyday life”
(Hunter, O'Dea, and Britten 1997, 1546) was hiditéd in pre-WHI qualitative
studies, the post-WHI NLT discourse, coupled withgning concerns about
symptom management, has been associated with sectedtention to
complementary and alternative approaches to mesepaanagement (see
literature review, section 2.1.2). This was refelcby participants’ positioning
and attribution of cognitive authority. Section 2.3, for example, notes that
many women concurrently sought information aboutsypm management from
health food stores or alternative practitioners faoch HPs; and section 6.1
highlights participants’ comfort with initiating ¢huse of over-the-counter and

alternative therapies without discussing the denisvith HPs. Fuelled by the
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information revolution, in particular the internatyd post-WHI discourses which
focused on HT as risk and menopause as a NLT catits explicitly positioned
themselves as ‘responsible’ for their own healtmagement and ascribed
cognitive authority to a range of sources, inclgdiPs.

These findings were supported by interviews witlsHBonya’s
comments, for example, echoed the current prevenigcourse and exemplified
the interviewed HPs’ approach to menopause and[iMEnopause is] not a
disease. . . . We're potentially treating a sympttiis not an illness. It's not life
threatening in a major way.” HPs also reflected'thenopause as NLT’
discourse, and their interviews supported the natiat women were ascribing
cognitive authority to a range of sources (see t&rdy). Amy’s observation
exemplified this latter point: “There are probakbry few that come in really not
knowing much of anything, you know. | think moswvkalone some of their own
research or certainly listened to other women akvaod things like that.”

An interesting observation made independently by s suggested that
a reconfiguration of the original ‘HT as preventidiscourse may be emerging:
‘HT asagingprevention.” These HPs noted that some of thedbidical HT
promotion related to a “longevity or aging-well pgective” (Sonya). Denise
explained this further: “There’s an element of wongeing to [bioidentical
hormone therapy] and it has nothing to do with bgiarimenopausal or
postmenopausal [i.e. having symptoms]. It's gotrgeng to do with anti-aging.
And that's a different — different subset. . ’s @lmost like the eyelid, tummy-
tuck, Botox group that’'s moving into this.” Connanother HP working with
women in the menopause transition, also alludedisonew’ prevention
discourse when she observed, “[Women have] heardtddoidentical hormones.
And they’ve seen Dr. Phil and they’'ve seen Suz&uoreers and this is how they
dealt with it, and don’t they look great, and thdtow | want to look and feel and
everything else.” It must be noted that the opisiohHPs were mixed with
respect to bioidentical HT. While Denise observed ftdifferent subset” of
women who were using bioidentical HT, she also chét@t this type of therapy

met the symptom management needs of some patterdsRenee said, “When |
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first started practice, we used pork insulin anglas a big deal when we switched
to human insulin. It’s like wonderful, now we hawveman insulin! Well, why the
heck - my idea was, well, why are we using nonhuidantical - it's the only

field of medicine or endocrinology where you damse human hormones.” Other
HPs, however, expressed significant concern abioiddntical HT. Yvonne’s
comments demonstrated both the adversarial posigamhich some HPs
experienced and the concerns of HPs: “We’'re rdahting like every day. . .

with every patient, I'm talking about what is bieittical, like what it means, and
what we know, what we don’t know.”

While bioidentical HT may be a new iteration of Hfie potential
association between HT and an “aging-well perspettiaises the spectre of
Wilson’s 1966 assertion that estrogen is the atgittothe “living decay” endured
by the post-menopausal woman (43), and is reministfidhe accompanying
notion that, without the benefits of HT, post-meaogal women are not fully
women (or ‘feminine’). Notions of HT and ‘anti-agihwere not raised by women
in this sample, although issues related to sexualitre brought forward by a
subset of women (for example Anita and Laura) aghlighted as a neglected
but needed area of discussion. The discursive ratigtn of ‘menopause as a
symbol of aging’ was seen as a barrier to thisudision: “No one wants to talk
about — like sexual health. . . | just think we &&o open the closet and start
talking about it” (Naomi). Women in the sample diemonstrate ambivalence
towards aging (they referenced menopause as a $windging but did not
identify with this discursive construction, seetget4.3.1.2). Nicole’s comments
highlighted this ambivalence. This participant miotlee impact of aging (“there
are just some days and | look at my face and llileell look really old and |
don't like what | see in the mirror. And there atber days when that’'s not an
issue”), but focused on the developmental aspdctenopause and compared
this life stage to adolescence:

And what I liken [menopause] to is a second adelese in one sense.
Because, like in teenagerhood, your body isn’t belgethe way it used to
and it’s not under your control. Like you’re havitgglearn to listen and
adapt, but there are all kinds of things that as¢ yvay out of sync. And
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that's just the way it's going to be. Your rolessiociety are all shifting
and changing. . . . For me this has just been a gtation.

The majority of women in the sample, however, feclisn health as a holistic
endeavour and positioned themselves as proactinageas of the aging process.
Cherri's comments were representative: “I rementbérat you lose a certain
percentage [of muscular strength] every year #ftarage of 30. | can'’t
remember what the percentage is. And | decidedt teareverse that. So that's
why I'm doing this fithess program” (Cherri).

While social positioning theory provided a lens éaploring the ways in
which women navigated changing information aboatrttenopause transition,
exploration of socio-cultural discourses providaseav of the broader context
which shaped women’s perceptions of menopause fatheio own roles as
information seekers and decision makers. This @opdrspective illuminates the
influence of the WHI on individuals’ health inforti@n behaviour and on the
ways in which women exercised personal agency whgigating uncertain

health information.

6.6 Implications for shared decision making

Exploration of participants’ autonomous, collabor@tand dependent
positioning, and of the socio-cultural discoursésol shaped women'’s positions,
suggests that findings from this study have impioces for SDM. Concerns about
the balance of power between HPs and patientsglthienclinical decision
making process have been extensively discusséuihdalth care literature and
SDM has emerged as a widely used phrase whiclesamith it the connotation
of active involvement by both HPs and patienthimdecision making process.
While a systematic review of the literature indesathat the definition and use of
this phrase remains a critical problem (Moumjidle2007), SDM has come to
represent a mid point betwepaternalisticandinformed choicenodels of
decision making (Elwyn, Edwards, and Kinnersley@)9 the former, patients

provide consent for treatments advocated by prgissiwhereas in the latter,
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information is transferred from the HP to the patti¢hus enabling independent
decision making (Charles, Gafni, and Whelan 19%yg&, Edwards, and
Kinnersley 1999). SDM, on the other hand, is characed by a patient and HP
who are “involved in the process of treatment denisnaking; they share all
relevant information and both agree with the fidatision” (Muller-Engelmann
et al. 2010, n.p.).

The prevalent trend towards SDM between HPs andmathas been
shaped by societal discourses related to humant&'ig particularly women'’s
rights, patients’ rights, and consumer rights (Rath 2001; Tomes 2007). While
discussions of women'’s rights have had particutgoact in the areas of obstetrics
and gynecology, increasing awareness of patientscansumers’ rights have
discursively constructed notions of autonomy anatrad as they relate to
relationships between HPs and patients (Charlefsi,Gad Whelan 1997). As a
result, SDM has become embedded in notionspaiteent-centred caréElwyn,
Edwards, and Kinnersley 1999), a construct whic taary recently, been
identified by the Canadian Medical Association (C)M& one of five pillars of
their 2010 ‘Health Care Transformation Plan.’ listlocument, the “essential
principle” of patient-centred care is defined aaltrecare services which “are
provided in a manner that works best for patie(@®¥VA 2010, 8). Later in this
CMA document, this principle is interpreted in armar similar to SDM’s
presentation in the literaturef(Charles, Gafni, and Whelan 1997; Moumijid et al.
2007), that is, decision making is described devid: “patients participate
actively with providers in decisions about theirdival care and treatment”
(CMA 2010, 9). In addition to this general endorsatof SDM, this model has
been identified as being particularly suitable witbontexts of chronic iliness,
and within contexts of uncertaintgf( Muller-Engelmann et al. 2010; Salkovskis
and Rees 2004), such as the management of mendph&gseé and Brouillette
2009; Murtagh and Hepworth 2003).

In the current study, women’s discursive constangiof autonomy,
collaboration, and dependence occurred within tmgext of information

behaviours, including health decision making. Ralsatan be drawn between
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these positions and the range of decision makingetsaliscussed in the previous

paragraphs (see table 6.1).

Table 6.1 Positioningladecision making models

Positions identified by women Decision making modsl|
AUtONOMOUS .........ccvivian e, Informed choice decision making
Collaborative .......................... Shared decision makin
Dependent .............ccoeiiiann. Paternalistic decision making

Women who positioned themselves as autonomousiolecigkers
presumed personal responsibility and viewed HR®asultants or guides who
provided formal health information, which participa then utilized in the
decision making process (section 6.1). Most pgaicis valued the information
provided by HPs, but situated this formal healfioimation within a complex
information world which included intra- and inteefgonal information,
information from internet sources and informati@thgred from or encountered
in the media (see chapter 5). While Henwood €R28I03) note that the ‘informed
patient discourse’ can be limited because consineath information constitutes
one-way information provision from HPs to patiefiitsgings from this study
suggest that women who positioned themselves as@uious information
seekers and decision makers tended to utilizenmdtion from multiple sources
(see section 4.2.2). Not only did women move flgigktween information
sources, but they did not necessarily differentie®veen formal and informal
sources. They were thus empowered not just bynmdton from HPs, but by a
plethora of information sources, perhaps most Bagmitly by the internet. Paula,
for example, regularly gathered information from pRysician but sought further
input from the internet or library before makingecision about health
management. Furthermore, this participant used ésttiblished consumer health
information websites and “testimonials from indwads that have been impacted
by that medication or by that herb that they’rengsi While women who
positioned themselves as autonomous decision mhkera range of experiences

with HPs (some only consulted HPs occasionallyjewiihers sought and valued
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information provided by HPSs), these participantsmed themselves as active
information gatherers who were responsible for theddcision making in the area
of menopause management.

Collaborative positioning was most similar to SDMthough resembling
autonomous positioning in its appreciation for eiéint types of knowledge,
collaborative decision making highlighted two-wéaasang between women and
HPs (see section 6.2). Similar to SDM as describéke literature (Moumijid et
al. 2007), participants who positioned themsehgesadlaborative decision
makers frequently viewed their own contributiorbagg related to personal
experience, characteristics and context, and thakeld to HPs for biomedical
expertise. In contrast to discussions of SDM inliteeature, discussions which
focused on “transferring technical information, nmaksure patients understand
this information, [and] helping patients base tipeeference on the best
evidence” (Légaré and Brouillette 2009, 170), pgrtints who positioned
themselves as collaborators in this study emphdsimeimportance of HPs who
were willing to listen to their patients, who engddn conversation as opposed to
focusing exclusively on biomedical authority, ankdomvere open to hearing
about other sources of information.

Only a small number of participants positioned thelves as dependent
information seekers and decision makers, thus atppthat has been called a
‘paternalistic’ decision making model (Elwyn, Edway and Kinnersley 1999).
This positioning was most commonly made evideninblyrect positioning or was
adopted for a finite period of time (see sectid).6-or most women who
explicitly adopted a decision making structure veethey provided consent for
treatments advocated by HPs, this dependent poisijavas based on trust (see
section 5.1.1) which women established with palaichiPs.

Just as socio-cultural discourses have shapedethe towards SDM,
these same discourses have discredited dependgtibpog and paternalistic
decision making in health care. The discursive tanson of patients’ rights has
brought issues of patient choice to the foregronfmiedical encounters and the

“former paternalistic way of doctors deciding wiaas best for their patients” has
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been replaced by the discursive construction oHRes an enabler of patient
choice (Hvas and Gannik 2008b, 190). The notiohphgernalistic decision
making is outdated was demonstrated by the CMAismeand very public focus
on patient-centred care (CMA 2010). This notion aiz® supported by
interviewed health professionals who, in their etptliscussion of decision
making, distanced themselves from paternalisticetsobcused on the notion of
enabling women’s choices. Sonya, for example, dtdies really about the
options, so that [women] understand that thereange of options [they] can
choose.” Despite the overt movement away from patistic decision making
models and the focus on patient choice, HPs isangple primarily focused on
options which were provided within the context gfagient — HP interaction and
were leery of the influence of the informal and madformation sources on
women’s decision making. Clare, for example, statkely to caution people and
say, ‘the newspapers aren’'t necessarily interastpcbviding health information.
They're interested in selling their newspaper andatchy stories.” And Amy
noted that when women gathered information abeatrnent options prior to
consulting HPs, “Then we have to sort of try toetéikings a step back and sort of
re-explain and maybe sort of help them to seertlth in some of the messages
but some of the things maybe that aren’t whereevedming from.” These
guotations highlight a dilemma which Charles, Gaimil Whelan (1997) noted in
their often quoted paper on SDM: while shared pgdition in decision making
may be an important goal, “the specifics of what thally means in terms of
input by both physician and patient is left uncl€é86).

Consideration of participants’ positioning througle lens of decision
making models described in the health literatuggssted that although women
tended to position themselves as autonomous daaisaikers, many not only
valued information from HPs, but at some point dgriheir information search
they specifically sought information from formafanmation sources. And,
despite women explicitly positioning themselvesesponsible for decision
making, data demonstrated that HPs were valueadssaf information for most

women and were specifically appreciated in certaimexts — for example,
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women tended to refer to HPs when confronted wottiflcting health

information during the elicitation portion of thetérview (see section 5.1.1).
While these findings draw attention to a SDM apphpavomen in the current
study engaged in information behaviours which exéehwell beyond the patient
— HP relationship. They were informed and empowéned wide range of
sources and drew on both biomedical and NLT in&dinpe repertoires as they
constructed their experiences of the menopaussiti@n(see section 4.3.2.1) and
made decisions about menopause management. FuottegfRothman aptly
noted in 2001 that although consumers had achisigadficant involvement in
treatment decisions by the 1990s, the influenasasumers over health
management would be critically extended by theraoddinary information
revolution which we are now experiencing” (259). itged that the balance of
power between HPs and women has shifted “not sdrbacause of lawyers, but
because of webmasters” (260). Analysis of data aeinated that this was the
case: every woman in the study identified the im¢eas an important source of
health information (see section 4.2.2), and onifiermation sources made rich
contributions to women’s knowledge of their healtanagement and influenced
their decision making (see section 5.4.1).

Interview data therefore suggested that althougme&omoved between
positions and between decision making models, preferred approach fell
between SDM, a model which proposes that HPs amdendreach a common
agreement on the decision to implement” (Moum;jidle2007, 541), and the
informed choice model. Most participants valueainfation from, advice given,
and two-information exchange with HPs; howeverythlso valued information
from other sources and perceived that they werengdkeir own decisions with
respect to navigating menopause information andagiag this life transition.
Dale’s comment exemplified this decision makingus& “I was in control of the
plan. . . they provided the options, the informatithe tools | needed. The Kkit.
And | was the one that manipulated the tools.” Wlthie informed choice model
is represented in the literature as a knowledgestes model where information is

‘downloaded’ from the HP to the patient “who thesthe knowledge and
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preference necessary to make a decision” (Mountjad. 2007, 541), data from
this study suggested that this was a more compleeps. Women not only
gathered information from multiple formal and infaal sources, they also
integrated and interpreted their multifaceted infation worlds within the
context of intra-personal knowledge and personateods in order to make
decisions about menopause management - a modei vghieore similar to

knowledge translation than to knowledge transfer.

6.7 Conclusion

This chapter explored how interviewed women posé#d themselves
when encountering, seeking and exchanging hedbbmmation related to the
menopause transition. Social positioning theoryjoled a lens for exploring
these dynamic aspects of information encountergevehled that interviewed
women tended to assume three positions as infasmatekers and/or decision
makers: autonomous, collaborative or dependentti®dag was dynamic and
was influenced by the nature and quality of inteoas with HPs, and women'’s
personal contexts. In the next chapter attentiomstto the fourth and final
research question as women’s construction of uaiceiealth information related

to the menopause transition is investigated.
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CHAPTER 7
WOMEN’S CONSTRUCTION OF EVOLVING HEALTH INFORMATION

The translation of knowledge into practice has hidentified as an active
process in which understanding is constructed fagountered information,
research knowledge, existing knowledge structyressonal experience,
reflection, negotiation of meaning and socioculteravironments (Gherardi
2006; Talja, Tuominen, and Savolainen 2005). The®nof knowledge
translation (KT) as a process moves beyond mote siations of evidence-based
practice (EBP) (see section 2.4) and providesradveork for exploring
information behaviours (IBs) in situations of evaly health information.
Informed by the view that health knowledge is arkvim progress’ which is
provisional, emergent and incomplete (Upshur 20849, by research suggesting
that principles of shared decision making (SDM) @adticularly applicable in
situations of medical uncertainty (Légaré and Bliette 2009; Muller-
Engelmann et al. 2010), it is valuable to seek deapore contextualized insight
into the construction of evolving health informatiby women who are
navigating changing information about the manageraethe menopause
transition.

In this chapter participants’ responses to healtbrmation as provisional
and to encounters with uncertain health informagiomilluminated through
exploration of perceptions of health informatioreasrcular phenomenon,
responses to changing health information, anddlaionship between
uncertainty and personal health management. Womesf®nses to the
elicitation articles are explored, as well as ggrants’ experiences and
understanding of ‘evidence.’ Finally, consideratisgiven to how women make
sense of and potentially use uncertain health mdbion. This final section
focuses on women’s ‘postures’ as they make sensaagrtain and sometimes
conflicting health information, source complemenyaisocial contexts for
learning, and making sense through narrative adsoun
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7.1 Health information as a provisional, emergentad incomplete

Given the explicit recruitment goals of this qtegive study (to interview
women who had been or were navigating changingnmtion about the
menopause transition), as well as the guiding quesused in interviews, it is
not surprising that study participants explicitbkaowledged, reflected on, and
discussed the evolving and uncertain nature of paumse-related health
information. Furthermore, interview transcripts fion that ongoing media
coverage of both controversies and developmerdsectto menopause
management, partnered with participants’ persoxageences of this life
transition, heightened women'’s familiarity with thetion of health information
as uncertain and incomplete. Three prominent theslated to the provisional
nature of health information emerged from analyg@asterview transcripts. (1)
Uncertainty provoked a view of health informatianaacircular as opposed to
emergent phenomenon. (2) Evolving health infornmgenerated feelings of
uncertainty and scepticism with respect to medidakrmation, but encouraged
women to adopt a range of responses to uncertailthriaformation. And, (3) the
lack of certainty with respect to menopause infdromagalvanized women to
take responsibility for making sense of evolvingliieinformation, including the

evaluation of health information and risk assessmen

7.1.1 Health information: A circular phenomenon

Analyses of interview data revealed that whereasarchers may view
evolving health knowledge as forward moving or egeet, women tended to
view recommendations arising from medical reseascchomewhat circular,
arbitrary, and potentially contradictory. Women sfameously compared the HT
debate to other health ‘stories’ in the populasprand drew on these everyday
information encounters as well as on their perserpérience in order to
chronicle ‘flip flops’ of expert opinion. Jane, fexample, explained, “Like

cholesterol and oat bran, and butter and margaifiat’'s good one day is poor
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the next. You know — highly recommended poisonfeLan the interview Jane
noted the consequence of this perception: “For qo@ople they would just do it
like cholesterol. It's come and it's gone, and d¢tame again. You know it's — |
think you tend to just disregard all that.” Othesmen also pointed to examples
of ‘flip flops’ emerging from medical research. 8w was not alone in noting
changing recommendations with respect to both ried and butter: “Okay, for a
while there, a glass of red wine was good. Now 'tleesaying maybe not. . . .
Don't eat butter. Now they're saying, ‘Nothing wipwith butter.” So it’s just
like — ahhhh.” And Paula noted changes relatedilio consumption: “It’s like
how milk was good for all of us. Now all of a suddeo much milk is not good.”

The perception that there is a capricious quétitlyealth information led
participants to assign responsibility for potentiateliability to either the media
or to sources of formal health information. Nicslebservations illustrate the
notion that responsibility rests with the media:

I mean, this is typical of science and media’stretato science. That's
what | would say. Because every time some sciestistewhere says
something, the media pounces on it and it's the best thing. And then
whenever somebody else discounts, disproves,itail® question — the
media pounces on it and tells everybody, ‘Whoopstiig other way.’
And it just keeps going back and forth.

While research suggests that conflicting informaimthe media leads to a lack
of confidence in and even suspicion towards meelayed information (Cozzens
and Contractor 1987), participants were also likelyiew formal sources of
medical knowledge, such as health research iselrbitrary. Sue’s comments
exemplify this scepticism: “It’s like, is coffee gd for you or bad for you? You
know, yeah yeah, and you get a study done andyineiget a study against it.”
Other participants assigned responsibility for gfeaand upheaval in treatment
approaches to HPs: Gwen noted a perceived aboaifffaaducation about fruit
consumption for diabetics, “There’s been a shithia thinking in two years.”
And Cherri noted, “They’ve almost reversed the peot for treating asthma in
crisis.”

The perception of health information as a “back fomth”(Naomi) rather

than forward moving phenomenon is demonstrate@nigtby the narrative
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accounts of women, it is reinforced by respectgdleblications such as
Consumer Report$-or example, an article titled “New research aves 10
health ‘truths™ highlights a number of widely agted ‘truths’ within
conventional medical practice and then notes, “{£oae of those beliefs and
practices turned out to be wrong. Other medicalttnents, once equally
discredited, proved useful after all” (2006, 2). Wht might be argued that the
mandate of consumer publications is to responddor@port on current events
and recent developments, thus perhaps inevitabiiforeing perceptions of
circular rather than evolutionary progress, soms BIBo represented changes in
practice related to menopause management as aujpem#ind of going back
and forth” (Denise). Sonya noted that ever sinesfitist results of the Women'’s
Health Initiative study (WHI) were published in ZDPractice has begun moving
back towards some pre-WHI prescribing practicesekample, the prescribing of
HT for more than the currently recommended 5 yeaximum. “Research is
really coming out sort of validating that the cardiscular risks aren’t as great if
you're using it within ten years of your last [mé&nal period].” Sonya did,
however, view the WHI as having progressive elesiesite reported that prior to
the WHI menopausal women were likely being oveateed with HT, whereas
“understanding has really evolved” subsequenteqtliblication of WHI results.
The majority of HPs did, in fact, view health infeation as provisional and
medical research as a vehicle for moving medicaltedge forward. Mark, for
example, noted the forward momentum of medical Kadge: “The assumptions
that we made for a long time were just not righitérviewed HPs also noted that
notions of health information as provisional anceegent had personal
application. Renee said, “I'm evolving too. | meaght now | have my certain
way of doing it and I'm pretty sure that a yeamfraow it will be slightly

different.”
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7.1.2 Women's responses to changing health informan

Women participating in this study tended to viewvarging health
information as a source of uncertainty. “Becauss@hing is good one day; it's
not so good the next day. So yeah, it's confudiag way” (Hazel). Participants
used a range of words and phrases to describeetkig@riences with changing
health information. Examples include, “frustrati@aura), and “It would put a
guestion mark in your mind. Definitely” (Gwen).lBkpanded on this theme:

It's sad, because it throws the consumer — intoratrust kind of mode.
They say, ‘Hey, they don’t know nothing.” So thenef they tend to go
in[to] nonchalant behaviour about their health.d,ikOh yeah, everything
leads to cancer.’. . . . And also | can see wheople would go not-
trusting and therefore sometimes [don’t] take adreir health as much
as they should.

For many women, the view that health informationyislic and even
contradictory provoked scepticism. Naomi, for exlanpommented, “There have
been so many studies that have gone circular aydltbome back and find the
first study was inaccurate that I'm very scepticAhd Paula noted, “Depending
on the research that’s been done, things may Heaeged, but it makes me more
sceptical the first time around.”

