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Abstract
Background: Family-centereceducation igritical to managing childhood asthntlae most
common chronic disease of childhood in North AmerRaaents aréargelyresponsible for the
daytood ay management o fassubhindimg eftettivelways tedueatet h ma
parentsabout asthma essential to improving childhood asthm#comesilt is known thathe
information needs of parents diildrenwith asthma are not being met throughrent
educational approacheespite the availability of high quality evidenceanldhood asthma
managemen®Patientdriven educational mates that leverage the power of the arts show
promise in communicating health information, and may be useful for parestiddvenwith
asthma. However, artsased knowledge translatiapproaches are in thenfancy, andno such
strategy has been devptal for parents athildrenwith asthma.
Purpose: The purpose of this dissertation isidentify the information needs of parents of
childrenwith asthmause these data to develapartsbasededucational materidl.e., arts
basedknowledge translation togland thereby contribute to the emergkmpwledge basef
artsbased knowledge translation.
Methods: This dissertation consists fafur prototypes onartsbased knowledge translation
tool andfour related paperst)(a stateof-the- sciencereview of the literature to determine the
information needs of parents diildrenwith asthma(ll) an interpretive descriptivgualitative
study on the information needs and experiences of 21 parents eénkith asthma
representingdiverse backgrounds and stages of the illness trajegttya methods paper which
outlinesthe process and challenges associated with developing a juhtiesnt artsbased
knowledge translation topand (V) a theoretical paper wheaglassification schema for arts

based knowledge translation strategsedeveloped



Findings and Conclusions:The following bur knowledge gapwere identified and addssed
through this dissertation: (Knowledge about the information needs of parenthiddirenwith
asthma was lack@in previows research; (IDhe information needs g@iarentsof childrenwith
asthma are not being addressed through current educational appr@#ghaaovative
educaibnal approaches to knowledge translatisuinch as artbased approaches, may hold
promise in childhood asthma but have not ba&reloped or discussed; and (g theoretical
basis of artdased knowledge translation approachesaerexploredin thisdissertation |
addresshtese limitations by identifying extant research on parents information needs in
childhood asthm§oaper ong using these findings to inform a qualitative research study of
p a r emforngtion needs (paper twaleveloping four prtotypes of gatientdrivenartsbased
knowledge translation tool for parentsabiildrenwith asthma based aqualitative findingsand
best evidence about asthma managerfpapger threpappendices A through)Eand developing
an artsbased knowledgeanslation classification schema basedr@mechanisms underlying
these approachépaper fouy.

Through this research, | illustrate thpatrents othildrenwith asthma have pervasive
unmet information needmd information deficitef varying typesyhich negatively impacts
asthma management, child and family weding. Idemonstratsupportfor developinghe
patientdriven artsbasedknowledge translatiotool andpresent conceptual and pragmatic
complexitiesassociated witlhis processThese findings contribute to childhood asthma
management through a creative and patientered approach, while substantively contributing
theoretical and procedural knowledge to the growingala of ars-based knowledge

translation.
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CHAPTER 1: INTE GRATIVE OVERVIEW
Introducing the Problem

Asthmais the most commoahronic disease of childhopdffectingapproximatelyl3%
of Canadian childrerDeis, Spiro, Jenkins, Buckles & Arno2)10;Garner & Kohen, 2008;
Ismaila, Sayani, Marin & Su, 201BjcMullen et al., 200). Asthma is chracterized by airflow
limitations am airwayhyperresponsiveness to internal and external stimuli resultiagure or
persistent symptom&.g., shortness of breathiheezing, couglthest tightness, wheezing,
increasedputum prodation), which varyextensively between individua{sougheed et al.,
2012).The diverse presentatioasdtrajectories of childhood asthnpgaceunique challengesn
parents tasked with the majority of dap-day asthma care in communégttings(Nicholas,
Dell, FlemingCarroll, & Selkirk, 2009).

Asthmamanagement is multifaceted. Identifgiand avoiding asthma triggers,
maximizing prevention strategiesdministeringand making adjustments teedicationss
necessary, recognizing signs of respiratory distress and responding appropriately, managing
medial appointmentsaand seeking emergecdre when needed contribute to astésthsease
burden (Brown, Gallagher, Fowler & Wales, 2DIThe steady rise in ambulatory care visits for
asthma related exacerbations reBextgoing challenges in managing thesenplexities outside
of ambulatorycaresettings (Bloomberg et al., 200Boyd et al, 201

As the majority of childhood asthmmanagement occurs outsidehafalthcare setting
equippng parentith the knowledgeo managehe complexities oasthmas integral to
improving childhood asthma outcom@sicholas et al.2009).Although the importance of
parental education is well recognizéake information needs of parentsabiildrenwith asthma

are not fullyunderstoodr addressed througixistingeducational approaché€anadian

! parents refers inclusively to all caregivers of a child with asthma



Thoracic Society2010; McMullen et al., 2007Thildhood asthmaesearchllustrates that high
quality evidencgexists, but is inconsistently and ineffectiveipvided to, or used bparents
(Berg, Anderson, Tichacek, Tomizh & Rachelefsk®07; Francisco & Rood, 203 McMullen
et al, 2007. Thisresultsin a gap betweewhat is known abowsthma management anow
asthma is being managed, whiclnigssencea knowledge translatiaiiKT) problem.