While uncertainty and scepticism about evolvingltheiaformation as it
is presented to consumers was a predominant thveomeen noted specific
strategies which they used when making choiceddntified areas of uncertainty.
Some women spoke of ignoring conflicting informati®l guess maybe if we
hear too much of the conflicting whatever, we kistl of put the blinders on and
say, ‘Enough™ (Camille). While others suggesteidvait and see’ approach:
“I've seen — read so many things that have comecitdle, I'm not one to go in
and jump on it” (Naomi). Jane articulated a vergafic and cautious strategy:
“Well, I'll stay the course and give it a year. Gauhat’s sort of a technique, to
not be the first to change but don’t be the lagthtange.” For some participants,
however, conflicting health information suggestedsbilities for change and
provided hope in the face of inadequately resoygdptoms. Both Camille and

Anita, for example, were struggling to find appriape treatment for severe
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symptoms. Camille commented, “There’s always thgacay for things to

change. Like there could be a study being dond riglv and the results come out
tomorrow.” And after taking part in the elicitatigrortion of the interview, Anita
observed, “I think that there will always be coctilng results when they are
researching something. And that doesn’'t necessailgn that there’s no answers,
there’s nothing to — maybe not now, but we will @@omething in the future, |
hope.” It is interesting to note, however, thaeafnita’s caveat, “l hope,” she
went on to demonstrate her lack of confidence énhdalth information she based
her decision on: “I'm not sure [Vitamin D is] realelping me. | don’t know. |

just pray not to get breast cancer.”

While confusion following the 2002 publication oftWresults has been
documented in the literature (see section 2.1iddjrfgs from this study indicate
that uncertainty experienced as a result of evgltiealth information was
ongoing at the time of data collection. This wasfotmed by the interviewed
HPs. “The problem is that another book will haveftioting information. So
there’s a lot of different information out therendreally, it's quite confusing”
(Wanda). Furthermore, HPs acknowledged that evgliiformation about the
management of the menopause transition is confusihgnly to women, but to
HPs as well. Yvonne highlighted the uncertaintyesignced by HPs in the
immediate wake of the WHI: “There was nothing dimeg [i.e. not practice
standards]. What are you supposed to do?” And Mar&imments, made seven
years after the first publication of WHI resultgndonstrate ongoing astonishment
about the challenge this study presented to HPwid'$ so drasticallglifferent
from what we thought and [how] we were trained. It’s pretty shocking
information. It’s just completely against all ofrqorevious thoughts about

hormone replacement.”

7.1.3 Uncertainty and personal responsibility for lealth management

As discussed in section 4.4.1.4, participants waetive information

seekers in response to uncertainty about menopausdife stage, and this
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information seeking represented the beginning adragoing process as women
explored information about the menopause managenmnehiding the use of HT
(section 4.4.2). A particularly prominent theme jethbecame apparent as
women expressed their reactions to overtly changeaith information, was that
actual or perceived upheavals in conventional nadicowledge increased
women’s feelings of responsibility not only for thewn health and well-being,
but also for making sense of uncertain and/or adifty health information. The
following two quotations exemplify this theme: “[@fticting health information]
encourages me to keep looking to find addition&irimation and maybe clarify
the information” (Dale); and, “There’s always navidrmation coming about
everything. There’s pros and cons. . . . So itislha believe everything that’'s out
there. So | would certainly explore it more befbweould fully trust it” (Hazel).
While uncertainty increased participants’ feelifgesponsibility for making
sense of changing health information, it shouleshbted that for some participants
feelings of responsibility were accompanied by amlgince: autonomous
positioning was accompanied by a wish for moreiekguidance from health
professionals (see section 6.1).

The notion of consumer responsibility in situaiaf uncertainty was
confirmed by HPs. Denise noted that, particulaolofving the WHI, women
took responsibility for their decisions: “What wiascinating — there was a lot of
that [which] was driven by the public. Like, fitsine in my practice where they
came in saying, ‘tlon’t want to be on anything right now.” And that waalhe
interesting because some of those women, | thiekewot on a bad balance of
HRT.” Gail's comments, which emphasize women’s oesbilities in the current
situation of uncertainty with respect to symptormagement, were
representative of other interviewed HPs: “[Womezglly have to understand that
whatever they choose is trial and error.” The ditere also supports the notion
that in situations of medical uncertainty, HPsra@e likely to expect consumers
to take active responsibility within the context3iDM (Salkovskis and Rees
2004). And Archer (2007) even goes so far as tgesiy “The dynamics of the
marketplace in 2006 indicate that many physiciaosld/prefer that the
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consumer make the final decision as to what is@ppate in terms of hormone
therapy” (30).

7.2 Response to elicitation articles

Elicitation techniques have not received signiftcattention in the
literature. Although this may be because they efteuhidentified or differently
identified (Vardeman and Aldoory 2008), this stwiggests that presentation of
specific material which “seeks to elicit furthertorreelicit properties, features, or
reactions that are directly and /or indirectly valet to the content area” (Johnson
and Weller, 2002, 495) is a useful technique foeaéing women’s
understandings of uncertain health information @nésd in the popular press.
The use of articles, which presented contrastimggeetives, allowed data
analyses based on women'’s in-the-moment experiginoecertainty, thus
generating data which augmented participants’ tigeraccounts.

When confronted by conflicting health informationthe form of media
published articles, women primarily viewed the@es as a part of bigger world
of health knowledge communication, and women drewiheir multifaceted
information worlds as they responded to the preskimformation. The majority
of women did not, within the context of the intewis, come to specific
conclusions about the elicitation material; howeteey situated their uncertainty
within the larger world of health information thiglutheir consideration of
possible source material for the articles, inclgdijuestions about funding for the
studies. They furthermore sought to bridge perakiméormation gaps by
discussing potential or theoretical behaviouramtibns with respect to the
content of the articles.

A small number of women discussed the elicitatiditias without
reference to the origins of the information (ilee source research studies which
were identified within the articles); however magtmen demonstrated through
their observations and comments that they wereathat the information in the

articles was presented by, but did not originatenfrthe media. Cherri, for
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example, observed that the information in the farsicles sounded “reasonable”
based on the fact that identifying information wwasvided (for example, the
name of the researcher), which would allow herl®oK at the study and read it
myself.” And Pat explicitly noted that the “CBCasews reporting agency, not a
study evaluator.” This participant concluded tlmafact, one could not be certain
that all relevant details of the study had beewntepl. Participants also noted
potential commercial influences associated witlbrimfation creation and
distribution, thus alluding to the larger contektmedia-mediated health
information and the challenges individuals face mheaking sense of that
information. This is exemplified by the followingigtations: “Probably my first
guestion would be who sponsored the study” (Beyefiihat are the politics
behind this [the publication of contrasting studgults]?” (Lisa); and Muriel
wondered if the information was being promotedhi@ thedia because “we want
you all to run out and buy Vitamin D.”

By situating published health information withiteager context,
responses to the elicitation articles draws atantid the complex information
worlds women inhabit and access as they make sénseertain health
information. While section 5.1.1 highlights paniants’ tendency to look to HPs
as authorities who might play a role in helpingnth@ake sense of uncertain
medical information encountered in elicitation egs, close reading of interview
transcripts demonstrates that women construct &daysseeking to clarify
conflicting information through interaction withrange of other sources as well.
Hazel, for example, stated: “I would have to find more about it before | would
trust the study. . . .probably Google and see. Kbat more what others have to
say.” Women described consultation with a varidtgaurces, including intra-
personal sources. The following statements progidenples of the sources
women noted: “I'd do more checking on this. I'd tgpathe internet. I'd talk to my
doctor” (Paula); “I'd probably talk to my mom abatit(Camille); Jill suggested
that it was important to “listen to your own bodghd Sylvia said that she would
alter her intake of Vitamin D “if it makes sensente.” While these comments do

not speak to the credibility or influence of thedi@aeon behaviour, they support
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the notion of the media as an awareness tool ésgms 5.5.1) and demonstrate
that for these participants, the construction afartain health information is
situated within the context of a multifaceted imf@tion world.

Analyses suggest that women’s experience with @vglnenopause
information may have provided context which inflaed participants’ subsequent
construction of uncertain health information. RosHpr example, noted that prior
to her experience during the menopause transiiewsuld not have paid
attention to or read articles such as those predehiring the elicitation portion
of the interview. Her experience with menopauseyewer, altered her approach
to health information: “I would read it really céuy and try to pull out what's
important and what they’re actually saying. .terid to look at things like this
differently now because the Women’s Health Initiati Sue also explicitly
acknowledged the influence of the WHI on her apgihda media-mediated
health information:

Because when the study came out in the early partlee 2002 — the
HRT studies, they said, ‘Linked to breast canceart all that.’ | didn’t
guestion it. | didn’t question it at all and | todlkat face value. So that's
when | stopped [HT] and everything. And then wheveht to the
Menopause Clinic and | talked to the doctor, like mmain thing was HRT.
Question mark. Exclamation point. Like what is thicell me about it.
And then when she told me what the studies ike there was more to it
than what you heard. That — after that, | startgestjoning studies
because | thought, well, maybe we’re not gettingha information. Or
maybe there’s more to this.

7.3 Women's experience with and understanding of \@dence’

Since the ‘birth’ of EBP with its emphasis on thierarchy of evidence’
(see section 2.4.1) and Sackett et al.’s refiningBP as “the integration of best
research evidence with clinical expertise and patralues” (2000, 1), much
thought has been given to the complexity of ‘evienhThe field of KT and
particularly the PARIHS framework takes notionsweidence another step
forward by drawing attention to an evidence spectwhich incorporates
research, experiential, social and tacit aspecatvioence (see section 2.5.1).
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Given the complex and sometimes contested natuteso€onstruct within the
health literature, it is not surprising that intews with women and HPs suggest a
nuanced and varied understanding of evidence.

It is valuable to briefly consider a generic defan for evidencebefore
considering notions of evidence which emerged fraterview data. The Oxford
English Dictionary provides the following definitie for evidence: “Testimony or
facts tending to prove or disprove any conclusiamd, “Information, whether in
the form of personal testimony, the language ofidwents, or the production of
material objects, that is given in a legal investiign, to establish the fact or point
in question” (OED Online 2010). These definitionggests that evidence is a
core concept when establishing factual substahaeevidence may be used to
support or dispute contentions brought forward éyous representatives, and
that it is something which may be held in contemtidoreover, this definition
suggests that evidence is something whidoisstructedrom a range of inputs,
for example, witnesses, documents, or objects. Vibig varies from the
perspective commonly put forward within healthdglwhere evidence is
frequently associated with a positivistic entityigihcan be empirically
documented and which can then be used to guidedssy real-world business
of practice.

While interviewed women rarely used the word ‘@vide,’ their
construction of uncertain health information (hew they made sense of and
potentially used uncertain and evolving informatielated to the menopause
transition) was integrally related to how they itiéed and assigned value to
notions of evidence. Data suggest that women’stoacteon and understanding
of menopause-related information was influencethleyr construction of
evidence as research, as material object, as aggptielief or opinion, and as

lived experience.
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7.3.1 Evidence as research

Evidence is commonly conceived by HPs and otheflegsionals as
emerging from empirical research, expressed in-pmeew published articles,
compiled in and strengthened by systematic reviewd,interpreted for
practitioners in documents such as practice guideliAlthough understanding of
empirical research varied among interviewed worttemajority were aware
that research studies have potentially importaplications for health
management and decision making. (This notion wasigally made available
for discussion through the introduction of the igditon articles, which indicated
empirical origins within the texts.) Perhaps natsisingly, given the context of
the interviews, analysis of transcripts indicatest & primary theme emerging
from women’s discussions is the notion of reseataldies as contested ground.
Participants focused on the quality of researctisgy including problems related
to research application and potential conflictstérest, and the reporting of
research results.

As women talked about health information, discdsgesearch relevant to
the menopause transition, and interacted with lib#agion articles, many raised
guestions related to research quality. Althougeve pparticipants were positive in
their discussions of research-derived evidencegRay example, carefully
perused one of the elicitation articles and ndtiedeems like a pretty reliable
study, and well defined and put together. | woakktit seriously;” and Cherri
related that in a situation of uncertainty she wiasgk a HP to “point me to
clinical research studies. So | would read thenre@d them myself”), most of
the participants focused on questions with resfeettte reliability of research
evidence and used their questions to distance #leassfrom immediate
application of findings. Muriel exemplified thigspective:

| have to say that I'm very, very sceptical abta katest new study
showing this or showing that, because, | know ffom previous
employment]. And just the numbers of people that yeed to have a
study with any kind of weight at all. So when | seearticle that says they
have a study and they don't tell you all that infiation or they say, ‘We

230



interviewed a thousand women.” And I'm going, ‘Tkat drop in the
bucket. You really haven’t got any information thér

The size of a given study stimulated many commiats women: “It does say
over here it was a small study to begin with. Sytivould have to do more
research to be sure of that” (Hazel); and VickyedotThirty-sixthousand
women compared to 50. | would end up taking alittbser look. But again, |
don’t see how my calcium and Vitamin C hurt me whilvas taking them,
because | was taking them from natural sources.ilé/the latter two quotations
were contrasting in that Hazel drew attention mdtudy being “small” and
Vicky was astonished by the large size of one stirdgoth cases the women
followed their observations by distancing themsglirem consideration of how
the information might influence personal health agement. In addition to
exhibiting qualified response to research on theshaf research quality,
information attributed to studies was also contési@sed on its application to
individual women. Jane’s comment exemplified tlaaaern: “You kind of look
at [studies published in the newspaper] and youWyell. Is that true for her or is
it not?” From what | know about evidence based, gbtta be — the population
they're talking about has got to match who you&ling to.”

A second theme, which is related to research gualids concern about
potential conflicts of interest. The following gatibns demonstrate this theme:
“Like how do I know who wrote these articles? Liée they doctors?” (Gwen);
“You look who does the study. If it's the drug caanges then I’'m thinking
[makes hand gesture indicating uncertainty]” (J9yaad, “Yeah, this double
blind, placebo controlled blah blah blah — Okaypvdid the test? Who sponsored
it?” (Lisa). Although potential divergence betwebr goals of medicine and the
goals of industry is an ongoing topic of interesthie medical literature, studies
related to consumer perception and concern witheetgo this potential conflict
are limited. A recent Australian study, howevenrfd that consumers value
information about the interactions between pharmtca manufacturers and
physicians and report that they would use thatrmédion to choose health
providers and guide decision making (Edwards arlthBgne 2009). Findings
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from this study suggest that participants who wenégating information related
to the menopause transition were aware of and coadebout the potential
influence of industry. Awareness may have beenhterged by participants’
specific interest in menopause information andetktensive media coverage of
conflicting studies about this life transition. &as the case with concern about
research quality, however, participants’ concebwuapotential conflicts of
interest provided a discursive means of qualifyegponses to the research
studies encountered within the context of evenyday

Another prominent theme emerging from the dataw@sen’s concerns
about the reporting of research findings. Roslgneikample, said, “I also realize
that how things are reported is important toa.So yeah, | would read it really
carefully and try to pull out what's important awtiat they're actually saying.”
Pat expressed concern that news articles repastirgsearch might represent
“just a little excerpt that somebody pulled outyafu know, out of context.” Pat
explained that if she was interested in a giveictepe might carefully examine
the media articles in order to determine is if sesrwere appropriately cross
referenced and if the “objects of the study” wereusately represented. In both
of these examples, the participants expressedme#plity for close examination
in order to make sense of the media articles. Midoéw on her educational
background when she stated, “I think | know, pesiaore than many readers,
about how science really works. . . . And thattaofostuff isn’t as definitive as the
newspapers would like to make it.”

Although concerns about research quality, confliitmterest, and the
reporting of research findings emerged as promitteres, expressions of
concern were vague and were primarily construcyegddsticipants as justification
for distancing themselves from presented infornmatidespite the fact that this
group of women were on average better educatedtieatypical Canadian
woman (as indicated by 2006 census data) (E-S@8)2€ndings do raise
guestions about participants’ abilities to procass use research evidence which
is represented in the consumer press. Concern atexlia-representation of

scientific research has, in fact, been discusséaescientific literaturect.
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Marin, Delgado, and Tironi 2010; Woloshin, Schwaazd Kramer 2009).
Scholars note the shortcomings of media commurddagalth information, the
media’s positive potential for consumer health adion, and the ways in which
the medical community “should take more responsittib help make
straightforward medical reporting a reality” (Schtzeand Woloshin 2004, 227).
Women's tendency to distance themselves from theareh evidence is perhaps
understandable given that the research most conyndisdussed by participants
was provided through the media (it was, in mangsathe elicitation materials
that provoked discussion of the media and resqaedentation). As
demonstrated by women'’s reactions to the elicitasidicles (see section 7.2),
however, women also responded to contested resewigdnce by seeking
further information.

Research evidence which was presented by HPs Wwasdyalthough
women did not necessarily identify this informatasresearch (within the
context of the interviews | could only assume thaterial provided by HPs was
research based). For example, Laura noted thathysician gave her “written
material to read. . . .l would say it's not pample lot of it is like — just loose-
leaf papers that she’s printed off herself | thinkad Thea related, “Some of [the
HPs] were giving me more information than | gotre¥&ving me information
that has been researched.” A few women (for exan@hesty and Naomi)
explicitly referred to occasions when HPs diredtesim towards research
evidence in the form of medical journals or arscllm these cases, women were
appreciative of the HP recommendation of reseavdteace. Nicole, for
example, related that when her physician provid=daith information from a
medical text she thought, “Okay. This is somebbdsiate to, this is somebody |
have respect for.” This suggests that women are filely to appreciate research
evidence when HPs act as facilitators for that@wie (see also section 4.2.2.2).
These findings also suggest that women would beoareped by a basic
understanding of research methods as it would ath@m to interact
constructively with both media-mediated health infation and health

information from HPs.
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Although HPs’ understanding of health informati@paovisional (see
section 7.1.1) alludes to the potentially contestatlire of research evidence,
interviews with this sample of professionals priityasupport the notion of
evidence as research. HPs tended use the notresedrch evidence as a warrant
for the factual nature of formal health informati@ee section 6.2). Erin, for
example, explained: “I'll give information as fag ehat supplements kind of
have some backing and what ones really don’t Hawevidence to show that
they're beneficial.” And Francis described a endeuwith a patient: “l say [to
the patient], ‘This is what | learned in medicimalahis is what the research is
telling me. . .the evidence-based medicine. Sodhwibusly is very much
different from your belief.” By juxtaposing “evehce” derived from medical
education and the patient’s “belief,” evidenceleady positioned as factual,

while doubt is cast on the patient’s perspective.

7.3.2 Evidence as material object

While evidence in health fields is frequently ceived agesearch
evidence, the dictionary definition provided ints&c 7.3 notes that evidence
may also consist of proof provided through “matesigects.” This idea is
supported by an article published@ommunication and Medicipahich
introduces the idea that evidence may be medipaésentations (e.g. test results)
or artifacts (e.g. x-rays). These material obj¢zk® meaning as “practical
evidence” through a process of discursive consbudiy practitioners (Maseide
2006, 44). This notion is supported by GherardD@0vho contends that
knowledge is a constructed process that is basedsaarch and experiential
evidence as well as on reflection, negotiation ening, situational factors, and
material artifacts.

Although material objects were not primary souragesvidence for
interviewed women, it is worth noting that manigggins or evidence of physical
reality was important to women, particularly be@aguncertainties associated

with the course of menopause (see section 4.4dljremnexperience of
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menopause symptoms (see section 4.3.2.1). Focipariis, the use of medical
representations (for example, hormone level tesiimgpne density tests) was not
just a question of reading the results; rather,mmgpand practical use was based
on the individual, their circumstances, and thestautction of their needs.
Meaning was created from the objects by women abdden women and others
(primarily HPs) as they talked about the materigeot. Lillian relates an incident
which exemplifies this form of evidence: [The HR]d “You have to take Lipitor
for the rest of your life.” You know, just like thas if he were god. | know he
isn’t. And | said, ‘Well, I'm taking Red Yeast Ri¢&nd he said, ‘Well, that
needs more study. We need the facts.’ | said, fabts are that my cholesterol
came down from 9 to 5.2.”” In this situation Lilhavas objecting not only to the
notion of life-long medication, but also to the manof the HP. She used a
concrete test result (her cholesterol level) tms@mon herself as someone in
possession of the ‘facts,” and therefore as somedthethe right and capacity to
choose her own treatment — in this case she wiag tayproduct from a trusted
health food store.

A more common type of material evidence for ini@med women was
provided by hormone level testing. Muriel usedtbgults of hormone testing to
establish the validity of her menopause symptomd, mnoreover, to discursively
re-situate herself as a biomedical authority, atjpmswhich her physician
previously presumed (see section 6.4.3). Danarafsored to hormone testing as
a form of material evidence: “I did play that gaofegoing to health food stores
and taking different things and stuff like that. But | guess | prefer having been
tested and knowing exactly what my levels are. Arehlly have a lot of relief in
not playing that guessing game any more.” And 8im, had engaged in a long
personal search for appropriate menopause managiesnggested that
appropriate concrete evidence in the form of colmgmsive hormone testing
would provide an environment where women could bgveust for medical
information and for HPs:

| think if they would have said they would have dall the tests and
see[n] where all my hormones were, not just estr@yel progesterone,
but every other hormone that you have, and whaisahey're at, what
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this is doing, what this isn’t doing because yoadt up this one to bring
you to a certain level — | would probably have pyt confidence in a
facility like that.

7.3.3 Evidence as negotiated belief or opinion

As participants talked about research studiestondl health information
within the context of their experiences with menagsrelated information and
the elicitation articles, they tended to situatesthrepresentations of evidence as
negotiable opinion or belief. In other words, tlegion of an empirical basis for
understanding health information or making decisiabout health management
was apparent; however, determining the validitthefinformation was based on
determining what or who to believe among the pdssibailable options. Cherri,
for example, questioned contrasting empirical figdi and rhetorically asked:
“Who do you believe? Who to believe? | don’t knowmuriel comments are also
representative: “This [article] comes out sayingtttinis study has been done and
that this is the case. This [article] says thisigthhas been done but it's not
conclusive, and probably it's not the case. So it@wp to you to make the
choice again.” In both of these cases considersagoa not focused on the
evidence itself; focus is directed towards evidem&@ negotiated belief or
opinion. Vicky further illustrates this perspectivEm going to just keep living
my life and they [indicates the elicitation artg]&an sort out what they believe
and don’t believe.” Evidence was thus presentedha@ positivistic entity, but as
a negotiated belief.

Interviewed HPs provided support for the findihgttwomen situated
evidence within the context of negotiable beliefr Example, Connie noted:
“There’s a little bit of different information thiatbeing given at different clinics
as well, so — you know, I've had women that havd,s®#/ell, they say this here
and they say this here, and so what do | belie@# of the interviewed HPs
insightfully described the challenge of differetitig between empirically derived
evidence and evidence which is open to discussidrifaus situated as

negotiable. This individual noted that “as muctpassible” she tries to follow the
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recommendations and consensus statements of gogdrodies, however, “we
do taint it with our own belief. . . we have to emstand that we’re bringing in
that too.” She explained in more detail:

Because it’s all belief even though you look atlevice. You’re putting
your own belief into that evidence, right? So yay the quality is not
good. You know, that they had too small samplesy thdn’t randomize
patients, and they didn’t — or there’s no studgupport it so it doesn’t
work. Or it's not safe or, you know, whatever. Besa I'm still putting
my own belief in it. It's my interpretation of thatidence. | still believe
that, right? And somebody else could say it infeedent way and believe
it in a different ways.

This HP’s assertion, “I'm still putting my own betfiin it. It's my interpretation of
that evidence,” is supported in the literature.dafs exploring changing
approaches to menopause management note thatyinggmlactitioner beliefs,
preferences and cognitive frameworks as well asigtybinfluence treatment
decisions and the understanding of evidence (AdlethMansfield 2004; Chase
and Youngkin 2004). Furthermore, application gbylation derived medical
evidence to individuals an ongoing challenge whezjuires clinician judgement
(Griffiths, Green, and Bendelow 2006), and resederhonstrates that even when
looking at the same evidence with respect to Hputable medical groups come
to different conclusions and consequently makeavdiecommendations with

respect to management of the menopause transitander et al. 2006).

7.3.4 Evidence as lived experience

While the evidence-based movement seeks to eleckimwledge which
is formal, explicit, derived from scholarship antish can be applied in practice,
another form of evidence is that which is derivedegientially. In the published
literature this has been identified in a varietywafys including as tacit evidence
(Ferlie 2005), clinical experience (Rycroft-Malorgeers et al. 2004) or practical
evidence (Maseide 2006). Furthermore, a cleariimkade between this type of
evidence and lived experience: “The gaining oftteeowledge, in contrast to the

route learning of facts, is experiential and typafaapprenticeships” (Sturmberg
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and Martin 2008, 768). In addition, qualitative Exption has demonstrated that
clinical practice is primarily guided by this exatially derived evidence.
Gabbay and le May (2004) describe this evidencérardlines’ — collectively
reinforced, internalized, tacit guidelines” whiale anformed by multifaceted
information sources including personal and peeeggpces, and interaction with
formal and informal information sources (1013). Wlscholars have recognized
that clinical experience is central to EBR. Hay et al. 2008; Sackett et al. 2000),
the lived experience of patients has also beertifadehas an important aspect of
the evidence spectrum (Rycroft-Malone, Seers &Cdl4).

A prominent theme in the interviews with women whaes identification of
lived experience as an important source of evidenb&h played a noteworthy
role with respect to decisions about managing heaitl wellness. Jill
exemplified those participants who looked to livegberience as an important
source of evidence. After looking at the elicitat@rticles she said, “l have no
medical background whatsoever, except for whatliwed or what I've
experienced.” This participant questioned the imiation in the articles, thus
positioning her lived experience as a sufficiergi®dor questioning the validity
of the articles and the studies on which they viber®ed. Monica provides an
additional example of decision making which waseldasn evidence derived
from lived experiences. This participant reporteak thecause of her mother’s
experience as a nurse (“she looked at health fawgks and chiropractors and
things as sort of voodoo”), she herself was scaptitalternative approaches to
health management. Nonetheless, based on thedipmtience of interpersonal
contacts and without her characteristic exploratibmultiple information
sources, Monica reported that at one point sherewpated with an over-the-
counter estrogen cream. In this case, her more @ymemdency to avoid
alternative products as well as her decision totluseream was based on the
lived experience of others; and her decision toafiinue the supplement was
based on her own lived experience, “I didn’t thinéid much.”

Women'’s evaluation of risk provides an examplewdd experience

constructed as evidence. A primary concern for womleo were considering HT
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during the menopause transition was cancer riskn&bowho had used or were
contemplating HT use all described some levelsK assessment with respect to
this therapy. Some focused on reason-orientecaaskssment, while a
predominant theme was the influence of experiertiadence. Christy
exemplified a reason-oriented approach when shaided assessing information
which was published in an article related to th@2publication of WHI results.
She concluded: “They gave this whole list [of corrggions and confounding
factors related to the study] and I didn’t have ahthose. . . . So | kind of looked
at it and said to myself, ‘Well, this is somethifigask about the next time | go
in, but it doesn’t look to me like | should [stagking HT] today.” This approach
suggests “behavior mediated by conscious appraisatents” (Slovic et al. 2004,
313). This analytic approach to risk assessmentrefeested by the interviewed
HPs. Amy, for example, exemplified this perspectiVvealk a lot about weighing
risks and benefits and sort of looking at the bayyse; and try to explain the
difference between relative and absolute risk beedloat’s a big thing that
creates a lot of confusion.” This approach alsalseid garner attention in the
literature: concerns about the representation althhénformation in the media
frequently focus on the inclusion of study limitats and indications of scientific
uncertainty (Jensen 2008), or the appropriate comgation of relative vs.
absolute risk figures (Schwartz and Woloshin 2004).

While some focused on analytic risk assessmemngdominant theme
emerging from the data was the influence of thepéeiential system,” a
“quicker, easier, and more efficient way to navégiat a complex, uncertain, and
sometimes dangerous world” (Slovic et al. 2004,)3R&liance on this
experiential approach draws attention to the nadioevidence as lived
experience and was demonstrated by relationshipgeba cancer-related
experiences and considerations of HT use. Theviatip examples exemplify
those whose lived experience didt include cancer: “I wasn’t worried about
uterus cancer, and | wasn’t particularly worriedattboreast cancer because it's
not in our family” (Jane); and “[The doctor] sai@ell, quality of life is more

important than maybe the risk factor.” And for rhe tisk factor’s pretty minimal
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because we have no cancer in our family” (Sylvidese women put aside
analytic consideration of a potential cancer-HRtiehship on the assumption
that family history made this consideration unneaeg For women who had
lived experience with cancer in their families, cem with respect to cancer risk
played a significant role in their consideratiorntf: “My mom died of breast
cancer and I'd had a few lumps in my breast andt made up my mind that
anything with hormones was bad for me. I'd nevedra single article, didn’t
know anything about hormone therapy. | was totallinformed but | was
determined that | was not using hormone therapgs(f). The threat of cancer
and its relationship with HT was a prominent theorenterviewed women and
lived experience of this dilemma also occurred nassly:

The other thing that happened is my closest friestiher mother from
breast cancer, lost her grandmother from breastecalost her mother’s
sister from breast cancer. . . . And she saiditeatioctor had at one point
talked about HRT and she basically said, ‘Well, idfaices can | have,
you know. On the one hand | can get this, and erotlte hand | can get
that.” . . . .And, | think having witnessed thalednma with her, that also
just turned me off HRT. I just felt it was too musha quagmire and too
complicated, and | just didn’t want to deal with(Nlicole)

Although the relationship between women’s concéwuacancer and the
decision to use or not use HT has been documentie iliterature (Genazzani et
al. 2006), for some women the lived experienceyofgoms provided sufficient
evidence for choosing to use HT, even when thesefamily or personal
experience with cancer. Naomi, who had lived wisistant and severe
menopause related symptoms, explained that het éxperience provided
sufficient evidence for her use of HT: “It's contaysial in the sense that | have
this history of cancer and I'm using HRT. . . .Athére’s a lot of people that
don’t understand for me, it's about quality of lifereally is.” This is particularly
demonstrated by Thea, whose story of her menopaymrience was laced with
references to a family member whose suffering artigps even death was
attributed by family members to hormone supplentemtaWhen Thea sought
help for seriously disruptive menopause symptonnsbesideration of risk was

based on both lived experience with her relative the experience of her own
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symptoms. Her first prescription for HT “sat on tteunter for about two weeks”
because she had “heard horror stories about themaah, I'm older. | might be at
risk. All these things came in my brain.” After nrecgxtensive consultation with a
second HP, Thea decided to try using HT: “You @kdy, well what's the risk
on this level here and well, there’s still a riskbreast cancer and all sorts of
stroke issues were brought up and you know, ydlyréan’'t — you want to do
something to get your quality of life back.” At thiee of the interview Thea’s
personal lived experience had provided compellwigence to support HT:
“because you get so sick of being sick. . . . | digen in trying to solve those
symptoms, for sure. Mine were really taking overwhpole enjoyment factor in
life.”

The influence of lived experience as a source afence which women
rely on or consider in conjunction with other forofevidence highlights the
importance of personal context for women who aregading information related
to the menopause transition. Information sourcesaibe considered in isolation
from the evidence women derive from their lived ex@nces. In the examples
provided, focus was given to the influence of liveegberience with cancer and
with menopause symptoms; however women also lotketterpersonal sources
of information in order to draw on the lived exgece of others (see section
5.2.2). Although Rycroft, Seers et al. (2004) nttereality little is known about
the role that individuals play or the contributiveir experience makes” to EBP
(85), this data suggests that women’s experienaegde information that they
construct as valid evidence and which influencsls assessment and decisions

about menopause management.

7.4 Making sense of changing and uncertain healtimfiormation

Given the complex array of sources which participameracted with as
they navigated uncertain information related torttenopause transition (see
chapter 5), it is valuable to move beyond intemactvith specific types of

sources, how women position themselves with redpdwtalth information
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(chapter 6), and the construction of evidence ¢eetion 7.3) and consider how
women integrate and make sense of the complexniafoon worlds they inhabit.
While integration has been discussed within thdexdrof previous chapters, this
section focuses specifically on themes which illbaté women’s personal
experiences of knowledge translation as this ocetttsn their everyday lives.
The following themes which emerged from data aresyend which relate to
women’s construction of uncertain health informatwill be examined: women’s
‘postures’ as they make sense of uncertain and tsoeee conflicting health
information, source complementarity, social corgdrt learning, and making

sense through narratives.

7.4.1 Analytic and experiential ‘postures’

Theorists from the field of psychology have exptbthe notion of two
interacting modes of information processing (eorai and an experiential
system) which are activated by varying circumstarasel stimuli (Epstein 1994).
Data analyses from this study demonstrate thabadh participants used rational
processes to make sense of uncertain health infam&hey also made sense of
information through a more experiential approacictvincorporated intuition
and affect. Within the context of this exploratidmave chosen to use the term
posture which is defined as “a stance, an attitude” (Q&fline 2010), as a
descriptive term that reflects women’s conscious @mconscious dispositions as
they made sense of uncertain health informatiothigistudy, women'’s varying
postures as they experienced, made sense of, addarsdid not use) health
information reflected analytic/logical and expetiatiintuitive positioning. It is
important to note that women'’s postures were radtcsand, furthermore,
interviews demonstrated that they were not mutuatisiusive.

Women'’s analytic posture with respect to healtbrimation was
demonstrated by characteristics described by Sktvat. (2004): women focused
on logical connections as they explored uncertaiorimation mediated by a

range of sources; their actions were based on mrssconsideration of
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information and events; and they used logic anigdiht forms of evidence in
order to justify their use (or non-use) of inforroat Camille exemplified this
posture as she struggled to reconcile use of Hf et fears of cancer: “It made
sense that, yes, | should at my young age, | stsiildhave those hormones in
me. And what we’re doing is just replacing whabhd have. So it made sense to
me.” In this case Camille adopted an analytic pesiiresponse to a discussion
with her physician. The same analytic posture malestrated in the following
conversation:

Camille (C): Basically what | would do is build apsleep debt after about
three nights and then I'd take a sleeping pill. &ese | didn’t want to be
doing that every night, right? So that's what | \ebdo, if | went on
without a good sleep for two, three nights, a timight I'd take a pill.
Interviewer (1): Did someone tell you to do thatdl you

C: No. That’s just what | thought. | mean, becausalize that if | take a
pill every night then I'm [going to] need one totge sleep. So | would
just kind of accrue this debt and then poof.

I: Then how did you decide to do that?

C: I don’t know. | just did. | just thought abotitaind thought, ‘Well,
that’s the part that makes the most sense.” Andiotyor said be careful
to not — or he said, ‘Try not to take this morentiao or three times a
week.” | mean, | had a friend who was taking twaght. Every night. So,
and | don't like to take a lot of medication.

In this situation, Camille considered her strugglé® insomnia, the instructions
from her physician, her knowledge of a friend’s esi@nce, and her own
disposition towards medication. On the basis af tonscious appraisal, she
found a way to make sense of information aboutpstgemedication, and she
found a way to use that knowledge in the contexXtesfown life.

An analytic posture was also adopted as women saogimderstand
information mediated by informal sources. Sylvia, éxample, explained:

On the internet, when | wanted to look up gallblx@dand hormone
replacement therapy and what | did find is thanhamme replacement
therapy concentrates the bile. And | was not eatifg of fat. So |
thought, ‘I'm going to start eating a tablespoorpeé&nut butter every
morning and see what happens.’” Sure enough. | Havehany of those
symptoms again. Soon as | forget, it comes back.

By taking information from the internet and applyiner own understanding of
nutrition based on some background in the heaMl,flSylvia made logical
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connections and, like Camille, found a way to agpb/information to her
management of the menopause transition. These déxenfyghlight the range of
information which women integrate as they make safi€ncounters with formal
and informal health information, and the varyingdy of evidence which are
incorporated as women find ways to make senseapiitformation.

Analyses demonstrate that women also adopted iexjiat postures,
which incorporated intuition and affect, as theggassed uncertain heath
information. This posture was demonstrated by womlen utilized information
that made sense according to their experiencep€teencing is believing”), was
based on intra-personal information sources, arglomaa very general level
oriented towards “more rapid processing” (Sloviale2004, 313). Jill, for
example, was explicit about assuming an experigmisture. Although
acknowledging that information from books might‘geod,” she wondered
aloud whether some of her friends’ experiences @fiopause symptoms were
‘self-fulfilling prophecies’ based on material thbgd read about the menopause
transition. She asserted, “Menopause’s going toheg | experience, not from
what | read from a book. . . . I'm not even goinggtve my mind a chance to even
excuse certain behaviour [because of] what | reatkt” Nicole also assumed an
experiential posture after relating the experievica friend who gathered so
much information through a formal literature sedtcdt she was unable to
translate the findings into useable informationthihk that’s probably one of the
reasons | just turned off on the HRT stuff. TheesywstSa Much Stuft And, |
was, as | said, satisfied with where | was goinidhy where my body was going. |
think more than anything, | was satisfied with wary body was going.”
Immediately after explaining why she chose to foeadier own embodied
experience, Nicole reinforced this posture by netathe experience of a friend
who lost loved ones to cancer: “The other thing tiappened is my closest friend
lost her mother from breast cancer, lost her grander from breast cancer, lost
her mother’s sister from breast cancer” (see fuditgtion in section 7.3.4). Dana
illustrates an experiential posture which drawser@xplicitly on the intuitive

elements of experience. Dana was asked in theviateif she looked at the
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author or origin of websites she explored. Thigipigant responded, “Makes no
difference to me because, you know, if it is sonmeglthat | already want to
believe, it doesn’t matter to me. I'm looking famsething that agrees with what |
believe. And if it doesn't, | just scrap it.” Thaarticipant continued, “I didn’t
always have that confidence. . . but now | sit s&e how it feels first.”

Although interviews thematically support the notibat making sense of
uncertain health information is facilitated by wartseanalytic and experiential
postures, women’s perceptions of their own expegsrand their construction of
those experiences within the context of the intamg highlight the inherently
inseparable nature of these two approaches. Thisesplified by exploring
Christy and Faye’s narratives. Christy assumedytinand experiential postures
in the course of her interview, and, rather thandpeontradictory, each
represented an approach which made sense to Cinristy specific context she
was describing. When trying to verify informatidmeshad heard from a
girlfriend, she unsuccessfully consulted HPs (‘&sva very ‘shut it down’ kind of
discussion”) and then conducted her own searcimformation online where she
discovered both “old wives tales” and citationstdies in the medical literature.
By assuming an analytic posture with respect tf@mmation she found, and in
light of her own knowledge of physiology, Christgv@loped a rationale for the
practical information which had been recommendetdnyfriend. Later on in
Christy’s narrative, however, she encountered médion about the WHI. While
first assuming an analytic posture, (she spokensidering “complications” and
“confounding factors”), she almost immediately teththat she became “even
more concerned over time about the impact of thiff at | — what | wageeling
[great emphasis on the word ‘feeling’], right? So, | went back again [to her
doctor] and | said, ‘You know what, | think thisdausing me these problems.™
In this instance, and based on experiential evieleGbristy assumed an
experiential posture when she spoke to her physi€aristy also demonstrated
this posture at another point in her narrative wéiem emphasized her own
responsibility of health management: “The stuftt thgot [from HPs], I'm kind of
going ‘Na, | don’t think so’. . . it might be rigim theory and it might be right if
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you generalize it out to the population but youice talking about me. . . | know
that what you're saying is not right for me.” Indhatter example Christy, who
overall tended to demonstrate an analytic dispostbwards heath information,
exhibited an experiential and almost intuitive se&by positioning herself as the
unique interpreter of her own body and physicalesigmce, “I know that what
you're saying is not right for me” (see also seatttol).

Faye is also representative of the inseparabifithe analytic and
experiential postures as demonstrated by intendem@men. Faye described her
approach to health information seeking as “interdl@and thorough, maybe even
academic” and discussed her tendency to consull@nange of sources when
she was “sort of figuring out” health challengeke $ioted that she “liked the idea
of the [menopause clinic]. That it was sort of mooenprehensive and more
thorough,” and when asked by a HP if she was istecein a referral to the clinic,
she reported that her response had been: “I'dteecsted to talk to somebody. |
think 1 know what there is to know but I'm happygdo see if 'm wrong.” While
these examples demonstrate Faye’s analytic stamiceespect to health
information, she also clearly articulated the iefiage of an experiential posture:

Maybe a part that | emphasized less in emphasimygcientific
approach to trying to get comprehensive informaisotiat | do also feel
like | evaluate things on very much on how they.fee. So | do all this
reading and then | try to make a wise, intuitiveisien with, ‘Am |
comfortable with this? Am | ready to do this?’ El$o, ‘How does it feel
physically?’. . . . | sort of get myself intuitiyeto the point where I'm
ready to make a decision. But that takes — you knlois information
gathering is part of it, but then just lettingarsof feel it out. Am | ready
to — am | really ready to go there?

Although scholars suggest that “health informafimnconsumers has
been designed, almost exclusively, to evoke armapybcessing (Hibbard and
Peters 2003, 428), these findings suggest that wadept both analytic and
experiential postures when seeking and making sefrtsealth information. Just
as recent research on health promoting media messaggests the importance
of messages which provoked cognitive and expeskrgsponse (Dunlop,
Wakefield, and Kashima 2010), findings from thigdst suggest that further

understanding of both of these approaches to psowesformation will increase
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understanding of women’s 1B and decision makingrduthe menopause
transition, and assist HPs and information protesss as they seek to facilitate

health information literacy.

7.4.2 Source complementarity

Discourse with respect to health information sosit@ed health evidence
is frequently conceptualized as a dialectic, a aetitipn between information
sources or types of evidence for the limited timalegiance of the information
seeker. Following the publication of WHI result2@d02, for example, many
surveys were conducted seeking to identify womeprniimary sources of
information with respect to HT risk and/or HT distiouance or continuancef(
Genazzani et al. 2006; Heitmann, Greiser, and CRBOH; Mcintosh and Blalock
2005). In contrast to the notion that informatiouices compete for attention, or
that the influence of one information source (feample, the media) may come
to displace the influence of another (for examgsie,HP), findings from this
study demonstrated that women who were seekingnvetion about
management of the menopause transition tendectkp sean and monitor
information on this topic across mediums. This g that, for these
participants who were navigating uncertain heaitbrmation, a predominant
feature of health IB wasomplementaritynot competition or displacement. The
notion of complementary use of information sours@ggests that an individual
looking in traditional media for information aboty example, a health concern,
would also be likely to look online for informatioalated to the same content
area (Dutta-Bergman 2004). The primary featurdhisefperspective are that
enduring interest in a specific subject area médtwdBs across mediums, and that
“‘information seeking behavior through the differemtdia complement each
other in fulfilling the individual's information reels” (Dutta-Bergman 2006b, 89).
Data from the current study suggest that for inéered women, complementarity
played an important role as they sought to makeesefiand use uncertain health

information about the menopause transition.
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As discussed in Chapter 4, participants descrijagiering information
from multiple sources and viewed sources as conmgaiéany to one another. In
fact, the view of information sources complementing another was reinforced
by the value women placed on sources which directipdirectly pointed to
other information sources (see section 4.2.2). Gementarity was also
demonstrated by participants’ use of a range a@irmétion sources in order to
fulfil a variety of information needs, and by theding that women tended to
focus on interest areas (specifically, health comceelevant to themselves or
family members) as they gathered health informaticnoss mediums (see section
4.2.3). In Chapter 5, complementarity was eviderdiacussion focused on the
complex array of sources women used as they nadgatcertain information
related to the menopause transition. A few examptash have been discussed
in Chapter 5 include the following: women frequgritbnsulted HPs subsequent
to personal exploration of a range of informationrses, and conversely, when
encountering health information in the media, maynen subsequently sought
information from HPs (see section 5.1). Other printhemes emerging from the
data and which demonstrated complementarity wersg¢amless integration of
online information seeking with other informatioousces (see section 5.4); and,
media-mediated health information as an awaremedshd a ‘springboard’ for
information seeking via other mediums (see sedidh Quotations supporting
complementarity can be found in the sections whcifically discuss these
examples. In addition to the numerous exampleswiptementarity evident in
Chapters 4 and 5, and given that the literaturghisrtopic is, to my knowledge,
limited to secondary analysis of quantitative dataDutta-Bergman 2004,
Nguyen and Western 2006; Tian and Robinson 20@8) specific illustrations of
complementarity found in this data are describetthénfollowing paragraphs.

The elicitation portion of the interview providedmerous examples of
complementarity as women were confronted with édtirfig reports on Vitamin
D research and were asked to explain how they wmalke sense of the media
stories. Participants brought a range of optionsdod. These included

discussion of the articles with HPs (for examptené) or other people (for
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example, Cherri), as well as engaging in persoxgalbeation of a range of
information sources (for example, Jane). Paularsroents as she read and
considered one of the elicitation articles are@spntative of complementarity:
“OK, who is this guy? [Referring to the author bétresearch study that was
discussed in the news article.] He’s a researd¢iveould Google him. I'd be like,
‘OK, that'’s nice. Who is this guy?’ — then | woudd a — find out some
information about him to see, is he somebody thatworld renowned research
expert on Vitamin D and the study of cancer?” A bemof women also
demonstrated an integration of intrapersonal infdrom sources. In reaction to
the elicitation articles Jill suggested both listgnto other people and “listen[ing]
to your own body”; and Dana stated, “I would golbaxmy gut.”

Although many HPs expressed grave concerns abewompeting
influence of media-mediated health information, s&ction of women to
Oprah’s foray into issues related to menopausemt»ddes an illustration of
complementarity. Camille, for example, highlightedelationship between the
television show and interpersonal information gatiggamong women: “It kind
of opened up the dialogue and stuff. Because wayd'®h, did you see that
Oprah?” Amy, one of the HPs, also provided supfasrtomplementarity
between the Oprah show and other information sguftguess the good thing is
that it does get the conversations started, yowkhdke certainly more women
are coming forward and looking for help.” Desphattfact that celebrity-
mediated health information presented significdnatllenges to HPs, the most
compelling demonstration of complementarity wasnilinated by Gail, one of the
HPs who worked at a menopause clinic:

| can’t believe the influx of calls we’ve had fratmat Oprah show. | really
can’'t. The power that she has. And that she usexlithat she’s
empowered these women to come. . . .We've ovem&iiien waiting to
see us now. And we’re booking into — whereas bedorewvait list, before
the Oprah show, was about — we were down to abgati-know, maybe
40 or 50 at our peak times of people waiting. Nog&vhave over 200
women waiting to be seen.

While the interviewed HPs were unenthusiastic a@urah as a purveyor of

health information, Gail's comments clearly il complementarity between
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media-mediated health information and formal heitbrmation. Many women
who were interested in the information provideddyrah were motivated to also
seek information about the menopause transitiam fsther sources, including
from HPs.

Findings from this study are both supported byrédsearch literature and
extend considerations of complementarity betwe&rimation sources. First
established as a feature of news consumption atramisonal and new media
(Dutta-Bergman 2004), complementarity has beerbksted between
interpersonal crisis communication via telephone the internet (Dutta-Bergman
2006a), and between mass media and visits to &ldR &nd Robinson 2008).
Results from this study provide insight into theywomen think about and
experience complementarity, and its integral caicsitre role as women navigate
a wide range of informal and formal information sms in their quest to make

sense of and use changing and uncertain healthmatmn.

7.4.3 Social contexts for learning and for knowledg construction

Data analyses reveal a third prominent theme regpect to women'’s
construction of uncertain health information: tlwtion that social contexts play
an important role for women as they make sensecénain information about
management of the menopause transition. Closermmgadiithe data demonstrates
that women find interactive contexts in a varietyvays; these social contexts
serve a range of purposes as they facilitate kraydeconstruction; and, women
themselves identify social contexts as importantd¢arning and for the
translation of knowledge for personal understanding use.

Women encounter or seek social contexts througiriaty of mediums.
The most apparent interactive contexts were crdatedterpersonal information
sharing between women and their family, friendssaleagues: “I really just
talked to some girlfriends. . . ‘This is what I'mdling.” And they would say,
‘Maybe you should check about menopause becassaiids like you've got the

symptoms™ (Camille); “I have this ladies’ club thiave been in for about 13 or
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14 years now, and there’s like eight of us théitrsieet and we meet once a
month. . . .We do talk about [menopause]. . edtly comes up in conversations
naturally” (Sue); and, “Like at work, in the luncimm, you’d hear all of us. .
.talking about how are you doing with your hot fas or night sweats or memory
or aches and pains and you know, drying up, anttialisort of information.
Everybody is just telling what worked for them. Ykuow, it's been very
interesting as well. It's been really open, horkslogue” (Naomi). While these
examples demonstrate the constructive potentitdag-to-face social contexts,
women also found online social contexts which fet#d interaction and
understanding of menopause management.