KT is increasingly recognized as a means to bridggdpbetween what is known and
what is doneandis defined by the Canadian Insties of Health Research (CIHR, 2054)a
Adynamic and it er athesynthesigdissemirasion, exclmageand ncl ude s
ethically-sound application of knowledge to improve the health of Canadians, provide more
effective health services and products and strengthdn éha@a | t h ¢ apara ). Pespmité e mo  (
its practicality, bhere are epistemologitchallenges tohis predominantlypragmaticdefinition of
KT. Knowledge icommaoditized tacit knowledge is devalued in favor of empirical evidettoe,
meaning oknowledge itselfs unclear and the linear puspull of evidence into practice implied
through such a definition is simplistic when compatethe complexities of redife dedsion-
making in context (Greenhalgh, Howick & Maskrey, 20Kdthari et al., 201R These
simplifications have repercussions for how interventions are designed aundtegathich types
of evidenceaareincluded inKT strategiesandmay constrairnow the relationship between
research and practice is conceptualized (Greenhalgh & Wierenga, 2011)

Within academia, @erreviewed publications and formal presentationglze@rimary
means of research disseminatibonwevertheseapproacheareless accessibl® non

academics (Bruce et a013).Indeed affecting change in redife settings requires KT

% | refer to high quality evidence in a pluralistic manner, inclusive of various forms of knowledge, derived from a
multitude of sources (e.g., qualitative and quantitative research of various designs, methodologies, professional and
personal experientialdowledge), a combinatioof which is necessary to reflect the complexities of experiences and
practices in which individuals and groups engage.



strategies that target a widemnge of decision makers (Kontos &I&nd, 2009)To this effect,
extensive efforts have been made to translate research findings to health care provider (HCP)
groups, mainly through the provision of educational meetings and materials (droetal.,
2007;Yost et al., 2014)Despite thesaitiatives, additional strategies to translkt®wledgeto
nonhealth care professional groups, such as param@seeded.

Parents commonly receive infor mamedi@an about
treatment, or procedure througle@mbination of erbal and written communicatigdohnson,
Sandford & Tyndall, 2008 However, verbal insuctions vary extensiveyandthe stressful
context of information deliverin health care delivery settingsay contributeto poor parental
understading (Tat, VoepetLewis, Snyder & Maliyva2008. Further, ommonly used mthods
of communicatig written health information to parents, such as standardized information sheets,
overuse complex language and medical jargon @ t t , Har t | i aldg&Kla€sén,. ear vy,
2012. These materialalsolack the temporality and Inanism needed to contextualize factual
information about health and illnessnderingt less meaningfulCzerwiec et al., 2015).

Recently the potential o&rtsbased KT approaches booaden perspectives of
knowledgejmpart evidencgand affect change necessary to improve health outcomes across
diverse stakeholder groupas been acknowledgéBoydell, Gladstone, Volpe, Allemeng, &
Stasiulis, 2012Scott,BrettMacLean, Archibald & Hartling, 2033Yet, as an emerginfield,
theuse and understanding of abigsed KT is in the early stages of developméris-based KT
involves using artistic means such as storytelling or paifay artsto disseminat&nowledge
(Boydell et al., 2012)howeverthe arts also have the capacity to reveal and generate new
understandingfArchibald, Caine & Scojt2014 Barone & Eisner, 201X ontos & Naglie,

2006). Through emotional evocation, a reduced reliance on wigttgrand increased



accessibility, artdbased KT strategies may benefit diverse populations in myriad contexts
(Boydell et al., 2012Rossiter et al., 2008).

Arts-based strategigeayhold particular promiséor parents who carbenefit from the
engagingand informativepowers(Nicholas et al., 200910f notablebenefit to parents is that
storytelling can be a compelling way of communicatecgmplex health informatiofHartling et
al., 2010 Hartling, Scott, Johnson, Bishop & Klassen, 2088&ptt,et al.,2012). Storytelling can
breathe life intdacts that otherwise lie dormamntimobilizedby a lack of context in their
delivery(Abrahamson, 1998The use of character, pJ@nd other narrative devices can
humanize information about health anddl$s, evoke emotional responses, and provoke a sense
of relatedness to the charastand storyCzerwiec et al., 2015 hese reasons contribute to the
longstanding history of storytelling as a poteatnmunicationinstrument yet one that is
undeexploral as a KT strategy ihealth contexts.

Combinationf creativeapproachessuchas visual art and storytelling as KT strategies
are particularly underutilizedVhen used in conjunction, these approaches may be synergistic
and appeal to multiple adultdming stylesDespite these potentials, the use of art to
communicate health messages within a KT framework is in its infancy. As such, the theoretical
basis forthese approaches is lackiritgfle has been done to communicate the processes of
developingartsbased KT strategies in a patieftver? manneyrand amore thorough
understanding ohie mechanisms and utilityf artsbased KT strategigs conveying health
information warrants further attention/hile some data supports the use of storytellmg a

meando deliver informatiorto healthcare recipients and ndrealthcare pofessional provider

% In this research, patieqiriven refers to incorporating the preferences, needs, and experiepagsaipants into
the KT tool. This personalized approach to intervention development may enhancectamelgedness by

acknowledging the centrality of parentsd experiences

family unit.

a



groups(Houston et al., 201 Hartling et al., 2010Scottet al.,2012) artsbaseKT approaches
have not been developed for parentstoldrenwith asthmaln this paperbasedlissertation, |
attend to these limitations by identifying the information needs and information preferences of
parents othildrenwith asthma, using these data to inform the development of abeaeesKT
tool, and expdring the processes, challenges, and theoretical mechanisms underpinning such
approaches.

In this introductory chapter, | begin by explicating my position and motivation as a
researcher, artist, and clinician in this dissertation process. | ib@rsd gisting shortcomings
in childhood asthma education, and highlight
needsl introduce arthased KT and outline key theoretical influences shaping my reséarch.
provide an overview of each tife four paprs included in thiglissertation, and demonstrate the
sequential and interrelated nature of these inquiries.

Motivation for Research

My motivation to pursue this dissertation stemmed fromexperienceas aregistered
nurse and as a visual arti8s a practicing nurse in pediatrickwas struck by the abundance of
information available on childhood illnesghe pressure to stay abreastarid applycurrent
evidence to inforrmy practice decisions often felt at odds with the clinical culture andaay
day pressures associated with care proviséepticism towards research in the clinical milieu
was tangiblewasexacerbated by structural challenges (éarriers to accessirgnline
resources)andby alack of familiarity and comfort with pertinécomponent®f research
utilization (e.qg., critical appraisal). Extensive reseaggists documentinthe profound and

persistent contextual barriers (e.g., time, work volume) influertd@B& useof evidence in



clinical settingqe.g.,Dopson & Fitzgeria, 2009;Estabrooks et al., 2008homp®n et al.,
2008.

In light of these reflectiond,became increasingly aware of the difficulties that families
face in navigatingite complex information terrain. Never before in history héwimation been
moreabundanbr accessibléLevitin, 2014) Yet, with the exception of opeaccess publishing,
research evidence adten embargoed to the public, and many individuals are not trained in
research appraisaloncurrently, there is a growing emphasigpatentsel-management
placing increasing responsibilities foommunitybasedcare omon-clinical care providers, such
as parents. Finding ways to help parents navigate this complex information and illness
management terrain became for me, a meaningful endeavo

| have one caveat. AlthouglelFmanagemenmteallocates responsibilities care
recipiens and norHCPs | find it more reasonable to regard this as a renegotiation of
partnership; one which mandates that the experiences, knowledge, goals and perspectives of
patients are valued and are not subordinated to standards exclusive to the medical model of care
(Holm & Severnsson, 2014)n graduate school, | became aware of shortcomings in how
information is provided to parents and became immersed in the field dfr&dlized that my
skill set as a visual artist enabled a unique perspective on KT and recogeipedethtial
contribution that | may make to tleenergingfield of artsbased KTMost importantly, however,
is that integrating the arts and parental stories into a KT tool for parents reflects my position that
the knowledge, experiences and perspectiVgmentds valuable, and should be reflected in
educational efforts. Approaching KT from an arsed perspective enabled this integration.

My involvementin the visual arts commenced far twef my interest in health care. | have

experienced firshandthe engaging power of the arts; theapacity to providéranscendent



experienceandescape into timeless emersfagilitatedthrough authentiaelaional intimacy.

Al ong wi t h tchveatsiftintebedtualtdévelopmdnttachieved through education, |
believe that the artsereindispensible tany cognitive and emotive growts they enabled
appreciation of subtlety, complexity, and evocative experiences.