Like | went into the site, | looked at the caughe, symptoms, all of this
and then | went and scrolled down into some ofcthraments [of] the
people that lived through that. And to me thatts@source right there
too. Talk to people thdived through that. . . . Nobody knows better than
the person that has gone through it. How it iscdiffgg and | think there is
a lot of wisdom and a lot of knowledge that candden from people
going through that. (Jill)

Although none of the participants described adtivelvement in online
communities, a number of women, like Jill, exprelsappreciation for the
interactive elements and learning provided by @npersonal commentaries or
blogs. Social context was also provided vicariotlpugh the media. Sonya, one
of the interviewed HPs, specifically noted the vicas experience of media-
mediated social contexts: “It's woman to woman| #onk this whole sort of
interest in bioidentical is Oprah. One woman tajkio another woman. Even
though it's an audience of 30 million or whate\ut that's just how health
information flows to women, right? So that peepé®r, those sort of face-to-face
conversations.” While section 5.2.3 describes amdahstrates the contribution
of interpersonal knowledge sources to knowledgestraation, consideration of
the diverse ways in which women experience sostalaction and social
contexts draws attention to sociocultural environta@s a potentially diverse yet
central component of knowledge construction (Tallggminen, and Savolainen
2005).
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Data analyses suggest that social interactionit@eis uncertainty
management and knowledge construction in a nunfldifferent ways. For
example, while participants gathered informatiamnfra range of sources in order
to prepare for encounters with HPs or to supplenméatmation (see section
4.2.3.2 and 4.2.3.4), social interaction appeapdayp a key role in encouraging
women to make sense of and use information. Hémedxample, reported, “[1]
talked some more with some friends and they s@ikay, go back to you doctor
and say this is what you want.” After this exchartgazel engaged in further
information seeking and then approached her HP witlimation about her
preferred treatment strategy. A further exampleravided by Christy who, after
visiting her physician, sought supplementary infation through interpersonal
source: “it was much more expansion, confirmatidooking for practical
application and dealing with it.” Lisa was partiatly descriptive as she spoke of
the construction of knowledge which occurred betwgeople as they exchanged
information about their lived experience:

When you're talking and discussing with someone words are flowing
back and forth, you're both getting something friltose words. And
maybe you can both help each othérelp each othewith your words. . .
.We're trading information and ideas. They're using information to
help them . . .and I'm using their information &ysYeah I've trying that
and this is what happened; and | tried this arslithwhat happened; and |
tried this, this is what happened'. . . .It's albaad forth constantly.

The notion that social contexts serve a range gigees as they support
knowledge construction is supported in the literatBrasher (2001), for
example, found that “supportive others act uporetlamty management
processes by providing direct or indirect assistaag sources of information,
collaborators in information gathering, evaluatofsnformation, or buffers
against information” (485). And other scholars hawéed that in the face of
frustration with uncertain information provided plgysicians and contradictory
media articles, women in this life transition where at risk for hereditary breast
and ovarian cancers used an online discussion dooftiquilt their own social
structure by engaging in reciprocal and multi-gdpant conversations over time”

(Kenen et al. 2007, 769). Furthermore, it was fotlvad the “sense of trust and
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community. . . appeared to enable these women ke thee unpleasant choices
they faced with a degree of confidence they othezwmight not have felt on their
own” (Kenen et al. 2007, 769).

This qualitative study is framed from a social doanstionist theoretical
perspective which views knowledge as “a communieatbnstruct which is
produced in a social context” (Tuominen and Sawelail997, 89), and yet an
unexpected finding was that participants themsehxgdicitly valued and
specifically identified a preference for social texts for learning about and
constructing knowledge about menopause manageimdatt, analyses
demonstrated that over half of the women identifirédrmation exchange within
social contexts as a preferred way of learning abb@mnopause. When Paula was
asked what she might envision as an ideal way ton@n in this life transition to
learn about health, she responded,

Women'’s health centre. . .a place that women csldde. Like, maybe
there are menopause support groups. | don’'t kncause | never went to
one, but by women sharing with each other and lgathiat common
thread. . .knowing that you're not alone. Whetlisrmenopause,
cholesterol, or whatever it may be. | seriouslyéya that it's important
for women to share that information.

And Dale said:

I would like to see, this might sound odd, a supgooup. Not an
Alcoholics Anonymous. Like — I'm a big advocatehaiving female
friends. . . .Because I think it's a team efforhdA know it’s difficult to
have healthcare teams like at the Mature Womenisddbut | think
groups like that could get discussions startedaanelast show people a
few different directions or avenues that they ceanbh out on to start
seeking information.

While acknowledging a need for biomedical knowledgemen
recognized that research-based evidence was oalpam of decision making
(this is also recognized in the knowledge transfaliterature; see, for instance,
Rycroft-Malone et al. 2002) and their notions afatllearning situations
emphasized the learning that occurs between womsodial contexts.
Consistent with notions of complementarity, findirgyiggest that interviewed

women did not view social contexts for learning andounters with HPs as
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conflicting or competitive. Rather, they saw int#ihae contexts as opportunities
which empowered them to make sense of uncertaithheformation, integrate
formal and informal information, and deal more efifeely with personal health

management.

7.4.4 Making sense through narrative

When EBP was introduced in the early 1990s, eiggewas subordinated
to external evidence and HPs were urged to lookiegxperiential knowledge
to the research literature for appropriate evidemcehich to base practice. This
approach was modified by Sackett et al.’s (200@ipd®n of EBP, which
advocated the integration of research evidence dlittical experience and
patient values (see section 2.4.1). Despite thpsuested conceptualization, “even
proponents [of EBP] agree that they have a poaedle on how to factor in
clinical judgment and patients’ circumstances tthey do how to judge the
hierarchies of evidence” (Charon and Wyer 2008, 28 order to improve
understanding of patient values and circumstarieeattention of some scholars
has focused on patients’ stories: “only by listgnio the stories that patients tell
can clinicians understand their patient’s valuésickwood 2004, 1035). A
relatively recent editorial in the prestigious joal, The Lancettakes this idea
further and proposes that “illness unfolds in gsitiand that it is through an
understanding of patient narratives that understanaof “the final step in the
pathway that leads from research idea to improwepts’ outcomes, namely,
patients’ own decision to accept and execute affereerventions” can be
achieved (Charon and Wyer 2008, 2dNarrative evidence-based medicihels
seeks to situate patients within their own stomesrder to help the HP “make
sense of a patient’s complicated and often unoddeéisease account” (Goyal et
al. 2008, 737). Goyal et al. (2008) continue inrtkdescussion of narrative
medicine: “It is only when that string of amino @giis configured into shape
that the protein can do work. . . .So, too, for¢bafiguration of plot, which

enables an otherwise flaccid string of eventddsomething, that is, to achieve
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meaning” (737). The notion of narrative as a mednsderstanding patient
accounts is consistent with literature relatedualidative interviewing. Becker
(1997), for example, notes that it is through s®that people “organize, display,
and work through their experiences” (25).

While scholars seek to incorporate the notion efatave within medical
practice in order to help HPs ‘make sense’ of pat@lues and circumstances,
findings from this current study suggest that wortiemmselves make sense of
uncertain health information through the tellingloéir own narratives and by
listening to the stories of other women navigatimg transition. This is made
evident by findings related to interpersonal infation sources and experiential
evidence (see sections 5.2.2. and 7.3.4). Furthrermdile the focus in section
7.4.3 is on social contexts as a means of makingesef uncertain health
information, it is also apparent that it is, intpéine narratives available within
social contexts which facilitate women’s understagé@nd use of uncertain
health information.

Interview data demonstrate that interviewed wonmarstructed sense as
they told the stories of their experiences. Secti@?2.1, for example, explores
the contribution that women’s narratives make ttea@per understanding of the
symptom experience. Discussion focused on how wnstories provide insight
into the influence of personal context on the syompéxperience, the challenge
women experience because of the difficulties innile menopause symptoms,
and women’s construction of the symptom experidsase=d on common
interpretive repertoires. Muriel also exemplifiee tvalue of narratives as a tool
for making sense of uncertain health informationisTparticipant told the story of
her experience with menopause management (seersécti.3) and, within the
context of her narrative, she began to construderstanding. She explained that
whereas her daughter would feel free to disagrée avHP, she came “from a
generation where I find it difficult to disagreetiwihe doctor.” A short while later
in response to a question about responsibilithéalth management (“Where do
you see your role in all that?”), this participasfiected again on a particularly

negative encounter with a HP and then concludedd“yet | think that | am
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feeling more and more that | need to advocate fgsatf | need to be in charge of
my health. Yeah.”

Thea exemplified the many participants who sougitterstanding
through the narratives of other women. This paréiot noted that after initially
engaging with a small group of women in a teaclseggion at a menopause
clinic she attended, her interaction was solelyhWwwiPs. Although she appreciated
these latter interactions, she was focused in égrelto hear the continuing
stories of the women she initially interacted with.

I'd like to see, ‘What have you tried?’ ‘What hayeutried?’ But that
information isn’t available to me. After you getthnitial set-up then the
doctors and the pharmacist and everything elseo$tidne in on me
alone, on my own sessions. But it doesn’t give mekmckground to,
‘Hey, what worked for you?’ You know what | mean@dn’t have any
contact with those ladies anymore. And I'd likghave contact with the
original group of women] because I'd like to saWéell, this is what I tried
and | got to this point. What have you tried?’ Afidid you think that was
risky?’ And then she could ask me if | — you knowat/| mean? I think
that would be helpful. But that isn’t the caseso .I'm just stumbling
through trying to make myself better. . . . | wolilke to go back and
revisit the ladies that | was in the session witl aee where they’re at.

Despite acknowledged input from HPs, Thea’'s nareattveals deep uncertainty
about the course of her own treatment as wellsenae of being alone in her
attempts to find an appropriate treatment strat€gga commented at a number
of points during the interview that she’d like t@et again with the original group
of women and hear the stories of their experient@saging this life transition.
Through these stories, Thea hoped to make serss ofvn experience: “I'd like
to know these things because we don’t really knseweople if we're doing the
right thing and [the HPs] don't really tell youyibu're doing the right thing,
either.”

Interviews provided women with the opportunitybiing together
multiple facets of their menopause experiences$ydanag their histories with
health management, their physical experiencesthaidinteractions with formal
and informal information sources. The telling afrgts within the qualitative
interviews facilitated a view of knowledge not omly athing, but aslow

(Snowden 2002); in other words, the generatiomofiedge was focused on
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“contextandnarrative, rather than content alone” (Sturmberg and M&@as,
768). Furthermore, narratives allowed informatiot@ractions or encounters to be
“seen as one chapter in an individual’'s ongoingagegient with, and
construction of, their life-world” (Olsson 2005pr). Irene exemplifies the
integration of stories within the interview narvati This participant related her
childhood experience with the terminal illness gfaaent. She described helping
to count out different colors of pills, visiting hparent in hospital, and admiration
for the resilience which was modeled. She thenttoédstory of her own fight for
life-saving intervention for a child, as well ag logvn search for relevant
information with respect to menopause-related engks. This participant
concluded, “I learned that you have to fight alkeé lihey say, the early bird gets
the worm or whatever, the screamer gets the —’t &now. It just kind of clicked
then and since then | did a lot of fighting.” Clasading of the interview brings
forward the stories of a child’s experience withgrdal illness, a mother’s
experience with a very ill infant, and a woman’goimg health challenges related
to the menopause transition. Taken as a narrdlieeg stories construct the
experiences of a woman with close ties to the na¢diemmunity and yet a
woman who independently and without hesitation gegavith information
seeking in order to make sense of uncertain he#thmation: “I would tend to
listen more to the doctor. But after a while ifldesn’t help. . . [I'd] dig into this.”

At the same time as these examples corroboratéaiive interviews as
“occasion(s) for constructing” (Holstein and Gulnid997, 120), one of the
interviewed HPs confirmed the importance of womestsies as sites of
construction:

Just the chance to finally tell their story and sdrget through all that.
You know, there’s signs up in some offices now 8t you can only talk
to [the doctor] about one thing per visit. So, dwlin and talk about the
hot flashes or is it more about the sleep or —lseEdm not sleeping well,
then I’'m not thinking clearly at work, is that mp@issue? Like can you
imagine having to sort of put a priority to — theeyall connected. It’s a big
snowball effect, right? . . . I'm hot and botheged tired and thin skin
and my husband wants to have sex. Do | want toviothrough with that?
Someone - like [women] just feel relieved to beedblsort of put all that
out there. (Sonya)
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In this passage, Sonya emphasizes that in fachém®opause experience cannot
be separated into factual accounts of individuat@pms. Women’s menopause
symptoms are interrelated with one another anthéumore, relate to work and
home life. It is in the opportunity to relate sewithat women’s menopause
experience can be understood.

In addition to confirming people’s tendency tolseasily accessible and
interpersonal information sources (Case 2007; Blamd Dewdney 1994),
analyses of interview data demonstrate that womakersense of their
menopause experiences and uncertain health infam&trough narratives.
These narratives included previous personal anidhhesdated experiences,
current physical realities of the menopause trammsiind interactions with formal
and informal information sources. While evidenc&egjuently conceptualized in
the health literature as empirically derived, RyeMalone, Seers et al. (2004)
confirm that the production and, perhaps more itgmtly, theuseof health
evidence is a “social as well as scientific prot¢é84). Findings from this study
suggest that narratives not only facilitate womemiderstanding and use of
uncertain health information, they also illumingtgient perspective, thus
bridging the gap between the metaphorical resdagobh and bedside.

7.5 Conclusion

Interviews with women who had been or were naungatincertain
information about the menopause transition reveilethes which illuminate
women’s experiences making sense of and using tamcérealth information.
Data analyses reveal that in response to uncextarevolving health information
participants assumed personal responsibility batlséeking information and for
constructing sense from the information availabléhem. While evidence is
frequently conceptualized as being exclusivelywastifrom empirical inquiry,
interviews demonstrate a more nuanced view of exeevhich includes
evidence as research, as material object, as diateglbelief, and as lived

experience. As women constructed sense from umcénfarmation about the
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menopause transition, they tended to adopt anawyticexperiential ‘postures,’
they viewed information sources and different typesvidence as
complementary, and they valued social contextsefanning and for making sense
of conflicting health information. Finally, the fimgs illuminate the central place
of narratives within holistic EBP which seeks talarstand and truly incorporate

patient values and perspective.
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CHAPTER 8
CONCLUSION

This dissertation has explored sense-making amanrgtion behaviours
(IBs) elicited by uncertain and evolving healthamhation mediated by formal
and informal health information sources. Explonatiocused on the experiences
of women as they responded to, made sense of,smttdwncertain information
about the menopause transition. In this final chaptajor findings of this
qualitative study are briefly summarized. Findiags organized according to the
four research questions posed in the first chayftére dissertation; this
corresponds to chapters 4 through 7 which sequlgraiddressed each of the
research questions. Following this summary, othiereésting findings related to
the knowledge translation (KT) in everyday life aglititation techniques are
presented; theoretical contributions are discussed jmplications for practice in
health fields and Information Science are examiii&dbs latter section focuses on
implications for health literacy and for sharedidexn making (SDM). In

conclusion, consideration is given to future reskalirection.

8.1 Summary of major findings

8.1.1 Experiences of women

Findings from this study illuminated the first raseh question: ‘What are
the experiences of women as they respond to, nalsef, and use uncertain
and/or evolving information about HT and menopaugé®men participating in
this qualitative study engaged in a range of IBthayg explored concerns about
health and wellness, particularly related to th@opause transition. Data
analyses demonstrate that participants were aictieemation agents who
portrayed their information seeking as a sequerfaiatiliar series of interlinked
exploratory steps involving multiple sources. Whitsistent with previous

theory which asserts that people follow habituédnmation seeking patterns, this
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study demonstrates seamless integration of thegttento searching strategies
and the fluid movement between informal and formfdrmation sources.
Previous studies suggest that women frequentlynba@rmation gathering by
consulting interpersonal sources; however, findiings this study suggest that,
perhaps as a result of readily available onlinerimiation, participants were most
likely to begin with personal, autonomous explamatof a range of sources, most
notably, the internet. This was followed by infotioa gathering via informal
interpersonal sources or formal sources such dthlgafessionals (HPs). While
women consulted a wide range of information soyrdata demonstrate that
participants were aware of the varying perspectpresided, and viewed the
spectrum of available information as enriching aathplementing elements of
the search process. This was supported by datarggrating that referral from
one source to a second source built trust andoreiedl the notion that sources
were complementary.

Furthermore, participants gathered health inforometor a variety of
purposes, each of which contributed to empoweriagen as primary
stakeholders in their own health and wellness s strongly supported
previous studies which note that women commonlk sealth information for
themselves and others, particularly family membResticipants also gathered
health information out of general interest and pard of everyday life
information scanning; their interest was attradigdnformation which evoked
personal identification, thus motivating furthepéocation; and women mentally
and physically collected or ‘filed’ health infornna for potential future use by
themselves or others. Women also frequently gathefermation in order to
evaluate and supplement health information encoedter gathered from other
sources; online health information was the pringoyrce for evaluative or
supplementary health information. All of these atigs served to improve
participants’ control over their own health anddoilitate informed decision
making. This was particularly demonstrated by pgréints’ tendency to gather
information in preparation for formal encountershAtiPs, frequently seeking

information from HPs only after they had exhaugtedir own information
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finding capacities, when seeking information cladtfion, or when pursuing
access to a specific medical service.

Findings provide important insight into women'’sfga#rceptions as they
navigate evolving information about the menopavesesition. Data demonstrate
that women positioned themselves as ‘healthy’ eviean facing menopause-
related challenges, thus, discursively supportiggriotion of menopause as a
natural life transition (NLT). Furthermore, in regyse to menopause symptoms,
women sought information which aligned their expece with the ‘normal’
experience of others. This information, which o#f@mwvomen noteworthy comfort
even prior to the ameliorating symptoms, was deditety sought, indirectly
gathered through interactions with other women, @mzbuntered via the media.
Confirmation that symptoms were ‘normal,’ served owly to affirm the reality
of this physical embodiment of the menopause ttimmsiit also empowered
women to seek further information. Analyses alseated the theme ‘too young
for menopause.’ This indirectly reinforced the besital positioning of
menopause as a deficiency disease. In additiorotoem’s self-positioning as
‘too young’ (this was particularly evident in thosto experienced menopause
prior to 50 years of age), participants reported this theme was also evident
within the context of visits with physicians. Whiperhaps conceived as a
complement, this occurrence reinforced culturathbedded notions of
menopause as a negative representation of aging.

The ‘symptom experience’ and its relationship tcelBerged as an
important finding of this study. Almost all of tiheterviewed women situated
discussion of menopause symptoms prominently witigéir narratives and
linked this experience closely with recognitionmfbrmation need and
subsequent information seeking. This associatiohagafirmed by interviewed
HPs. Findings also highlight the value of qualitatfindings: interview narratives
facilitated nuanced understanding of the symptopesgnce from women'’s
perspectives. Findings reveal that women'’s persooratiexts played an important
role in their understanding and interpretationhis experience, as well as the

urgency with which women sought information. Nawuas highlighted the
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challenges women experienced when seeking to fgg@ngnopause symptoms
and supported the notion that women draw on varyitegpretive repertoires as
they construct and make sense of their experievicé® menopause transition.

Given the stated topic of investigation, it is satprising that uncertainty
was central to the experience of women as theyoreiga to and made sense of
changing information about the menopause transitdany women perceived a
lack of available preparatory information aboustlife state, about
perimenopause and about symptom management. Untgwses exacerbated by
a perceived lack of information from HPs and, mesrpomany women described
situations in which their concerns about menopaese not addressed or
mitigated by consultation with HPs. Findings alemndnstrate that the uncertain
and controversial nature of menopause informatppeared to play a role in
levelling the proverbial playing field between infeal and formal health
information: women moved easily and with littlefdiientiation between
information sources. While management of menopaysgmtoms emerged as a
noteworthy source of uncertainty, an importantifigds that women’s decision
to use hormone therapy (HT) did not mark a resotutif uncertainty or a
termination in information seeking; rather, it repented a provisional decision
which was situated within a context of ongoing IBkted to the menopause
transition. Despite highlighting deficiencies witspect to menopause
information, participants were active informatia@ekers in response to their
uncertainty.

An important recommendation from interviewed wormess that
information about menopause should be a routiniegbdnrealth care, beginning
well before the anticipated onset of this life s#ion. In addition, consistent and
frank communication by HPs and consumer healthcesumay help women feel
comfortable with the inevitable uncertainties aétlife stage and the challenges
many women encounter when navigating changing imédion about this life

transition.
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8.1.2 Information sources and response to evolvirwealth information

Participants interacted with a complex array obinfal, formal and
hybrid sources which were both encountered andelgltely sought as women
navigated uncertain information about the menopéassition. This section
addresses the second research question: ‘In what deainformation sources
facilitate women'’s varying responses to uncertaioiieng health knowledge?
And what are the tensions experienced by womehegsrhake sense of
information that is facilitated in different wayg tbbrmal and informal
information sources?’ The section begins with méjadings related to traditional
formal sources, moves to discussion of inter- atihipersonal sources,
continues with discussion of the internet and meafia highlights findings
related to books and libraries. Finally, major firgb with respect to notions of
source consistency are presented.

Data demonstrate that although independent hedtihmation seeking
was a prominent strategy for interviewed women vt majority of participants
did, at some point, look to HPs as authoritativerses of information about the
menopause transition. While contacting a HP wasrmommon first response for
women seeking health information in this contexigihgs also reveal that, when
confronted with conflicting health information (ascurred in the elicitation
portion of the interview), participants were likeétylook to HPs as authorities
who could play a role in helping them make sensencertain medical
information.Trust however, played a critical role in mediating warse
confidence in HP facilitated information. Withdutist participants were less
likely to integrate and use information providedHblys and, furthermore,
unsatisfactory interactions with HPs emerged asteworthy barrier to health
information. Perhaps in response to the perceptianHPs can impede the search
for information, participants developed specifiattgies (for example, targeted
guestioning) for drawing needed information frons tsource. A final prominent
finding was that participants positioned femalegbigns as being more

understanding and helpful than male physiciansa@atlyses revealed, however,
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that participants used gender as a discursive Isigmah identified the
information sharing, helpful HP vs. the HP who wasble or unwilling to
address women’s concerns. When participants idedtifender, therefore, they
were identifying qualities related to communicati®he strongly expressed
preference for female HPs as information sourcedrhplications for all HPs
who work with women in this life transition.

Results from this investigation confirm that wontend to seek easily
accessible and interpersonal information sourcepatticular, this investigation
reveals that formal medical information was makeen@luable when it was
provided or interpreted by interpersonal contagth Wiomedical qualifications;
and that participants most frequently expresseid dppreciation for the
experiential knowledge gained from interpersonarses. Women deliberately
sought information from interpersonal sources theoito better understand and
normalize their own experiences in this life tréiosi and in order to gain insight
into the lived experience of symptom managementidjzant interviews suggest
that those navigating the menopause transitiosiarigar to those struggling with
chronic disease in that experiential knowledge jples justification for treatment
choices. Findings also demonstrate that interaetitiminterpersonal sources is
more than a simple matter of information transfieese interactions are an
important part of the process of construction whachurs as women integrate
and make use of uncertain health information medial a range of informal and
formal sources (see section 8.1.4). Data also Warvgard the striking influence
of mothers on women'’s perspectives with respeoténopause management.
Almost every participant related her mother's menge experience to her own.
This included childhood observations which framddleperceptions; direct
solicitation of information from mothers; attriboti of knowledge deficit to a
lack of communication with mothers; expectatioret fhersonal experiences will
mirror mothers’ experiences; and assessment ofngkireatment decisions,
particularly with respect to HT, based on mothesgeriences. This insight, that
women’s experiences are defined and shaped byrttwirers’ menopause

experiences, suggests that more nuanced investigatyarding the influence of
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women’s social contexts on their menopause expegiand decisions is
warranted.

A particularly salient finding was that women weréstantively
informed, influenced and guided by intrapersonfdrmation sources. This
source of information, which was identified by mamgmen and supported by
interviews with HPs, can be described as a deegiyomal integration of
information and life-long experiences (drawn coassly or unconsciously from
beliefs, life-long and bodily experiences, disposis and reflections) that
coalesced into an explicit source similar to infafmnd formal information
sources. Findings demonstrate that based on fieisniation, study participants
constructed themselves as cognitive authoritiesranthny cases used this
authority to challenge biomedical authority.

The internet emerged from the data as an explicélyed, everyday and
normal part of health IB for interviewed womenwks an important source
which served a range of purposes including as eesatle means for gathering
introductory information about general or specifealth concerns, for seeking
information in preparation for or following intetgan with a HP, or for learning
about alternative strategies for health managenRamticipants were aware that
the credibility of online sources varied and thgority of women identified some
assessment criteria. While interviewed women prigegported interest in
orienting and factual information from this souraesmall number of participants
used the internet to access the lived experierfoether women. Findings clearly
confirm that search strategy for the vast majaritparticipants focused on
utilizing the Google search engine. An importanting was not only that
women tended to gather, compare and integratenaoon from multiple
websites, but also that online IBs were inextrigdinlked with offline health 1B
and the everyday experience of health. In othedsjdhe internet was part of a
continuum of information gathering which was siagatvithin women'’s everyday
life contexts. While HPs confirmed that the intérwas a pervasive source of
health information for women experiencing the menge transition, they tended

to express concern about the ‘noise’ created bynilveof informal and formal
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information available online. Nonetheless, the psiwe and ongoing use of the
internet by participants and the satisfaction wétnieved information suggests
that health information found online was relevantite needs of women seeking
information about the menopause transition.

Findings from this study support research sugggshiat the mass media
is an important information source for women in thenopause transition.
Although the internet emerged as a prominent sdisrc&omen who were
actively searching for menopause-related infornmatt@omen were more likely to
encounter media-mediated health information ei@dentally or when
scanning or monitoring as a part of everyday reutiredia use. Findings indicate
that women viewed the media as an important awaseto®l and as a
‘springboard,” which encouraged further informatgeeking. Participants valued
the media for its capacity to provide an overvidwmew or timely health
information (as opposed to facilitating in-deptki@stigation), and for its capacity
to empower women by making them aware of potegtigdeful information. The
notion that the media played a role in educatingsamers, removed barriers to
health information, and facilitated access to infation which might otherwise
be privileged was prominent in the data. Intervievith HPs provided contrasting
information. Concern about the influence of mediedmated health information
was significant and some HPs expressed concerrt Blmmnedical authority in a
time when health information is pervasive onlind anthe media.

Another important finding was the value particiaplaced on libraries
and books as trusted starting points for exploneglth concerns. Despite the
value placed on fast and easy access via the @ttehe vast majority of women
mentioned utilizing libraries and/or books as & péroutine health IB. While
women discussed the pros, cons and uncertaintiesatdth information mediated
by other informal and formal sources, libraries dndks were presented by
participants as a presumed ‘good’ source for heafttmation.

A final major finding with respect to informatioonwsrces and women'’s
responses to evolving health information abouttie@opause transition was that

consistency between information sources was usadasiristic which confirmed
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information accuracy and credibility. Source cotesisy was determined by
multiple instances of similar information withirsangle type of source, and by
similar information discovered as women moved betwsource types. Analysis
demonstrated that information inconsistency seashotivation for ongoing
information seeking whereas consistency facilitabedconstruction of uncertain

health information as credible, and thus as a bBasisformation use.

8.1.3 Positioning and uncertain health information

Interviews with participants yielded more than mabéguous accounts of
IB in the face of uncertainty. Findings illuminatte third research question:
‘How do women position themselves when encountéaeking/exchanging
health information, and how does that positionimituence further health IB?’
Women'’s narratives provided a means for explorirgways in which
participants positioned themselves and informasiources, and how cognitive
authority was ascribed as women made sense oftamcarformation about the
management of the menopause transition. This taieiti deeper understanding of
how women navigate uncertain health information iated by the wide range of
informal and formal information sources encountexgtiin the context of
everyday life. Findings demonstrate that partictpgrositioned themselves as
autonomous, collaborative and/or dependent infaonateekers and decision
makers.

A primary theme was that many women presumedttizgtwere
autonomous and self-directed information seeketlsdacision makers.
Participants accomplished this positioning by ashgpbiomedical language and
suggesting notions of accountability and contrabtigh the presentation of
personal responsibility and the recounting of dpesituations in which they
actively directed their own health management. @hidme participants
consistently positioned themselves as autonomdussaall of the participants
who primarily positioned themselves as collaboety dependent intermittently

adopted autonomous positioning. This occurred witlowert declaration of
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autonomy or covert overtones, but simply as womeely and frequently
concurrently (1) consulted a multiple of informatisources and heath
practitioners; and/or (2) used or experimented witbr-the-counter and/or
alternative therapies. Women were largely unawatkeir positioning practices;
however, when explicitly asked about their rol@arsonal health management,
almost every participant expressly positioned Heesean autonomous decision
maker. A small group of women felt that they weressured into assuming
autonomous positioning and analysis suggeststibaetwomen experienced
some ambivalence towards personal responsibilithéalth management.
Women primarily drew on individual authority wheasitioning themselves as
responsible for their own health and well-beingiigithe menopause transition, a
significant theme being that individual authoritgsmderived from being the
unique interpreters of their own bodies and physgperiences. For women who
demonstrated this positioning, HPs were reciprgqadisitioned as ‘trusted
guides’ or ‘hired consultants.’

Second, women positioned themselves as collalberetiormation
seekers and decision makers, with HPs taking recgbroles as co-collaborators.
This positioning incorporated varying degrees abpeal vs. HP involvement.
Key features of this positioning were two-way inf@tion sharing, and
appreciation for different types of knowledge andrtive authority. Participants
were more likely to position themselves as collakive if they perceived that
HPs also positioned themselves as collaborativiecgaants in information
sharing and decision making, and if they percettvatl HPs valued not only
biomedical knowledge but were open to hearing abthér sources of
information. Furthermore, women were less likelyatue the biomedical
expertise of HPs who did not foster two-way infotima exchanges, who did not
appear to listen to or value experiential or peasé&nowledge, or who did not
view the clinical encounter as a collaborativeeanbur. This finding stands in
contrast to the ‘informed patient discourse’ premalin consumer health
literature. This discourse adopts a one-way comaation model as it focuses on

‘patient education’ through the communication ajrbedical knowledge. While
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interviewed HPs acknowledge the importance of boltative relationships with
women and most positioned themselves as collabsrai®s tended to use
knowledge entitlement based on biomedical knowledgeder to establish
authority, thus inadvertently positioning womerdapendent on HPs for accurate
information.

While the majority of interviewed women positionta@mselves as
autonomous or collaborative information seekersdeuwdsion makers, a small
number of accounts demonstrated dependent positiolhese women deferred
to biomedical authority and positioned themsehsepatients.” While this
positioning was demonstrated by some through ttegoay entitlement of HPs,
the majority of women discursively positioned thefass as dependent by
relating accounts in which they were passive objetaction on the part of HPs.
Nonetheless, interviewed women rarely looked exollg to HPs for information
about this life transition: dependent positioningswnost commonly temporal and
evident at specific moments within participant@ants. Positioning occurred
on a spectrum and women rarely assumed one positimgistently throughout
interviews. Elicitation demonstrated that womenewvaore likely to express a
desire to consult HPs and specifically gather bidiocad knowledge when
confronted with uncertain or evolving health infatmon, thus suggesting a
tendency to privilege biomedical knowledge in ditaras where sense making of
uncertain health information is immediately desifedrticipants who assumed
dependent positioning were likely to reciprocalbspion HPs as prescribers or as
information providers.

Although analyses revealed three primary positesomen navigated
uncertain information about health and wellnessnduthe menopause transition,
these positions were dynamic and changed fluidhndunterviews.

Furthermore, they were influenced by multiple fastonost particularly by the
perceived nature and quality of interactions witPstand by women'’s personal
contexts. Women'’s narratives commonly included gjggacidents which
influenced positioning. While some women moved fraumonomous positioning

to collaboration when they encountered HPs whcefesit two-way
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communication and respect for the knowledge womendht to the therapeutic
interaction, many women positioned themselves &mamous in response to a
lack of information from and/or non-collaborativenemunication style of HPs. It
is interesting to note that HPs showed limited apgation for their own influence
on the positioning of women. Women'’s contexts, ipalarly their experience
with menopause symptoms, also emerged as an imparfluence on
positioning. While not predictive of positioning @men both moved from
autonomous to dependent positioning, and becameasioigly autonomous
because of their symptoms experience) the physiaaifestations of menopause
emerged as prominent influences on the ways intwiimen positioned
themselves and ascribed cognitive authority.

The positions women demonstrated through thenatiaes were both
enabled and restricted by the socio-cultural dissesiwhich shaped women’s
perceptions of menopause and perceptions of thirroles as information
seekers and decision makers. In addition, partitgpaxperienced menopause
against the backdrop of historical discourses vapect to menopause
management. Two discourses evident in women’s tiagsaand influenced by
the Women'’s Health Initiative study (WHI) were diseses related to prevention
and to menopause as a NLT. Data revealed thatdemasion of HT was situated
within a ‘HT as risk’ discourse and that the pre-Wiiscourse of prevention was
transformed from one pertaining to life-long disedsterrence to one of short-
term symptom control. The focus on short-term uas kighlighted by
participants’ prominent concerns about HT dosagedamation, and by the notion
of ‘menopause as a NLT.” An interesting observagarerging from interviews
with HPs was that the ‘HT as prevention’ discoursey be undergoing an
additional iteration, this time from symptom pretien toaging prevention. This
was attributed to celebrity presentations which leasgzed bioidentical hormone
use as a strategy for maintaining youthful appesgawhile the discursive
construction of ‘menopause as a symbol of aging s&en by some participants

as a barrier to the discussion of menopause (péatlg issues related to
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sexuality), the majority of participants focusedrmalth as a holistic endeavour
and positioned themselves as proactive managéhe @fging process.

Findings related to women'’s positioning as autooosn collaborative
and/or dependent information seekers and decisakem had important

implications for SDM. These will be discussed intsmn 8.4.2.

8.1.4 Women'’s construction of uncertain health infomation

Finally, findings address the fourth research tjoes‘How does the
construction of uncertain and/or evolving healttoimation encountered via
diverse mediums and within various contexts infeeehealth IB, KT, and
encounters with health professionals?’

The notion of KT as a personal process by which emmake sense of
and potentially use health information providesrasifor exploring IBs in
situations where health knowledge is evolving. @itlee aims of the study it was
expected that participants would focus on and distlie changing and hence
uncertain nature of menopause information. Nareatconfirm that ongoing
media coverage of controversies and developmemelhss personal
experiences with health information and the mensedransition heightened
women’s familiarity with the notion of health infoation as a ‘work in progress.’
Analysis demonstrates, however, that whereas resea may view health
knowledge as emergent, participants tended to itieg/circular, capricious, and
potentially contradictory. This led women to assigsponsibility for unreliability
to either the media or to sources of formal heialfbrmation, such as medical
research itself. The view that health knowledgeyidic provoked uncertainty and
scepticism, and women identified specific strategidich they used when
making choices in identified areas of uncertaiiityese included both ignoring
conflicting information and a ‘wait and see’ appbaFor a small number of
women, evolving information about menopause manageprovided hope for
improved treatment options in the future. Analydesionstrate that women were

active information seekers in response to uncertenopause information and
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these IBs represented the beginning of an ongaiogegs as women explored
information about menopause management. A promihente was that actual or
perceived uncertainty with respect to conventionatlical knowledge increased
women’s feelings of responsibility not only for nam@ment of health and well-
being during this transition, but also for makimgse of uncertain and/or
conflicting health information. This theme was dankd by both HPs and the
literature: in situations of medical uncertaintydtite more likely to expect
consumers to take active responsibility within ¢batext of SDM.

The majority of women did not reach specific caisabns with respect to
contrasting material presented during the eli@taportion of the interview;
rather, participants situated articles within @é&rworld of health information
and knowledge communication. Most women were ataeinformation was
presented by, but did not originate from, the madiarces and noted issues
related to information ethics, such as the poteotienmercial influences
associated with information creation and distribatiAnalyses demonstrate that
women construct ‘sense’ by seeking to clarify utaiarinformation about the
menopause transition through interaction and cosusoh with a range of
sources, including intra-personal sources. Findsuggport the notion that women
valued media as an ‘awareness tool’ and suggesiviiraen’s experience with
evolving menopause information may have provideted which influenced
women’s subsequent construction of the contrastifogmation in the elicitation
articles. By situating media-mediated health infation within a larger context,
women drew attention to the multifaceted informatieorlds they inhabit and
access as they make sense of uncertain healtimation.

Consistent with the PARIHS framework, interviewshwomen suggest a
nuanced and varied understanding@waflenceAnalyses demonstrate that women
primarily constructed evidence as research, maiabjact, negotiated belief or
opinion, and lived experience. While most womenengawvare that research
evidence has potentially important implications fe@nopause management, a
primary theme emerging from women'’s narratives thiasnotion of research

evidence as contested ground. Participants raisestigns related to the quality
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of research, potential conflicts of interest, amel teporting of research evidence.
These concerns provided women with a discursivensieiqualifying response
to research evidence. Although expressions of coneere frequently vague and
suggest that women would be empowered by basiastaseling of research
methods, participants’ questions served to distaraaen from immediate
application of research findings and to encouragtér information seeking.
Data analyses, in fact, reveal that women were rilcely to appreciate research
evidence when HPs acted as facilitators for thisifof evidence. Although not a
primary form of evidence for participants, objeetier physical evidence (e.g.
hormone level testing) was important to women, gpsiparticularly because of
the uncertainties associated with the course ofop@mse and the experience of
menopause symptoms. Meaning and practical use tefri@leevidence was based
on individual circumstances and the constructionesd, and was, furthermore,
constructed by and between women and others (ghntéPs) as they talked
about the physical object. Evidence as researéls objective material object
suggests an empirical basis for health decisionmgakowever, interviews with
women also brought forward the notion of evidercaegotiated belief. For
participants, validity of information was basedd®termining what or who to
believe among the available options. In other woreisresentations of research
or material evidence were understood by women gstiable opinion or belief.
Finally, a prominent theme in the interviews was ithentification of lived
experience as a critical source of evidence. Farynparticipants, this
experientially acquired evidence provided suffitieasis for questioning the
validity of other forms of evidence and was, atvkey least, considered in
conjunction with other forms of evidence. The notaf experientially derived
evidence draws attention to women’s personal cési@xd suggests that women
construct their experiences as valid evidence wimfthences the navigation of
uncertain health information and decisions aboutapause management.

Given the rich data provided by interviews, ivéduable to summarize
major themes which illuminate how women constructedertain health

information which they encountered via informal dadnal information sources,
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and how this construction influenced IB, decisiomking, encounters with HPs,
and KT. Prominent themes include: the ‘posturesnen assumed as they
navigated uncertain menopause information, sounogtementarity, social
contexts for learning, and the role of narrativé®mwmaking sense of uncertainty.

Women demonstrated analytic/logical and expediituitive postures
as they experienced, made sense of and used (nodige) health information.
These postures reflected women’s conscious andngomus dispositions as they
processed changing health information. Analytictpes were demonstrated by a
focus on logical connections as women explored aiceinformation mediated
by a range of sources, by the use of logic an@wfft forms of evidence to
explain the information use, and by the conscigysasal of information and
events in order to determine application of infotigrawithin personal contexts.
Women also adopted experiential postures and incatgd intuition, affect,
intra-personal information sources and lived exgae. Analyses demonstrate
that these approaches were not mutually exclusiddrafact women adopted
different postures as they made sense within dpemhtexts. Findings suggest
that greater understanding of these posturesnaitkease understanding of IB and
decision making during life transitions and wilkat HPs and information
professionals as they strive to facilitate healfiorimation literacy.

Health education is frequently conceptualized esmapetition between
information sources for the limited attention oé tonsumer. Data from this
study, however, suggest that women who were se@kiagnation about
menopause management exhibited enduring interdéisé itopic and fluidly
incorporated multiple sources as they sought fidlftieir information needs. In
other words, they exhibited sourcemplementaritynot competition or
displacement. Data presented throughout the t®anld discussion’ chapters
provide insight into how women experience sourae@ementarity and
demonstrate its integral constructive role as womade sense of and used
informal and formal information about the menopatuaasition.

A third and prominent theme illuminated by intewidata was the notion

that social contexts play an important role as womeake sense of health
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information related to menopause management. Aeslgemonstrate that
women find interactive contexts in a variety of waycluding interpersonal
information sharing, online personal commentariglslogs, and/or social
contexts provided vicariously through the mediaci@anteraction facilitated
learning, uncertainty management and knowledgetaari®n in a number of
different ways (for example, it played a key raleencouraging women to
persevere and make sense of confusing health iaf@mabout the menopause
transition). Furthermore, interviews revealed thatmen themselves valued and
specifically identified a preference for social texts for learning about and
constructing knowledge about menopause manageifteede findings bring
emphasis to notions of social constructionism &eddea that sense making is
facilitated by learning that occurs between wommaah @thers. In keeping with
findings related to complementarity, women did vietv learning through more
informal social contexts or via interactions witP$las conflicting; rather, they
were empowered by supportive contexts which fatéd information exchange.
Finally, interview data demonstrate that partioisanade sense of
uncertain health information about the menopausesition through the telling of
narratives and by listening to the stories toldther women navigating this
transition. Interviews proved to be constructiveapunities in which women
brought together multiple facets of their experenwith menopause and with
menopause-related information. The contributionafatives was particularly
apparent as women related their experiences wittopsise symptoms and their
journeys as they sought to make sense of uncent@irmation about symptom
management. Analyses suggest that it was in therappty to relate stories that
participants came to a deeper understanding ofgth@mealth information, that
sense was constructed from uncertainty, that wonera able to translate
knowledge into practice within the context of thekeryday lives, and that patient
perspective was illuminated for HPs. While evidehased practice (EBP) has
urged practitioners to look to the research litamafor appropriate evidence on
which to base practice, narratives situate patieittsn their own contexts, thus

facilitating truly patient-centred health care.
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8.2 Other interesting findings

8.2.1 Knowledge translation in everyday life: PARIFS framework

While KT is typically identified as a task for pessionals or institutions,
this study supports the view that individuals mpangage in a process of KT
as they respond to, make sense of and potentisdyhaalth information
encountered within everyday life contexts. Thisvidlal, contextual and
constructed view of KT is informed by the Promotigfion on Research
Implementation in Health Services (PARIHS) framekvalthough this
framework is utilized most commonly for KT reseastltorganizational levels,
the notion that the ability to use information baage current practices is a
function of the relationship between evidence wedie forms, women’s contexts,
and the ways in which evidence is presented or ptedn(facilitation) supplies a
heuristic which thematically guided interviews amas evident in themes
emerging from interview data.

Participants valued research evidence, but otivers of evidence (for
example, experiential evidence) were equally vakmedl frequently used
interchangeably and/or in concert with one anotbata analyses in fact suggest
that relationships with HPs, formal information yisson, and personal decision
making were facilitated when women perceived thas ldccepted and valued
different types of evidence. Findings not only aonéd the notion of an evidence
spectrum but also that “the production of evideisce social as well as scientific
process (Rycroft-Malone, Seers et al. 2004, 84idéhce was constructed
between women and HPs as they discussed changesearch evidence and
subsequent evolving HT prescribing practices, phieation of population based
research to individuals, women'’s individual quabfiylife and the experience of
symptoms, and personal risk/benefit factors; it s@sstructed between women
and in social contexts as they observed and disdyssrsonal experiences,
experiential knowledge, and their of understandieglth information delivered

by a range of mediums; and it was constructed witiilividual women as they
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evaluated the often contrasting types of evideheg €ncountered via informal
and formal channels. Because of the evolving nattirealth evidence with
respect to menopause management, the implementdtierearch evidence was
moderated by other forms of evidence, and inforomatise or change in current
practice can be attributed in part to the multitademanifestations of evidence.

Data analyses demonstrate that personal contyglan important role
in what evidence was valued and how it was incaiear within women'’s lives.
Life requirements, (such as work and/or family mgpbilities), as well as
perceptions with respect to quality of life (foraemple, the experience of
symptoms) were important contextual factors whidluenced participants’
translation of health evidence into potentiallyalsle information. Because these
factors were individually experienced and not nsagly transparent to HPs or to
women themselves, narratives were important vehideilluminating context
both during the interviews and in the constructibevidence between people.
While the experience of menopause is on one leatgl mdividual, there is also a
universal aspect to the experience. Findings sudlgasthe sociocultural context
of menopause (for example issues related to geardeto aging) also played a
role in women’s individual experiences as they oesled to, made sense of and
acted (or chose not to act) on uncertain healttrindtion related to this life
transition. While evidence is the most apparentiingthin the context of EBP,
findings support the notion that context was a mutensional and critical
ingredient in the KT process of participants.

Findings support the notion that different infotroa sources play
facilitating roles in their communication of heaittiormation. The way in which
evidence and its implementation was presented sordgied by both formal and
informal sources influenced women'’s responses tbuge of menopause
information. Participants were, for example, muatrerlikely to respond to
evidence provided by HPs if women felt that thees & two-way exchange of
information and respect for a range of differemtrfe of evidence. This suggests
that it is not the information alone which promotefbrmation use; it was the

way in which the information was enabled throudle@fve communication by
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HPs. A further example is provided by the lived ex@nce carried in personal
stories and sought by women in their interactiorth wthers or gathered
vicariously from the media and internet. Theseatares carried evidence (for
example, experiential evidence) and were thus anmeffacilitation which
effectively enabled information use as women stied¢p sort out challenges
such as the recognition of menopause symptoms,tsymmanagement, and
initiation or change of treatment approaches. WihiéeePARIHS framework

limits facilitation to the deliberate actions of appointed facilitator who seeks to
enable a specific practice (Harvey et al. 200&ults from this study support a
broad view of facilitation. In situations of uncarity where individuals are
seeking to make sense of health information enevedtin their everyday lives,
it appeared that understanding of health eviderazemabled and made
potentially actionable by a range of facilitatingcaomstances. While some of
these were deliberate (for example, communicati@iegjies used by HPs and in
consumer health materials), others occurred asudt ref the medium itself (for
example, access to online communication of expeaiegvidence by others with
a similar health concern) and others were a resfiksciocultural influences (for
example, the celebrity culture which influencedeg@n to health information
provided by Oprah).

This study suggests that the PARIHS framework idies/a useful
heuristic for exploring participants’ experiencasd their navigation and use of
uncertain information about the menopause tramsitiqgoromotes consideration
of the diverse factors which are required in otdexchieve the translation of
knowledge into practice in the lives of individwamen. Attention to facilitation
is a particularly useful aspect of this framewotkan applied as a heuristic for
the exploration of KT on an individual level. Priples of EBP have brought
important emphasis to the documentation and uieedbest available evidence;
this heuristic focuses attention on the way in \whegidence is enabled. All three
core elements of the PARIHS framework made impoéitantribution to this
study and have potential to contribute to the prattise of health knowledge by

individuals who are making sense of uncertain haaformation. Research using
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this framework, however, remains primarily focusedorganization level
change. | believe that while evidence, contextfacditation are critical elements
for the exploration of health information use awtien used in concert, provide a
useful heuristic, this study also raises questwitis respect to this framework’s

formal use for further study of the KT process utaleen by individuals.

8.2.2. Elicitation: Capturing subjective understandng

Elicitation techniques have not received significattention in the
literature. Although this may be because they ardantified or differently
identified in the published literature, this stuslyggests that presentation of
specific material which “seeks to elicit furthertorreelicit properties, features, or
reactions that are directly and /or indirectly valet to the content area” (Johnson
and Weller 2002, 495) is a useful technique foeetwmg women’s
understandings of uncertain health information @nésd in the popular press.

Triangulation of research methods is not uncommajualitative
research, however, the use of two approaches whkisingle interview proved
to be an effective and efficient means of gatheamgnge of data about women’s
response to uncertain health information. | alsseobed that presentation of the
articles stimulated the interest of participantd eevealed more subjective
reaction as they were confronted with a concretamgte of contrasting media
stories. While narratives brought the issue of npanse management forward in
a reflective and perhaps retrospective manner asenagecounted their
experiences and stories, elicitation served togdianward affective response to
uncertainty. Furthermore, this approach facilitatedcrete discussion of
behavioural intent with respect to seeking clanfyinformation.

These findings suggest that while semi-structumeztviews will
potentially bring forward rich data related to paEpants’ thoughts, experiences
and reflections, elicitation techniques offer aqua opportunity to draw out
affective response and reaction to the ‘here and agperience associated with a

given subject area.
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8.3 Theoretical contribution

This exploratory study used different theoreticaigpectives, specifically
human information behaviour theory, a social cargdionist approach, the
PARIHS framework, and positioning theory, to geteind illuminate findings.
Use of multiple theories proved to be an effectheans of generating rich data
which facilitated the goals of this exploratoryeasch project, furthered
understanding of emerging themes, strengthenednaseredibility, and
improved potential transferability of findings. Vidastrong theoretical
underpinning is important for all scholarly resdanhis study brings attention to
the contribution of theory triangulation for exptory research — research which
entails “broad-ranging, intentional systematic dadkection designed to
maximize discovery of generalizations based onrg@gm and direct
understanding” of a particular process or situafidian Stebbins 2008). This
study demonstrates, for example, that whereas humf@mmation behaviour
theory provided a foundation for investigation mfiormation sources and IB,
positioning theory brought focus to women'’s roleslecision making and to
sociocultural influences, and the PARIHS framewfaitilitated exploration of
KT as a multifaceted, constructed process whichaped not only by
information itself, but by women’s contexts and wneeys in which knowledge is
presented.

Triangulation of theory (Patton 1999) was, furtherey supplemented by
other theoretical perspectives which were incongaldased on themes emerging
from the data. Of particular note was the theorgarhplementarity (Dutta-
Bergman 2004), and notions arising from the fidlgsychology and related to
rational and experiential systems of informatioogassing (Epstein 1994). These
theories validated and extended research findiggedting themes in previous
research while at the same time demonstrating féteal elaboration in new
contexts” (Vardeman and Aldoory 2008, 286). Thearobf complementarity
provides a particularly clear example of this. Wlokiginally proposed in the

communication field as a means of understandirigatiion of traditional and
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new media, this theory provided insight with reggedhe complex information
worlds which women in this study adeptly navigaaed called on when making
sense of uncertain health information. In additiarlization of this lens brings
attention to its application within other discigi (for example, Library and
Information Science (LIS) and Nursing).

It is important to note that multiple theories war# used as a means of
comparing or evaluating theories against one anothter, multiple theories
illuminated and extended understanding, as wéelbpsn[ing] up the possibility
of dialogue across theories” (Varghese et al. 2@@%, In fact, Varghese et al.
(2005), who used three theoretical perspectivexpbore teacher identity, note
that “multiple theoretical approaches are absopugskential if we are not to lose
sight of the real-world complexity of our subje¢#0). This study makes an
important contribution by illustrating the use ofiltiple theories in the
exploration of a complex, real-world situation: wem's experiences as they
responded to and made sense of evolving informattmut the menopause

transition.

8.4 Implications for practice

Two primary implications for practice in healtlelfis and LIS emerge
from this dissertation: implications for healtreliacy and for SDM. These areas
of inquiry have been discussed extensively in thenbdical literature and as well
as in LIS literature. Focus in both of these arbasjever, has tended to be on the
provider rather than the consumer. In this stuttgnéion is given to women'’s
perspectives with respect to navigating uncertaievolving information about
the menopause transition. As a result, findinggesagthat notions of both health
literacy and SDM should be broadened to incorpdrate women actually use
information, and how women position themselves wai$pect to decision making
in areas of non-crisis health management, sucheasienopause transition. Focus

on women'’s experiences navigating uncertain andgihg health information
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also suggests explicit implications for informatjmofessionals working in health
fields, and for HPs.

8.4.1 Health literacy

Health literacy has been widely defined as “therdego which
individuals have the capacity to obtain, processd, anderstand basic health
information and services needed to make approphmiaéh decisions” (Berkman,
Davis, and McCormack 2010, 16). This definitionwisaattention to individual
capacity and, by extension, to health literacy skilhwhich can be enabled by
the provision of appropriate materials or taughtibgessing and ameliorating the
deficits of the consumer. This latter activity heditionally focused on writing
and numeracy skills, but has more recently focusedutcomes, for example, the
capacity to make health decisions and to understaddgarticipate in
communication within health care settingé Berkman, Davis, and McCormack
2010; Parker 2005). While these capacities are iitapt) findings from this study
suggest that current focus does not incorporatedheplex, everyday life
information worlds which women inhabit, nor doetaite into consideration
information use — “how information is actually dsend made valuable in
people’s lives and made sense of in the contettieaf own experiences” (Souden
et al. 2010). This study of women’s IB and the ¢argion of uncertain health
information related to the menopause transitiorgseats a range of implications
for improving health literacy. These implicatione amportant both for HPs who
deal with women on a one-to-one basis as they sisthe individual woman’s
physical realities, concerns and needs, and fornmtion professionals who may
be directly involved with the provision of healtteracy education and resources.
» Results from this study demonstrate that indepenedgrioration of health
information is a pervasive strategy for women segko understand
uncertain health information about the menopauaesttion. This is likely
to occur prior to seeking information via formakbgcimels as well as

following and in conjunction with HP consultatiorhis, as well as
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participants’ explicitly expressed preferencesgasts that education
about this life transition should be appropriaiekggrated by HPs as a
routine part of everyday health provision. Findisgggest that this
integration, which should commence before the grated onset of the
menopause transition and be communicated as amarkable part of
information regarding women'’s lifespan health aredl\being, will begin
to address the sociocultural silence which surreundnopause, thus
potentially improving women’s understanding of thetperiences when
they reach this life transition.

Findings demonstrate that independent health irdtion seeking is
pervasive in this population, and yet concerns aibesearch evidence
were prominent (particularly concerns about resegtality, conflicts of
interest, and the reporting of research). Expressod concern, however,
were vague and primarily constructed by participas justification for
distancing themselves from the presented informafitiis suggests that
women would be empowered by basic understandimgsafarch methods
and terminology. This knowledge would allow womernrtteract
constructively with information about health res#awhich is covered in
the popular press, discussed online, and commuuidat consumer
health publications and/or HPs.

This study revealed that the internet was a ulngsisource of health
information for participants and, furthermore, thamen would not only
benefit from, but would welcome health informatidaracy instruction
which included generic assessment skills with resfmeonline
information. Women demonstrated that they were awéthe varying
authority and quality of websites. Differing viewsrelevance and
different information needs, however, suggest tieatth literacy which
focuses exclusively on promoting specific ‘trustihgt websites and
discouraging the use of other websites would nadtrtte varying needs
of participants. Women valued the internet in jp&dause it gave them

unfiltered access to alternative points of viewstallowing them to read

284



material which they perceived as relevant to thegds (for example, their
need for experiential evidence). On the other hpadjcipants valued
HPs who pointed them to secondary sources of hedtihmation. This
reinforced women'’s trust in both the HP and thegested supplemental
material. This finding suggests that in additiogémeric skills which
would facilitate assessment of the websites whiomen themselves
discover and value, women would welcome websitememendations
from HPs. This finding has implications for HPs. éWanterviewed HPs
did not maintain familiarity with online consumegdith resources and felt
unprepared to make recommendations to women.

While health literacy instruction primarily focusesevidences an
empirically derived construct, interviews with wom&uggested that
women’s information needs are contextually situated, as a result, they
valued, integrated and made use of different fasfresidence. For
example, a theme which emerged from data analgsesled that women
specifically sought experiential evidence in ortiedetermine that they
are ‘normal’ in their experience of the menopauaedition and/or to
illuminate research evidence. This suggests thimeof health literacy
must expand and begin to take into consideratierdifiering types of
evidence which women find useful at particular moteef need. This is
a challenging proposition as EBP (and by extenkgsaith literacy
initiatives) has been steeped in suspicion of egpgal knowledge.
Health literacy education can begin to addressdifeésnma by moving
beyond an emphasis on ‘good’ vs. ‘bad’ informatsonirces and instead
focus on helping women to understand that diffefemmhs of knowledge
(or evidence) are valuable for different informatimeeds. Women would
thus be encouraged to differentiate between the ¢ypnformation they
were seeking, the suitable authority for that infation, and appropriate
use of different forms of evidence.

Movement away from teaching ‘good’ vs. ‘bad’ infation sources is

particularly important because of the evolving matof menopause
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information. Perhaps because they were aware afinggincertainty with
respect to menopause management, women specifiedllgd the media
as an awareness tool and they appreciated onlgessto a wide range of
perspectives. These findings suggest that he&dttadly instruction which
focuses on generic assessment skills and whichckeddresses the
varying needs which different types of informatsmurces meet, will help
women navigate changing and uncertain health irdcion.

Finally, given findings with respect to complemeitja health literacy
constructs need to begin to incorporate the makikd realities of
women’s information worlds and the complex waysvhich women
interact with and potentially use health informati®articipants moved
fluidly between informal and formal information soas and were, in fact,
likely to scan, monitor and seek information acnoesliums as they
constructed understanding from uncertain infornmaéibout the
menopause transition. Women not only valued vargmgces for the
range of information provided, they were also mike&ly to engage with
HPs when they perceived that HPs were open tordiftaypes of
knowledge. These findings suggest that health médion providers
and/or health information literacy educators sh@adgume that women
gather information from a wide range of sources strmlild provide
positive guidance with respect to the strengthsthadypes of evidence or
knowledge which can be obtained from different sesr Instead of
ignoring or vilifying informal, media or other ndraditional sources of
health information, communication of the informatiderived from these
sources should be encouraged in order to bettesrstashd women’s
contexts and needs, and to have a voice in wonete'grative sense

making.
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8.4.2 Shared decision making

In the health literature SDM is promoted as areestecision making
model and is characterized by communication frons Ppatients in order to
help them understand treatment choices and come &greement based the best
available medical evidence and the options provimethe HP. Although this
represents an important step forward when compaitbdoaternalistic styles of
decision making, data analyses suggest that woemeletl to move between
autonomous and collaborative positioning, and betvtee SDM and the
informed choice model for decision making. Theseifigs have important
implications for HPs who are working with womereichieve optimal health and
well-being during this life transition, and for erfnation providers who seek to
make available information which will support désismaking in health care
environments.

» This study revealed that women’s views of SDM waranced and
differed from typical conceptions in the medic&tiature. Women
explicitly positioned themselves as autonomousrinédgion seekers and
decision makers, and yet they valued input from BifRtsfindings suggest
that participants were more likely to appreciatesgch evidence when
HPs acted as facilitators for that evidence. Data@hstrate that women
did not feel restricted to options provided by HR; did they perceive
that health management decisions should necesbarigcided by mutual
agreement between women and their health provithkensever, women
sought out collaborative relationships with HPs id&tered two-way
communication, who appeared to appreciate diffengregs of knowledge
and cognitive authority, and who supported therttin@ir quests for
information and decision making. These findingsspre a challenge for
HPs as they strive to balance women’s notions twrenmy and need for
health expertise and HPs’ own moral and potentlathal responsibility to
provide what they perceive to be optimal patiemeckindings suggest

that particularly in areas where health informai®oncertain and
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emergent, SDM models should encompass two-wayrrdtion sharing
and consideration of knowledge and treatment optwnich may be
introduced not only by HPs, but also by women. &kPs may not
always be in agreement with the decisions womenrematknowledging
the uncertain and emergent nature of biomedicamenge will allow
acceptance of provisional decisions based on warantent contexts
and will leave the door open for further collabamatand ongoing revision
of health decisions.

Findings demonstrate that women gather informétiom a wide range of
sources, and that the internet played in integial in the IBs. Participants
valued information sources according to the wayshich they fulfilled
information needs and cognitive authority changembeding to women’s
information needs. While data suggested that comgi¢arity was a
primary feature for women, HPs tended to differaetbetween
information sources and, in particular, they viewddrmation from
interpersonal, internet and media sources as leiogmpetition with
formal health sources. These results, as well agplamentarity theory
itself, suggest that HPs should view women'’s IBa a@ssitive feature.
Rather than posing a challenge to authority, IB&wincorporate
informal sources are most commonly accompaniedbyathich involve
formal information sources, thus empowering wontepdrticipate in
SDM.

Data further demonstrate that although women muwely between
information sources and personal positioning, womere more likely to
position themselves as collaborative (as opposedtianomous) if they
perceived that HPs were also positioning themsedgesllaborators. This
suggests that HPs can deliberately engage in balvawvhich facilitate
collaboration and SDM. These behaviours might idelthe following:
focus on women'’s narratives in order to gain insigto contextual
factors, engage in two-way information exchangkaw@athan focusing

exclusively on biomedical authority, and facilitatemen’s IBs. This
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furthermore implies that for health informationkd® made actionable,
consideration should be given not only to the a=inof high quality
medical evidence, but also to women’s contextsthadvays in which the
information is enabled through effective communaraby information
providers.

Women'’s active investment in information gatheramgl the fact that at
some point in their information seeking the vasjanty of participants
looked to HPs as authoritative sources of heafthrimation suggests that
HPs have a very real opportunity to facilitate dexm making by fostering
trust based relationships with women. Data analgggdighted the
critical role trust played in mediating women'’s @idance in information
provided by HP. Active engagement not only as &orimation provider
but also as a facilitator will help foster trustiredationships between
women and HPs.

Consumer health information has been almost exalysdesigned to
meet the needs of women exhibiting an analyticdlalgposture as they
strive to make sense of uncertain health inforrmationdings, however,
demonstrate that women adopt both analytic andreqg&l postures
when interacting with and integrating uncertairomfation about the
menopause transition. This suggests that furthdenstanding of these
postures will increase understanding of women’st decision making
during this life transition, and will facilitate ¢rdevelopment of
educational materials which incorporate diverse @saaf information
processing. It also highlights the importance ofren’s personal contexts
and the ongoing importance of the relationshipg/beh women and their
health providers.

Finally, results from this study suggest that mattention should be
directed to women’s lifespan development and tdinigavith negative
stereotypes related to aging women and the meneeassition.
Interviews suggest that these sociocultural congtns played a role in

women'’s lack of preparation for this life stagdyibited women from
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seeking information about the menopause transitind,contributed to the
disregard some women experienced when they apprdadRs with
concerns about this life transition. In order tollitate collaborative
decision making, findings suggest that health mtess and information
professionals must be prepared to deal with ajfjestaf human
development and take extraordinary care not toritute to negative

constructions of the aging process.

8.4.3 Implications for information professionals ax HPs

Information professionals play a distinctive ratemanaging information,
facilitating access to information resources, andigg health information
literacy of users. Greater understanding of womenrjseriences as they respond
to, make sense of and potentially use informatidhalow health librarians to
more effectively meet the needs of this populatidrs research makes
theoretical contribution to LIS by demonstrating tiole of IB theory, a social
constructionist approach, and positioning theorjfluminating the intricate ways
in which women interact with and integrate uncerta@alth information related
to non-crisis health management. Investigation dasethe heuristic provided by
core elements of the PARIHS framework highlights ¢hitical roles of context
and facilitation in the translation of knowledgéaipractice within women’s
lives. These findings suggest that in order to Enabe of health information,
those working as health librarians or informatioofpssionals must equally focus
on the contextual relevance of information andwig in which information is
presented or promoted to women.

This study furthermore highlights the notion of qgdementarity. While
EBP brings focus to the central role of empiricalgrived evidence, this study
draws attention to the varying types of knowledge Borms of evidence that
made critical contribution to participants’ on-ggioonstruction of health
information. This suggests that instead of focugrgusively on empirically

derived health information, information professitsnaorking in health fields
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need to consider providing guidance and informalitenacy instruction which
focuses on the best quality information which méle¢sspecific information need
of the patron. The theory of complementarity mak@sarticular contribution to
information professionals working in health fielgsit illuminates women'’s fluid
movement and use of informal and formal healthrmiation. Participants’
interaction with health research which is commui@dan the popular press, on
the internet, and by consumer health publicationstPs suggests that women
will be empowered by health information literacgtiuction which enables basic
understanding of research methods and terminolaggddition to facilitating
understanding of research evidence, data suggdshtbrmation professionals
should also encourage the development of skill€kiill allow women to
appropriate assess the sources which they diseoevalue within the context of
their own lives.

Implications for HPs have been discussed previofsyticularly in
section 8.4.2); however, findings also suggesttia@ing for HPs working with
this population should include greater awarenesbeotliverse experiences of
women navigating menopause, including enhancedesgas of range of onset
and greater appreciation for the devastating resldgf symptoms for some
women. While acknowledging the universality of thenopause life transition
and its place as an expected and normal transititeryiews with women
suggest that HPs dealing with women on a day-tobdays will benefit from
greater appreciation for the individual experieatthis life transition, and the
varying need for therapeutic intervention both lestw different women and, for
individuals, at different stages of the transitibarthermore, greater
consideration must be given to the nuances of S@kile women’s desire for
autonomy varies both between and within individuamen, findings from this
study imply that collaborative decision making ¢enenhanced if women

perceive that HPs position themselves as collabratith their patients.
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8.5 Future research directions

At the same time as exploring sense-making aratrimdtion behaviours
elicited by uncertain and/or evolving health infatron, this research project
raises questions which suggest topics for futusearch. Primary areas of
potential future investigation relate to uncertia@alth information, SDM and
positioning, health literacy and consumer healttens, and complementarity.

This study explored women'’s interaction with antkgration of informal
and formal health information related to managenoémtenopause transition.
This topic, which received exhaustive coveragéerhedical and consumer
press following the premature cessation of the \WiFA002, is widely recognized
among both women and HPs as an area where heftmation is uncertain and
evolving. Health information in many other areaalso explicitly emergent;
furthermore, in all areas of health there is uraety as population based findings
are translated into practice and applied withindbietexts of individual lives, and
as new discoveries are made. This study is adfiegt in the explicit exploration
of how people translate uncertain health infornmatidgo use within their lives.
Future research should explore how other populstan those experiencing a
range of non-crisis health conditions navigate thealanagement in situations of
uncertainty. Although in this study interviews whtPs focused on women’s
responses to uncertain health information, findisgggest that it would be
valuable to explore how health professionals redgonmake sense of,
communicate and use uncertain health information.

Decision making emerged as a complex task whitdiled the integration
of different forms of knowledge (for example, enngal and experiential) and a
range of informal and formal sources. Further epgilon of the nuances of
decision making in situations of non-crisis heaftanagement and uncertain
health information is warranted. In particular,thar study could investigate the
potential impact of deliberate HP actions whichlf@ate collaboration (for

example, specific facilitation of women’s IBs). Audy such as this might explore
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how purposeful HP actions influence women’s positig with respect to
information sources and their health decision mgkin

Given the intricate ways in which women navigéie many information
sources they encounter within the context of evayylde, specific exploration of
health literacy instruction and its influence og thays in which information is
actually used and made sense of would make a \alagahtribution both to
health fields and within LIS. Study should incorgi@r investigation into how
health information literacy instruction might adssehe different forms of
evidence (for example, experiential) which womeocoemter, seek and make use
of. In addition, HPs’ roles as facilitators of h&ahformation warrant further
study (for example, exploration of the impact onofBHP facilitated
supplementary materials or referral to specificitaital information sources).

An additional area of investigation suggestedhiy $tudy is an
examination of consumer health materials themsdp@haps utilizing content
or discourse analysis). Women draw on both anadytit experiential information
processing modes as they make sense of uncerih h&ormation, and yet the
literature suggests that formal consumer matefiaiss almost exclusively on
analytic processing (Hibbard and Peters 2003).iRgsdsuggest that, given that
women adopt and move between both analytic/logindlexperiential/intuitive
postures when engaged in IBs, further understanafibgth of these approaches
and of health messages which provoke both anayticexperiential responses
will improve understanding of women’s IBs and askiBs and information
practitioners as they seek to facilitate healtbrimiation literacy and use.

Finally, this study has extended notions of comm@etarity by exploring
source complementarity as it relates to women’sofisgformal and formal
information sources encountered in the contexvefyaay life. This theory holds
promise for illuminating further exploration of tineultifaceted information
worlds which women inhabit. In addition, investigatof the application of this
theory in other populations of health consumersotdntially HPs would add

both theoretically and practically to understandigpealth related IBs.
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8.6 Conclusion

This exploration of women’s experiences and IBthay made sense of
uncertain and evolving health information makeslaiable contribution to the
research literature both in LIS and in health geM/hile studies have
guantitatively documented such things as the infdion sources favoured by
women experiencing this life transition and changabe use of HT since the
early 2000s, this study demonstrates the importahegploring how people
make information valuable within the context ofitlevn lives, the complex
ways in which information is integrated, understaod make actionable, and
how relationships between people influence decssabout personal health
management. Limited qualitative work has been dorealth fields and,
although the literature has called for exploratdrmincertainty, little work has
been done which qualitatively illuminates how arfdywwomen choose to access
and use information resources, how people navegademake sense of the
diverse information sources accessed, and how wonagage tensions between
informal and formal information as they manage peas health and wellness.
Findings not only reveal the rich insights whichrevgenerously provided by
interviewed women and HPs, they also demonstrateritical contribution of
gualitative investigation to our understanding @imen’s experiences navigating
uncertain menopause-related information, and homewoactually make use of
uncertain health knowledge within their everydagsi.

With the dissemination of research results, it yssimcere hope that
professionals in LIS and in health fields will gdiash insight into the everyday
and yet complex information worlds which peopleigate and must make sense
of in order to make decisions about health andnesl, and a new sense of their
own potential roles as facilitators of health imi@tion and decision making. |
further hope that this study brings new recognifarthe critical importance of
fostering collaborative relationships which drawaorange of evidence and
knowledge types, and a renewed appreciation fositjréficant influence of

women’s individual contexts on their informationeds and health management.
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Both information professionals and HPs can plasitecal role as they facilitate
access to and understanding of health informaéod,translation of that

knowledge into practical use.
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APPENDIX A
LIST OF ACRONYMS USED IN DISSERTATION

CBC Canadian Broadcasting Corporation
CIHR Canadian Institutes of Health Research
CMA Canadian Medical Association

EBP Evidence-based practice

ELIS Everyday life information seeking
FDA Food and Drug Administration

HP Health professional

HT Hormone therapy

IB Information behaviour

KT Knowledge translation

LIS Library and Information Science

NAMS North American Menopause Society

NLT Natural life transition

NSERC Natural Sciences and Engineering Researchdlai Canada
PARIHS Promoting Action on Research ImplementatioHealth Services
SDM Shared decision making

SSHRC Social Sciences and Humanities Research Cofi@anada
SOCG Society of Obstetricians and GynaecologistSarfada

WHI Women'’s Health Initiative
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APPENDIX B
ETHICS AND ADMINISTRATIVE APPROVAL DOCUMENTATION

Mail :: PhD, Ethics: RE: HREB application, Shelagh K. Genuis https://webmail ualberta.ca/imp/message.php?mailbox=PhD,~Ethics&. .
Er . .
Open Folder | PhD, Ethics =
= I [ = - B X ¢ & 4a

Inbox Empty’Trash New Message Folders Search Address Book Options 9rol;lem Help Log out

________________________ Quota status: 583.86 MB / 976.56 MB (59.79%)
PhD, Ethics: RE: HREB application, Shelagh K. Genuis (27 of 37) 832

Mark as: Move Copy|This messageto Back to PhD, Ethics 4 &

Deiete Reply |Forward Vijerdi{ect View Thread |Message Souf’g;s'ave as | Print | Report as Spam | Headers
Date: Mon, 8 Dec 2008 13:14:38 -0700 [12/08/08 13:14:38 MST] BT H T
From: charmaine.kabatoff@ualberta.ca @ [+§

To: genuis@ualberta.ca @
Ce: brenda.cameron@nurs.ualberta.ca &

Subject: RE: HREB application, Shelagh K. Genuis

Part(s): ] 5B, camerondoc34ke 3
Download All Attachments (in .zip file) £
Strip All Attachments {5

] 1 unnamed 0.92 kB

Dear Shelagh,

The attached letter is being mailed out to Dr. Cameron this afternoon.
It will be accompanied by the approval form signed by Dr. Griener
(unable to attach here).

Best wishes,
Charmaine

-----Original Message--—-

From: genuis@ualberta.ca [mailto:genuis@ualberta.ca]
Sent: Thursday, December 04, 2008 7:46 AM

To: Charmaine Kabatoff

Subject: RE: HREB application, Shelagh K. Genuis

Hello Charmaine,

| just wanted to let you know that | put the required documents -
provided on letterhead - into Campus mail yesterday. This relates to
my PhD dissertation proposal (Making sense of changing and evolving
health information: Exploring uncertainty in an 'evidence-based'

world) with principle applicants being Dr. Heidi Julien and Dr. Brenda
Cameron.

Thank-you,
Shelagh

Shelagh K. Genuis

Interdisciplinary PhD Candidate

School of Library and Information Studies,
and the Faculty of Nursing

University of Alberta

Delete Reply Forward iRedirect View Thread Message Source Save as Print Report as Spam Headers

Marl ac: Mave |

1 of2 1/6/2011 1:58 PM
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(Letter attached to Charmaine Kabatoff's Dec 8,828Mail)

December 8, 2008

Dr. Brenda Cameron

Nursing ile#
B-321008

3 Floor CSB

Re: Making Sense of Changing and Evolving Healtbrimation: Exploring
Uncertainty in an “Evidence-Based” World

Dear Dr. Cameron:

Thank you for Ms. Shelagh Genuis’ correspondentedd@ecember? 2008, which
addressed the requested revisions to the abovaemedtstudy. These changes have
been reviewed and approved on behalf of the Reasé&ahics Board. Your approval
letter is enclosed.

Next year, a few weeks prior to the expiration afiyapproval, a reminder will be sent to
you via HERO. You will be required to complete tigglate online. If there have been
no major changes in the protocol, your approvadllvélrenewed for another year. All
protocols may be subject to re-evaluation aftezghrears.

For studies where investigators must obtain infatit@nsent, signed copies of the
consent form must be retained, and be availableguest. They should be kept for the
duration of the project and for a minimum of seyears following its completion.

Approval by the Health Research Ethics Board do¢®ncompass authorization to
access the patients, staff or resources of Capéalth or other local health care
institutions for the purposes of research. Engsiregarding Capital Health
administrative approval, and operational approvabfeas impacted by research, should
be directed to the Capital Health Regional ReseAdrhinistration office, #1800 College
Plaza, phone 407-6041.

Sincerely,

Charmaine N. Kabatoff
Senior Administrator
Health Research Ethics Board (Panel B)
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Education, Extension Augustana Research EthicsdBagproval:

Mail ;: PhD, Ethics: Re: Application for ethics approval (Interdiscipli...  https://webmail.ualberta.ca/imp/message.php?mailbox=PhD,+Ethicsé&...

.

= _
Open Folder | PhD, Ethics

¢! & 4

Inbox Empty Trash New Message Folders Search Address Book Options Problem Help Log out

Quota status: 583.86 MB / 976.56 MB (59.79%)

PhD, Ethics: Re: Application for ethics approval (Interdisciplinary)
(25 of 37) AR
Mark as: Move Copy! This message to Back to PhD, Ethics 42 B
Delete | Reply ‘Forwarcl iRedirect;Miew Thread Message Source Save as|Print|Report as Spam | Headers
Date: Wed, 10 Dec 2008 14:20:58 -0700 [12/10/08 14:20:58 MST] i
From: “Ingrid Johnston" <ingrid.johnston@uaiberta.ca> & [+l
To: genuis@ualberta.caf
Cc: "Heidi Julien" <Heidi.Julien@ualberta.ca> &, "Brenda Cameron” <brenda.cameron@ualberta.ca> &
Subject: Re: Application for ethics approval (Interdisciplinary)

Dear Shelagh,

| have just reviewed your ethics application and it meets all our REB requirements so I'm
happy to approve it. Best wishes for your study which is really exciting and interesting.
Ingrid.

At 09:15 AM 10/12/2008, genuis@ualberta.ca wrote:
[Hide Quoted Text]

Dear Dr. Johnson,

| am an Individual Interdisciplinary PhD candidate with the School of
Library and Information Studies (SLIS) and the Faculty of Nursing. The
Health Research Ethics Board, Panel B, has approved the ethics
application for my dissertation research and that application now
requires approval from the ethics board at the Faculty of Education. |
have been advised by Dr. Lisa Givens (who is currently the SLIS
alternate member on the REB) as well as Dr. Heidi Julien (my
supervisor at SLIS) to send my HREB application directly to you via an
email attachment. My co-supervisor from the Faculty of Nursing is Dr,
Brenda Cameron.

Thank-you very much for reviewing my ethics application. | look
forward to your feedback! Please contact me if you have any guestions.

Sincerely,
Shelagh

Shelagh K. Genuis

Interdisciplinary PhD Candidate

School of Library and Information Studies,
and the Faculty of Nursing

University of Alberta

Ingrid Johnston, Ph.D.

Associate Dean, Research and Graduate Studies

Faculty of Education

Chair, Education, Extension & Augustana Research Ethics Board

10f2 1/6/2011 1:44 PM

333






Administrative approval from Covenant Health:

the Body

Covenant
Health

April 8%, 2009

Dr. Heidi Julien
UofA, Library and Information Services
email: heidi.julien@ualberta.ca

Dear Dr. Julien

RE: Study# 1078, “Making sense of changing and evolving health information: Exploring uncertainty
in an ‘evidence-based’ world”

Thank you for submitting information on your research study to the Covenant Health Research Centre. l am
pleased to inform you that your study has received Covenant Health Administrative Approval for the Grey
Nuns Community Hospital,

We have a copy of the current Health Research Ethics Board (HREB) approval letter on file, We do not
require that you submit protocol amendments as these will be reported to HREB; however, it is important
that we receive updated copies of:

s HREB approval letters;

* consent forms;

¢ study information sheets; and,

* reports of serious adverse events if applicable.

We would also appreciate a copy of your final research report upon completion of the study. You are
eligible to submit a paper, article or abstract for inclusion in the “Covenant Health Research” publication.
All documents can be faxed to (780) 735-2674, emailed to caritasresearch@caritas.cha.ab.ca or mailed to
the Covenant Health Research Centre, IW-33, Misericordia Hospital, Edmonton, Alberta, TSR 4H5.

On behalf of the Covenant Health Research Centre and the Covenant Health Research Steering Committee,
we wish you every success with this project. If you have any questions, please do not hesitate to contact
the Cavenant Health Research Centre at (780) 735-2274.

COVENANT HEALTH RESEARCH CENTRE

S 8 as sy

Mary-Ann Clarkes

Administrator

cc J. Quach

Rm#1W.33, 16940 87 Avenue g Tel 780.735.2274 Fax 780.735.2674 | www.caritas.ab.ca’Home/Res
Edmonton, Alberta TSR 4H5 | earch/default.htm.

"
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APPENDIX C
INFORMATION LETTER FOR PARTICIPANTS: WOMEN

Title of Study Making sense of changing and evolvin g health information:
Exploring uncertainty in an 'evidence-based' world

Heidi Julien, PhD Brenda L. Cameron, RN,
Investigators  Associate Professor PhD

School of Library and Information Professor

Studies, University of Alberta Faculty of Nursing

Phone: 780 492 3934 University of Alberta

Phone: 780 492 6412

Shelagh K. Genuis, BScOT, MLIS
Interdisciplinary PhD student
School of Library and Information
Studies, and the Faculty of Nursing,
University of Alberta

Phone: 780 467 6625

Background

Health information is changing all the time. Neediments are
discovered and older health practices are discattisda challenge for people to
figure out what to do with all the new informatitrey come across. People are
also coming in contact with health information wpplar media, on the internet,
or at their local health food store. In this resbastudy we are exploring how
people make sense of health information that theyinto in their everyday lives.

In 2002 new research was published about menophosabne therapy.
This resulted in major changes in the way that loorertherapy is used. This
research study caused a lot of debate. But it p@hap discussion of menopause
in the media. It also brought attention to the nleeghared decision making
between health professionals and women.

Purpose

The purpose of this study is to explore how womeakersense of
evolving information about menopause. We are @stiexd in your experiences as
you find and use (or do not use) menopause infooma¥Ve are interested in
what you think about the health information you lpumto during your day. This
might include information from television, newspegper magazines, or the
internet. It also includes health information yaahabout and discuss with your
friends or colleagues, doctors, nurses, or phastadiVe would like to hear
about information sources that are important to wben making health
decisions. And we are interested in your experigndgéh health professionals as
information sources.
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The interview

If you agree to be a part of this study, you widlticipate in one audio-
recorded interview. Only you and the researcheelggjin Genuis) will be take
part in the interview. The interview will last alialb minutes. It will take place at
a location that works for both parties. It will Aeasual, conversational interview.
We are interested in your experiences and youppetive. There are no right or
wrong answers!

At the interview we will review this informationtter. The researcher will
answer any questions you have. You will be askexbtoplete a simple consent
form. The interview will then begin. It is importafor you to know the following:

* Involvement in this study is voluntary.

* You may ask questions about the study at any tianeg your
participation.

* Your privacy will be protected throughout the resbaroject.

* No one besides the researcher conducting the iateswvill have access
to the audio-recorded interview.

* A nickname will be used to identify your interviemd all related
material.

* You may withdraw from the study at any point upilutie time that your
interview is transcribed and analysis has beguyoufwithdraw, your
interview recording will be destroyed. Your inteswi will not be included
in research results.

» This project has received approval from the HeBklsearch Ethics Board
and the Education, Extension and Augustana Resé&#inots Board at the
University of Alberta.

Risks/Benefits

We are not aware of any risks related to this stdy do not need to talk
about anything that makes you uncomfortable. Werdeeested in what you
choose to share.

You may find it interesting to reflect on your e&jgence with changing
health information. The information you provide Matd to understanding of
women’s perspectives on health care and wellness.

Costs
This study involves no costs to you other than yone. You will be

reimbursed for any parking expenses.

Confidentiality
Interview data will be kept for five years afteetstudy is complete.
Identifying data will be kept in a secure lockedio®t. It will not be attached to
interview data. Your name will not be used in preagon of research results.
Small samples of written dialogue may be includedresentation of data. But,
all identifiers will be removed. Only members oétfesearch team will have
access to interview transcripts and notes.

337



All information will be held private except whergislation requires
reporting.

Contact

Thank-you very much for your interest in this pmjeyour input is
valuable and will add to the knowledge base ofthgalofessionals and
information professionals. If you have any quediabout this project please feel
free to contact Shelagh Genuis at 780-xxx-xxxx.*dlngenuis@ualberta.ca

I look forward to hearing from you!

* | will get a cell phone for the duration of studsgcruitment.
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APPENDIX D
INFORMATION LETTER FOR PARTICIPANTS:
HEALTH PROFESSIONALS

Title of Study Making sense of changing and evolvin g health information:
Exploring uncertainty in an 'evidence-based' world

Heidi Julien, PhD Brenda L. Cameron, RN,
Investigators  Associate Professor PhD

School of Library and Information Professor, Faculty of

Studies, University of Alberta Nursing

Phone: 780 492 3934 University of Alberta

Phone: 780 492 6412

Shelagh K. Genuis, BScOT, MLIS
Interdisciplinary PhD student
School of Library and Information
Studies, and the Faculty of Nursing,
University of Alberta

Phone: 780 467 6625

Background

Women are increasingly coming in contact with Healformation
outside of health care contexts as medical researdhreatments are discussed in
popular media and on the internet. In a previossagch project the role of
medical and consumer publications in communicatimgnging information
related to hormone therapy was investigated. T@gearch study explores how
women make sense of and use (or do not use) infammabout hormone therapy
and menopause management. We are interested imolewas an information
provider for women who are navigating evolving imf@tion about menopause.
We are particularly interested in your perspectimghe interaction between
health professionals and women in light of the utadety introduced by the
Women'’s Health Initiative (WHI) era.

Purpose

The purpose of this part of the study is to explwalth professionals’
view of women'’s interaction with evolving healtiformation. It is also to
explore how health professionals facilitate knowgledranslation for patients in
non-crisis everyday situations. We are interestdeeiaring about how health
information from television, newspapers or magazie the internet impacts the
interaction between women and health professiofais. research touches on
areas related to patient perspective, informatamusition in situations of
uncertainty, knowledge translation (KT), and shatedision making. By
focusing on information use within the context wblring medical information,
attention will be drawn to the many factors thdluence health decision making
and the use of health information in everyday diteiations.
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The interview

If you agree to be a part of this study, you wétgcipate in one audio-
recorded interview. Only you and the researcheelggjin Genuis) will be take
part in the interview. The interview will last add®0 minutes. It will take place at
a mutually agreeable location. It will be a casuahversational interview. We
are interested in your experiences and your petispec

At the interview we will review this informationtter. Any questions you
have will be answered. You will be asked to comgpkesimple consent form. The
interview will then begin. It is important for yaa know the following:

* Involvement in this study is voluntary.

* You may ask questions about the study at any tianeg your
participation.

* Your privacy will be protected throughout the resbagroject.

* No one besides the researcher conducting the iateswvill have access
to the audio-recorded interview.

* A pseudonym will be used to identify your interviewd all related
material.

* You may withdraw from the study at any point upilutie time that your
interview is transcribed and analysis has beguyoufwithdraw, your
interview recording will be destroyed. Your inteswi will not be included
in research results.

» This project has received approval from the HeBklsearch Ethics Board
(HREB) and the Education, Extension and AugustaeseRrch Ethics
Board (EEA REB) at the University of Alberta.

Risks/Benefits

We are not aware of any risks related to this stadw do not need to talk
about anything that makes you uncomfortable. Weraeeested in what you
choose to share.

The information you provide will add to understargdof how women
make sense of evolving health information and Hosy translate it into everyday
use. It will also add to understanding of how Healtofessionals facilitate patient
understanding of evolving health information.

Costs
This study involves no costs to you other than youne. You will be
reimbursed for any parking expenses.

Confidentiality
Interview data will be kept for five years afteetstudy is complete.
Identifying data will be kept in a secure lockedio&t. It will not be attached to
interview data. Your name will not be used in preagon of research results.
Small samples of written dialogue may be includedresentation of data; all
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identifiers will be removed. Only members of thegarch team will have access
to interview transcripts and any notes.
All information will be held private except whergislation requires
reporting.

Contact

Thank-you very much for your interest in this prjeyour input is
valuable and will add to the knowledge base ofthgalofessionals and
information professionals. If you have any quediabout this project please feel
free to contact Shelagh Genuis at 780-xxx-xxxx.*dtroontact:
genuis@ualberta.ca

* | will get a cell phone for the duration of studgcruitment.
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APPENDIX E
CONSENT FORM FOR PARTICIPANTS

Title of Study Making sense of changing and evolving health inforation:
Exploring uncertainty in an 'evidence-based' world
Heidi Julien, PhD Brenda L. Cameron, RN,
Investigators Associate Professor PhD
School of Library and Information Professor
Studies, University of Alberta Faculty of Nursing
780 492 3934 University of Alberta

Phone: 492-6412

Shelagh K. Genuis, BScOT, MLIS
Interdisciplinary PhD student
School of Library and Information
Studies, and the Faculty of Nursing,
University of Alberta

Phone: 780 467 6625

Place a check under yes or no to the following toes: Yes| No

Do you understand that you have been asked to &edsearch
study?

Have you read and received a copy of the attachfedmation
sheet?

Do you understand the benefits and risks involvetdking part
in this research study?

Have you had an opportunity to ask questions asclids the
study?

Do you understand that you are free to refuse ttcjgzate or
withdraw from the study at any time up until thadi that your
interview is transcribed and analysis has begun? dtonot have|
to give a reason.

Has the issue of confidentiality been explaineydo?
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Do you understand who will have access to any itjémg
information?

Signatures:
This study was explained to me by:

| agree to take part in this study: YES] NO [

Signature of Research Participant:

Printed Name:

Date:

| believe that the person signing this form underds what is involved in the
study and voluntarily agrees to participate.

Witness: Date:
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APPENDIX F
RECRUITMENT AIDS

Please note: formatting of recruitment aids altdngdformatting of dissertation.

Recruitment aids for Women: Short notice and poster

VOLUNTEERS NEEDED FOR RESEARCH STUDY

Are you a woman with a personal interest in menopau  sal or post-
menopausal issues? (e.g. health maintenance, hormon e therapy,
bone health, symptoms such as hot flashes, or other topics). Please

consider volunteering for this study.

Title: Making sense of changing and evolving healtinformation: Exploring
uncertainty in an ‘evidence-based' world

Health information is changing all the time. Newediments are discovered and
older health practices are discarded. It is diffiber people to know what to do
with all the new information they come across.

A research study is being conducted that expldre€xperiences of women as
they hear about, read about, and try to make s#frdeanging health information
about menopause. This might include informatiomftelevision, the newspaper,
the internet, or from health professionals. If ywa willing to talk about your
experienceplease contact Shelagh Genuis (780-xxx-xxxx or erhai
genuis@ualberta.cy. Feel free to call for more details. Please pamsgathis
information women you know who might be interest#lliphone calls, emails,
and participation will be confidential.

This study has been approved by the Health Res&dhits Board, and the Education, Extension
and Augustana Research Ethics Board at the UnfyerkAlberta. If you have any concerns about
the study: please feel free to contact Dr. Chrishlewburn-Cook, Associate Dean Research in the
Faculty of Nursing University of Alberta, at (78892-6764. She is not connected with the study.
[OR: If you have any concerns about the study:qadael free to contact the Patient Relations
Office of Capital Health at 780-482-8080.]
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Women & Health Information Study:
Participants Needed

Who can participate in this study?

» \Women with a personal interest in menopausal or pts
menopausal issueqFor example: health maintenance,
hormone therapy, bioidentical hormones, bone health
symptoms such as hot flashes, or other topics).

What is the purpose of this research?

= This research explores women’s experiences aséy
make sense of health information about menopausecdaied
iIssues.

= Health knowledge is changing all the time. Newtirents are
discovered and older health practices are discarded

» [tis challenging to make sense of all the headtbrmation
presented on television, in newspapers, on theneteand
from health professionals.

» | am especially interested in how you make headitigions in
situations where there is not one ‘right’ answergeeryone.

What is involved in being part of this project?

= | want to hear about YOUR experience from YOUR
perspective.

» There are no right or wrong answers!

= You will participate in one, tape-recorded intewidt will last
about 45 minutes.

= The interview will be set up at a location that kewell for
both of us.

Research Details:
* Your confidentiality will be completely protecteldroughout
the project.
= The project has been approved by: The Health Refsé#hics
Board, and the Education, Extension and Augustase&ch Ethics
Board at the University of Albertéif you have any concerns about the
study: please feel free to contact Dr. Christinevhiérn-Cook, Associate

Dean Research in the Faculty of Nursing Universitplberta, at (780)
492-6764. She is not connected with the study.)
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Please contact me if you are interested or have gsteons!

Shelagh K. Genuis
PhD Candidate, School of Library, email:genuis@ualberta.ca
and Information Studies, and the Phone: 780-XXX-XXXX
Faculty of Nursing, University of '
Alberta

Recruitment aids for health professionals: Short nice and poster

VOLUNTEERS NEEDED FOR RESEARCH STUDY

Are you a health professional providing care for or information to
menopausal or postmenopausal women? Please consider
volunteering for this study.

Title: Making sense of changing and evolving healtinformation: Exploring
uncertainty in an 'evidence-based' world

A research project is being conducted at the Usitxeof Alberta that explores
health professionals’ roles as information provsder women who are
navigating changing information about menopause avéearticularly interested
in your perspective on the experiences of womaheaginteract with formal and
informal health information and make health reladedisions; and your
perspective on the interaction between health psdaals and women in light of
evolving health information related to menopauseagament.

If you are willing to talk about your experiengasase contacShelagh Genuis
(780-270-3065 or email aienuis@ualberta.ca for further details. Please pass
along this information to anyone you know who mightinterested. All phone
calls, emails, and participation will be strictlgrdidential.

This study has been approved by the Health Resé&thits Board and the Education, Extension
and Augustana Research Ethics Board at the UnfyeAlberta. If you have any concerns about
the study: please feel free to contact the PaRetdtions Office of Capital Health at 780-482-
8080.

346



Participants Needed: Research Study on
Health Professional’s Role as Information
Providers

Who can participate in this study?
= Health professionals providing care or information
menopausal/postmenopausal women

What is the purpose of this research?

» Health knowledge is changing all the time. It shallenge for
women to make sense of health information availahle
television, in newspapers, on the internet, anohfh@alth
professionals.

= The purpose of this project is to explore healthfgssionals’
roles as information providers for women who areigeting
changing information about menopause.

» \We are particularly interested in your perspectimghe
experiences of women as they navigate formal & méd
health information and make health related decssiand your
perspective on the interaction between health psidaals and
women in light of evolving health information.

What is involved in being part of this project?
* You will participate in one, tape-recorded intewje
approximately 20 minutes.
» The interview will be set up at a mutually agreedbtation
= | want to hear about YOUR experience from YOUR
perspective.

Research Details:
This project has been approval by the Health Rekdzthics
Board and the Education, Extension and Augustarsad&eh Ethics

Board at the University of Albert#.you have any concerns about the
study: please feel free to contact Dr. Christinevhigrn-Cook, Associate Dean
Research in the Faculty of Nursing University obéita, at (780) 492-6764. She
is not connected with the study.

= Your confidentiality will be completely protectelarbughout

the project.
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Please contact me if you are interested or have filner

guestions!

Shelagh K. Genuis

PhD Candidate, School of Library
and Information Studies, and the
Faculty of Nursing, University of

Alberta

email: genuis@ualberta.ca
Phone: XxX-XxX-XXXX

348




APPENDIX G
SEMI-STRUCTURED, QUALITATIVE INTERVIEW GUIDE FOR
WOMEN

Note: In keeping with principles of qualitative rhetology, this is an interview
guide. New questions or approaches to existingtgunssmay emerge during the
interview process (Marshall and Rossman 2006) hieantore, questions may be
adapted to the setting of the interview or the ernof the participant.

Preliminary Procedures:
» Introductions, chat while setting up recording app#s
= Adjust vocabulary of questions to participant’s &balary
» Introduce project: review information letter; higjtit interest in the
personal experiences
= Ask if participant has any questions. Obtain infedhtonsent.
= Turn on audio-recorder.

Background: Women are commonly coming in contath wiedical information
outside doctors’ offices. It's now common to fimdnewspapers, magazines and
on television, articles or stories about medicatdveries and new treatments, as
well as alarming reports about problems with mddiemtments. In a previous
research project | explored how changes relatégtmone therapy were
discussed newspaper, magazine, and journal art\deat I'm interested in with
this research project is how women actually maksesef and apply the health
information that they come across in their daydy lives.

Health information behaviour: General
Purpose: To elicit reflection on evolving healtfoimation and information
within the context of everyday life.

1. Given a specific health concern or somethingteel to health and well-being,
how would you go about exploring your concern?

2. Do you pay attention to health information ermteted within the context of
daily life? i.e. in newspapers, on television, iagazines etc.

3. Do you use the internet to find information abloealth or well-being? How is
the internet used? Role of information found orfine

Interpersonal information sources

Purpose: To explore the role of both informal amwinfal interpersonal
information sources.

1. Can you tell me about people who you might talebout health concerns?
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2. What role might they play in helping you to figwout health related issues?

Menopause experience and information behaviour

Purpose: To learn about participants’ experienads ehanging information
about menopausal hormone therapy and menopausegemaeat. To explore
information sources that women use and prefer@asdial with changing
information.

1. I wonder if you might share with me the storyofir experience with and
during the menopause transition. How have you Esmhat you know? How

have you made decisions about personal health reareay in this area?

2. Aware of changes over past few years in thetalyHT is being used during
menopause? What do changes in information aboubpaerise management
mean to you?

3. What sources of information have been more Uisedpful for you?

4. Are you satisfied with the information you'veteed/received about
menopause?

5. How would you prefer to learn about this area?

6. Has the changing nature of information abouttheand well-being in this area
of health influenced how you look at health infotioa? Influenced your
relationship with health professionals?

7. What do you see as your role in finding inforimaiabout your health and
well-being concerns?

8. Can you tell me how who you are as a persomor gersonal views or beliefs
about health might influence your health decisions?

ELICITATION

Now I'd like to shift gears a bit. Because mediaush an important player in
bringing new health information to the public, like to talk about some items
that | have taken from the media over the last msnt

Elicit reflection on evolving health information éghealth information
encountered within the context of everyday life
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1. How might you respond if you came across tlesitluring your day-to-day
activities?

2. Are there people you might talk to about methaiss like these?

3. Would health information such as this have apaoh on your decisions about
personal health management?

4. Who or what other sources might you turn tortheo to sort-out conflicting
health info?

5. It is becoming more common that new discovendeealth care are being
talked about on television or the radio, or writedrout in magazines and
newspapers. What do you think about this? Doedlitence your views or
decisions about managing your own health?

Conclusion

Do you have any last comments about how healthinmdition from different
sources has influenced your decisions about magagiar own health? Last
comments about how you use health information ur ytay-to-day life?
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APPENDIX H
SEMI-STRUCTURED, QUALITATIVE INTERVIEW GUIDE FOR
HEALTH PROFESSIONALS

Note: In keeping with principles of qualitative rhetology, this is an interview
guide. New questions or approaches to existingtgunssmay emerge during the
interview process (Marshall and Rossman 2006) heantore, questions may be
adapted to the setting in which health professonalrk (e.g. a menopause clinic,
private office practice, or community setting).

Preliminary Procedures:
» Introductions, chat while setting up recording appas
» Introduce project: review information letter; higjtit interest in the
personal experience
= Ask if participant has any questions. Obtain infedhtonsent
=  Turn on audio-recorder

Background: Women are increasingly coming in cantath health information
outside doctors’ offices as medical research azatinents are discussed in
newspapers, magazines and on television. In aquevesearch project |
explored how changes related to hormone therapg discussed newspaper,
magazine, and journal articles. Today what I'mIyemterested in is your view of
women’s health information behaviour and your pecsipe on the interaction
between health professionals and women in situsitidrere health information
may be uncertain because of evolving researctreffample following the
publication of results from the Women’s Health iive).

Evidence and information sources

»  What type of information sources primarily influenwomen making
health decisions related to menopause in genefaronone therapy in
particular?

(Most important sources to the women you work with?

= How informed are the women when bringing their @ns to a health
professional? What info do they bring with them?

» Itis becoming more common that health informat®heing introduced
directly to women through the media or on the iméer
I’m wondering what you think about this developnient

» Impact of media/internet information sources oeifacttions with health
professionals?

Facilitating role where health information is evialy
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1. Can you tell me about how you approached or dedittive uncertainty
that came from the publication of WHI results?

2. Your role in facilitating women'’s understandingabfanging information
about hormone therapy or other menopausal concerns?
How do you think women view the role of health gsgionals in
decision-making during the menopause transition?

3. Do you see health professionals as informationigess? How do you
accomplish this role? Do you make use of or refemen to sources of
information in the community? (e.g. websites, cansuhealth groups)

Role of patient context

1. Three core elements have been identified for EBBt kesearch evidence,
practitioner expertise, and patient values.
How do you see women'’s values playing a role in EBP

2. Does uncertain/evolving health information charfgelialance between
HPs expertise and women’s values?

3. In situations where information is evolving and ertain, what do you see
as the patient's role in decision-making?

4. Role of beliefs, who women are as individuals, (“gug,” “intuition,”
“‘common sense”) in decision-making?
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APPENDIX |

PARTICIPANT PROLIFES (WOMEN)
Anita began to experience menopausal symptoms soortladteirth of a child.
She was in her mid-thirties at that time and ditirealize that her symptoms
might be related to menopause. There were manyrrolagdlenges in her life at
the same time, including a major relocation anducal adaptation, and
consequently she did not immediately attributegigrsical experiences with the
menopause transition: “It's not all black and whia@d those things are all — you
know, acting together, affecting you at the sammeti However as symptoms
persisted, she gathered information from a rangefofmal, formal, and media
sources and determined that she was perimenopé&veaitually Anita was seen
at the menopause clinic and received HT. At the toifthe interview Anita was
perimenopausal and taking HT. Anita had an unddrgree degree from her
country of origin and training from a technicallegle in Canada. She is married,
has a child, and is currently seeking employment.

Beverly approached menopause as a natural life transititgjust a
natural progression of life and it's not a big deahd related that she went
through menopause at 53. She experienced “a fexdssith hot flashes,” for
which she takes “a little bit of hormonal supplememtural supplement.”
However, she was clearly disinclined towards HThédlve never found that
logical because that implies that the Lord madelmgenistake coming in mid
life, you know, which | don’t believe.” Beverly murrently postmenopausal,
married, has adult children, and works part-timaen own home-based business.

Camille entered the menopause transition at 38 and has experienced
ongoing challenges with a range of symptoms. Algioa patient at the
menopause clinic and currently on HT, at the tirh#he interview she had not yet
achieved a balance between symptoms exacerbatdd kigelf (i.e. bleeding)
and her severe symptoms associated with menopahseavas frustrated with the
inability to find a satisfactory balance and desed her medical care by stating,

“we’re just kind of messing around trying to figuteut.” Camille has taken
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some post-secondary college courses, she is ciyrremtking at home and does
occasional contract work.

Cherri entered perimenopause around 47 years of ageugthlooking
forward to menopause and the cessation of montripgs, menopause
symptoms and decreasing strength and stamina,exbwpth significant family
responsibilities, motivated Cherrie to seek helpetognized that | needed to do
something about the menopausal symptoms, and satltew a gynaecologist and
I told him, ‘This is what's happening, what do yswggest?’ And he said, ‘Well,
you could try hormone replacement.” So he put ma@mmone replacement and
it made a huge difference to the way | felt. Se lbontinued on it, but low dose.”
Because her monthly periods have been maintainéubgh irregular and
lighter) by HT, Cherrie noted that she did not knbshe was postmenopausal or
not. Cherrie has an undergraduate degree andh@a caring for a number of
children. She is married and also has adult childre

Christy experienced premature menopause (< 40 years @tageset)
which began prior to having children; she was pestopausal at the time of the
interview. Although no longer taking HT, she hadhe past used a variety of
forms of HT because she was experiencing “all safrsymptoms that were really
very uncomfortable.” Because of a combination ofacaning side-effects from
HT (mental confusion) and the publication of WHsués in 2002, Christy and
her physician elected to discontinue HT. At thahp&hristy “was far enough
into menopause, | think that it didn’t matter.” @y is married and has children.
She has a graduate degree and works in the edudiedic.

Dale began experiencing physical changes in her mid{&@=rations in
her period, significant mood swings, and hot fla3ladter her second child was
born. She lived in a rural community where “my fndoctor didn’t really take
them seriously. The symptoms.” Furthermore she’didentify her symptoms as
perimenopause: “l just thought, you know, we had &d&aby....we had moved
shortly after that, started a new job here, yowkrmnew city. | just thought
stress or — .” Eventually a specialist, who Dales w@eing for another reason,

referred her to the menopause clinic. Althoughishimlly had “some hesitation
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because there’s been a lot of press out there ais&ub stroke and blood clots
and other things,” Dale appreciated the team aghro&the menopause clinic
and the notion that she could try treatments aatbate how they worked and
how she felt about them. At the time of the intewiDale was taking HT, “I feel
more informed. | feel more aware. And you sorta¥énin the back of your mind
when you have all these health issues and youtrsure and you’re uncertain, it
does weigh heavy on you.” Dale has an undergradiegeee and is employed by
the government; she is married and has children.

Danadid not experience hot flashes or other classicapause
symptoms, however in her late 40s she had abndreeadliing which she
associated with menopause. Dana identified heasgterimenopausal. She had,
however, been told by physicians that her bleediag caused by a serious
medical condition. Dana, relying on intra-persanérmation sources, believed
her bleeding to be an indication of menopause. Dalred on her own
information gathering and “my gut,” and indicatédttshe did not like dealing
with physicians (“I don't like doctors. . . .Thegwlt think”). Not comfortable
with traditional medical intervention, Dana als@eessed discomfort with HT: “|
don’t think, at a gut level, | again wouldn’t haopted for that. Same as | didn’t
really like the Pill when | was younger.” Dana Hégh school education and did
clerical work; she is currently financially indegkmt and not working. She has
adult children and is divorced.

Fayerelated that she likely began having menopaus@®ms soon after
a child was born in her mid-40s, however she begaognizing the onset of
menopause symptoms when she was approximatelyé&tbgnizing that these
were hot flashes and they were coming fairly redylkand my period was getting
less regular.” She first managed her symptoms Kkingdifestyle changes, but
when she experienced other disconcerting symptays Began look more
closely at treatment. Despite “a long bias agdeighg any kind of hormones,”
and after independent investigation as well astifmom trusted HPs, Faye
elected to go on HT. At the time of the intervidwaye described herself as being

at the end of perimenopause. In addition to hatesc, positivistic approach to
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information gathering, Faye also related that pegraonal information sources
strongly influenced her decision making: “I evakigitings on — very much on
how they feel — | sort of get myself intuitively tioe point where I'm ready to
make a decision.” Faye has a graduate degree, wotke education field, is
married and has children.

Gwen has been perimenopausal for a “couple of yeamstésshe was
approximately 50) and currently has irregular pgsicAlthough she has had
significant unrelated health challenges over trst pamber of years, Gwen’s
menopause symptoms have been limited to irreglgéading and some mood
swings. On the advice of an acquaintance, Gwed siene over the counter
“HRT.... an all natural vitamin thing,” however “Iated experiencing side
effects so for me it didn’t work.” She has neveediprescribed HT. Gwen has
some university education and is not employed dateer home. She is married
and has adult children.

Hazels symptoms began approximately a year beforeshiunewed her
and since that time she has struggled with sigmticsymptoms and unsatisfying
encounters with medical professionals. “I havead la very satisfying experience
with going to the doctor. They just give you biiigformation and tell you to see
the specialist. And even the specialists don’'t seehave the time....So like
you're left wondering and no one to answer yourstjoes.” On the advice of a
friend Hazel specifically asked for a referral he imenopause clinic, however her
family doctor was unwilling to refer her and toldrtthat she was “nowhere close
to [menopause].” At the time | interviewed Hazdle svas extremely uncertain
how to proceed and very eager to find help. Haasltigh school education and
works in social services; she is a single mother.

Irene had an extensive and complicated medical histonghwimcluded a
medically induced pseudo-menopause in preparatioarf oblation procedure —
something Irene felt had “just screwed my body fidrto Z” — and a
hysterectomy which did then render her postmenala8be had consulted many
health professionals and naturopaths for varioadtthehallenges and, because of

her history of cancer, had been refused HT. Shibuaittd this refusal to gender
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bias: “that’s when | say the males of the world easut — the doctors that don't
give hormone replacement therapy to anybody. Aatighwvhen | fell down
through the cracks kind of thing because they wtilgive me anything.” At
some point she was referred to the menopause wliméce she was prescribed
HT. Irene continues to have significant health ldmaes: “I'm still trying to

figure it because I'm still not 100 percent surattthat’'s — they don’t know
what's the matter.” Irene has an undergraduateegegind works in the education
field; she is married and has adult children.

Jane had a hysterectomy without removal of the ovanhsn she was in
her early 40s and, at the time, was aware of palegtrogen cessation. Jane was
not experiencing menopause symptoms but was vergecned about
osteoporosis and other potential sequelae of wieapsrceived as estrogen
deficiency: “I didn’t go on all these replacemeatsl stuff for hot flushes
necessarily. | just was concerned about the fattvitnen my estrogen ran out, |
wanted to keep it going, because of my. .. bhek i was very firm on it.” After
the WHI was published she stopped taking HT. Attitme of the interview Jane
had ongoing concerns about osteoporosis. Janenhasdargraduate degree and
worked in health care until her recent retirem8&hie is married and has adult
children.

Jill was in postmenopause, although still experiensorge menopausal
symptoms, at the time of the interview. She haddmsdrperiod when she was 44:
“menopause crawled upon me and | was not awarettivas menopause until a
few years after. Because | thought, ‘kmaytoo young.” Jill was very active
physically and believed “that carried me throudbtaof this stuff.” When she
realized that she was in menopause and began eggagnformation seeking
she found much of the information “depressing” #metefore “decided to discard
that information because it was working on my pgynkgatively too much.” Jill
demonstrated a strong inclination towards a natifeafransition approach and
disinclination towards traditional medicine and neaton. Although she
described problematic symptoms, particularly ngheats and hot flashes, Jill

stated, “It will take over your life and then yoatggonsumed by this and then you
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will pay attention to all the little symptoms arkgeh it works with that. And I've
decided to not let that happen to me.” Despite sdisreiptive symptoms, Jill
described various lifestyle changes she had madeder to cope with and
manage her symptoms (exercise, exposure to sundigg}. Jill has high school
education and is at home; she is married and hsern

Joycehad a hysterectomy around 45 years of age anouglthone ovary
was left, it “shut down” within a year of surgetiius putting Joyce into
menopause. At that point her physician put herstrogen, “just because at that
point they were sort ahto hormone therapy.” She was, however, sent for a
mammogram and after the discovery of a lump “thayked me off the estrogen
patch.” At that point any menopause symptoms tbyte might have been
experiencing were eclipsed by a severe depres$idon’t know in that year
what kind of menopause symptoms | might or mighthave had.” Joyce was
eventually diagnosed with a thyroid condition whgtte thought may have
contributed to her iliness. At the time of the mtew Joyce was more than 20
year post-hysterectomy. Joyce had an undergradegtee and had worked in
the education field; she is married and does nokwatside the home.

Laura experienced early menopause, beginning around &2 ¢ age,
and subsequently suffered from “brutal” menopaysepsoms including hot
flashes, insomnia, mood alteration, and vaginahesg. After two years of trying
numerous herbal remedies, Laura went to her playsend asked for help: “I'm
not functioning — I'm not sleeping. You know, I'mbasket case basically.” After
some experimentation, an adequate dose was el&hlidt's been really good
ever since. | mean | still get the stuff, but a@stel can function.” Although Laura
was not initially inclined to use medication, theewf HT made such a difference
to her quality of life that she expressed greateom about the prospect of
coming off HT at the recommended five year markut'B like you kind of
wonder, ‘OK I've been on this stuff for, four yearsw. She only wants to have
me on it till ’'m 50.” But can | give up my littlpills? | don’t know.” Laura has an
undergraduate degree; she is married has not wakisdle her home since she
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had children. At the time of the interview, somehef older teenage and young
adult children lived at home.

Lillian had a hysterectomy with removal of her ovaries wétemwas 32
years old, after which she was put on high dose$hE remained on that dosage
for approximately 30 years. Concerns about bresster resulted in a
lumpectomy: “it was cells that could later turnarancer but it was fortunately
not cancer.” Around that time a woman she encoadtar the ultrasound clinic
told Lillian she should go off HT. This was priar publication of WHI results
and Lillian related that she received differentiadvrom different physicians:
“Like one doctor told me, ‘You don’'t need the hommas.” And another doctor
said, ‘Yeah, you take the hormones.” At that pdiilian’s prescription was
reduced and she independently also began to cltdmabker dosage, “I gradually
skimmed down.” Now in her 70s, Lillian still expenices some hot flashes but,
under the care of a physician she is continuingdace her HT with the goal of
stopping it completely. Lillian began her post-satary education as an adult and
over the years achieved a graduate degree. Shemaweed and primarily
worked overseas until her retirement.

Lisa was postmenopause at the time of the interview.hakde=xperienced
significant health challenges which, at 33 yearag#, resulted in a tubal ligation.
“Right after that, | started going into menopawat | didn’t know that at the
time.” Lisa began to experience mood swings andlfydeavy and inconsistent”
periods. After unsuccessfully seeking help throtrgtitional medical channels,
Lisa began exploring various lifestyle changestipalarly related to diet and
exercise. In addition, she encountered informaitice health food which led her
to begin exploring vitamins and supplements, as assherbal menopause
remedies. Lisa engaged in considerable diet aesityife change and also found a
herbal remedy which fulfilled her needs. Over tle&tryears her periods
gradually waned and stopped when she was abo@&h3told me, “I never really
had the symptoms as terrible as other people thaw. Like you know, terrible

hot flashes, night sweats, all these things.” hiaa high school education and
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does clerical work in the alternative health fiebthe is in a common-law
relationship.

Monica went through menopause when she was about 54rShieled
few details about the perimenopause period excegdy that she experienced
some hot flashes in the evenings and “off and amosk.” Monica noted, “I just
sort of let it flow. | mean, it’s not as if you dde one day, ‘Okay, now I'm going
to have menopause.” She viewed the menopausetioanas an obviously
“natural” process since no one (“except men”) wedwged; she added, “And
that’s so nice not to have your period anymoreedtly is nice.Trust me, nice
The hot flashes thing I can live without.” She loeén disinclined to use HT, “I'd
rather not be on any more pills;” however, basedisoussions with a group of
women she experimented with a natural hormone pto&he did not find it
effective. Monica has an undergraduate degree amkisvas a scientist in an area
of public utilities. She is married and has aduitdren.

Muriel entered menopause when she was in her later 40gr8hided a
detailed narrative of her menopause experienceasiiag with the first time she
unsuccessfully sought information from a HP. Muredponded to the
physician’s disinterest by doing her own reseatdhalibrary. She took the
information she found back to her doctor, requeststing, and subsequently
commenced HT. Muriel described her experience rastifating . . . because the
information at that time was so controversial eiémed like every article you read
had a different take on it.” Struggling with deoiss about HT use, Muriel was
eventually seen at a menopause clinic where shelfealutions for some long
term menopause symptoms. A short time prior tarttexview, and after
discussing HT discontinuation with some friends wieye also in their early 60s,
Muriel decided to stop HT. This choice did not garapproval from her
physician; however, this participant concludedhihk that | would rather be off
it now than on it. | seem to be okay.” Muriel haswandergraduate degree and is
retired. She is married and has adult children.

Naomi had a hysterectomy and one ovary removed when akénsher

early 40s; her physician told her that HT was remtassary at that time. After
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surgery, however, Naomi immediately began expemmgnsevere symptoms
(including vasomotor, memory problems, sexual dysfion, and mood
disturbance). “I hit menopause and hit the walh&3vas seen at a menopause
clinic where she was diagnosed with a thyroid ctowli This marked “the
beginning of a very long journey for me in termsheglth matters.” About four
years later Naomi had her second ovary removeaaod again experienced
physical changes. At that point Naomi began usifigitich she described as
“controversial” (due to a family history which inded cancer), but critical to her
quality of life. Naomi noted, “I'm willing to takéhe risk.” When Naomi was
interviewed she had been using HT for approximatelyen years and felt that
her symptoms were reasonably under control. Na@asiam undergraduate degree
and works in health care. She is married and desgter husband as “good
support” through her many years of challenges assatwith the menopause
transition.

Nicolefirst became aware of being in the menopause transivhen she
was in her 40s and diagnosed with a related prabf#ra began using an external
estrogen product as well as doing some readingegpidration with respect to
natural products. Nicole had a number of symptasteted to menopause as well
as related to “my many autoimmune diseases.” Sheagzhysician with a
naturalistic practice for a period of time and fiyieised a “bioidentical
progesterone” cream. She also saw a conventionyaigan, received a
prescription for a topical hormone cream, but ditlchoose to fill the
prescription. The requirement for yearly mammograssvell as the breast
cancer and death of a friend made Nicole uncontitetaith the progesterone
cream and she independently stopped using itstlfglt it was too much of a
guagmire and too complicated, and | just didn’t ttardeal with it.” At the time
of the interview, Nicole was postmenopausal. Thidipipant had a graduate
degree, was retired, and was married.

Patwas postmenopausal at the time of the interviewngagone through
this transition at about 50 years of age. She [l attention to the menopause

transition and thought “Okay, it's part of life]licarry on with it.” She did not
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have any bothersome symptoms. Pat relied primanliger physician for health
information but she explained that she was mowiamfone city to another
during that time and was without a doctor for a twahree years. As a result she
was “through most of it” by the time she had a mabappointment. Pat has an
undergraduate degree and works for the governrB8éetis single.

Paulabegan going through menopause in her mid-40s ati @ime of
the interview she was postmenopausal. She expedeswyere difficulty with
changes in menstrual flow as well as hot flashdthofigh Paula had a trusting
and ongoing relationship with her physician and aadrrgical procedure in an
attempt to deal with menstrual flow, she was addiyapposed to taking pills
for what she viewed as “a natural thing.” After gmmal investigation of a wide
range of information sources, Paula elected tanhaséral products and lifestyle
changes to manage menopause symptoms. She akseebelhat acceptance was
important: “acceptance that I'm a woman and thatneo go through
menopause.” Paula had some post-secondary tranghgvorks for the
government. She is single.

Roslyncommenced menopause around age 50 and at the iszaneds
diagnosed with a thyroid condition. She had expegd severe menopause
symptoms and described this as a “confusing timheleteriorating health. After a
discouraging encounter with her physician, follovsdndependent information
seeking, Roslyn decided that she needed to firmtwd“who would be an
advocate for me.” She was eventually referredriceaopause clinic. Although
previously “dead against hormone therapy,” Roslkyreed to try HT and
gradually it brought her symptoms under controlsio noted that “at that point
| decided to put my faith in that doctor.” This peipant had a high school
education and owned her own business. She is éigdand has adult children.

Suefirst began experiencing menopause symptoms att &foyears of
age, about 13 years prior to the interview. Shenteg that she still experienced
problematic symptoms. Since first experiencing sigms, Sue had investigated a
wide range of information sources and had experietewith a range of natural

products. Sue related that she had also tried Hvbat off it when initial results
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from the WHI were published in 2002. She was, hawestill suffering from
menopause symptoms and went to a number of HPsWp &l ways to manage
her symptoms. Eventually she was referred to a peaumse clinic which she
found “very helpful.” She was taking what she idigedl as bioidentical
hormones, although later in the interview she esgrd some uncertainty about
the term ‘bioidentical.” Although the HT had apps@to be effective, Sue
reported that she had recently been experiencorgased symptoms. Sue had
been a manager at a utilities company before shiedeShe is married.

Sylviabegan experiencing menopause symptoms in her £@slgnd
immediately commenced HT. A number of years ldter,doctor retired and her
new physician would not renew her prescriptionviyteported that this new
physician “yelled at me. She wouldn’t explain iheSust said “You're at risk for
breast cancer.” Sylvia experienced “two very badrng of hot flashes” before
finding another physician who renewed her presicripon the basis of ‘quality of
life’ concerns. Sylvia explained the reasons why f&it that “for me the risk
factor’s pretty minimal,” but she also related ttedter approximately 10 years of
HT use, she had been “cutting back a little bihia last little while.” Sylvia
related that she was also experimenting with playsictivity as a therapeutic
approach to hot flashes and that she hoped toatexiteer use of HT over time.
This participant had trained as a technician ankegin the health field; at the
time of the interview she was self employed inféedént field. She is married
and has adult children.

Theahad been experiencing severe menopause symptortigefpast
couple of years. Symptoms began around age Shahdled severe hot flashes,
decreased libido, fatigue and mood swings. Theaig-time family doctor was
not empathetic with respect to her distress aret atime information seeking
through interpersonal channels Thea heard aboutemedved a referral to a
menopause clinic. Based on a trial and error agbr,0Bhea began trying a range
of HT regimes. Although some symptoms were alleddiy hormone use, Thea

was still suffering from symptoms and felt thatther adjustments needed to be
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made. Thea is employed at a financial institutismarried, and has adult
children.

Vicky was premenopause at the time of the interview.r8laged that she
wanted “just some information” and to “do some ptaff so we have some
reference points”; therefore she sought out a woflileely an alternative
practitioner) who specialized in talking to peogl®ut menopause. It was not
apparent until the interview was underway that gadicipant was still
premenopuasal; however, she was included on the thas she was actively
seeking information about this life transition. ¥ychas an undergraduate degree
and is involved in business with her husband. Sfseddult children.
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