In addition to these benefjtandto the aesthetic literacyultivatedthat can be cultivated
artistic engagement cparposdb mdividlalsandasbcetyMyn qui ry i n
previous theoretical musings about #i&ibutes and purposef art in cognition, emotiagrand
scciety, provided a springboard from which to explore how the arts can be understood, and
contribute, as KT strategieBo date, this has been an invaluade exciting crosgollination
and one that | am eager to continue exploiighin the context ofttis dissertation hie
emotionally challenging and clinicalsomplex domain of childhood asthma coupled with its
practicalsignificance as the most common chronic disease of childhood, provided a rich
opportunity to develop and explore the potentials tsflaaised KT to improve family and child
well-being.

Childhood Asthma and Parental Education

Providing comprehensive asthma education to parermsilofenwith asthma is essential
to improving asthma management and enhancing child health outcomes (Brouwer & Brand,
2008).Educating parents about the complexities of childhegiima can benefit the family unit
by reducing moridity (McMullen et al., 2007)hospitalizations ane@mergencylepartment (ED)
visits (Coffman, Cabana, Halpin & YeligD08) and by promoting parental salfficacy (Berg
et al., 2007Cashin, Small & Solberg, 20R&As asthma knowledge significagtcontributeso

successfulllnessmamgement andnproved child health outcomesnsuring that appropriate



education is provided to parents of children with asthma is of central imporbicbeléset al,
2009.

The Canadian Respiratory Guideliredsarly statehatasthmaeducation muspe
provided to parents of a child witonfirmedasthmayet parents continue to report receiving
minimal to no education at the time of diagnosis (Canadian Thoracic Society | 20hbeed, et
al., 2012;McMullen et al., 200y. Components of asthma edtioa typically emphasized include
the provision of witten information, an asthma action plan to aid in-$efinagement
description of asthma, methods of achieving control, medication adheceneet inhalation
techniquecontributing factor&nd trgger avoidance strategié®ecker et al., 2008rouwer &
Brand, 2008).ougheed et al., 2012Avoiding environmental triggers, inhaler technique,
medication adherence, and a written asthma action plan are identified as the four axes of self
management education for childhood asthma in the Canadian Respiratory Guidelines (Canadian
Thoracic Society2010). Including these essential components in written asthma education for
parents may reduce variability in the quality of education providedpite thismany parents
report receiving no written information during asthma related encountersi@m®s andunmet
information needs are commondentified (Canadian Thoracic Society, 2QHyland & Stahl,
2004; McMullen et al., 2007).

When provided, sthma educational materials are often outdated (Nicledlals,2009)
and are inconsistent icontent, fomat, and deliveryMcMullen et al, 2007; Peterse®weeney,
McMullen, Yoos & Kitzmann, 2003). Vging combination®of standardized information sheets,
verbalinstruction, written informatiorand awritten asthma action planay be included in
asthmaeducationJohnson et al2003) These varying combinations, along with theonstant

contentcontained ireducational approachesontribute to unpredictable and at times suboptimal



asthma educatiotess than fifty percent of parenegport receivingeducation that is consistent
with the National Asthma Education and Prevention Program guid¢knascisco & Rood,
2011).

The lack of consister#nd meaningfuéducatiorfor parents othildrenwith asthma is a
persistent and troublesome problem with far reaching implications for both the family and the
healthcare systenShortcomings in asthma education contribt@oor asthma control in
approximately 75% of Canadian children (McGhan, e28l06).Further,uncontrolled asthma
has far reaching hehltquality of life, and fiscalimplications Asthma exacerbations are a
leading reasofor seeking emergent medidaéatmentarethe primarycause omissed school
daysfor children andcontribute toworkday absencdsr parentCoffman et al., 2008)ean,
Calimlim, Kindermann, Khandker, & Tinkelman, 2008maila et al.2013. Uncontrolled
asthmaadverselympacts prent® g u a | i(GayoeGardinunio et Bl.e 2014ndnegative
emotions of fear, anxiety and uncertainty eeexmon(Berg et al., 2007; McMullen et al., 2007
High health care utilization anddirectcosts ofasthma extensige burders the health care
systemand are projected to rank among the highesthioorac diseaséCoffman et al., 2008
Bahadori et al., 2009; Ismaila et al., 2D1Beveloping meaningful, current, and robusthana
educatiorstrategies for parents is of pressing relevance considering these far reaching
implications.

Integrating essential elements of asthma education vp#tientdrivenand artsbased
approach to informatiodevelopment andeliverymayenhance theelevanceandusefulnessf
asthmaeducationTailoring key messages to specifically addrgss r einfarngation needs and
preferencesnay promoteusability and uptake of theducational material and is integral to a

patientdriven process of intervention development. This patieiven approacko developing



KT strategies for notHCP groups is particularly timely given the enhanced focus on self
management in the Canadian health care climate and the historical focus oHCPs(e.g.,
physicians, nurses) (Kothari & Armstrong, 201A3%.parents, a kelgnowledge user group
childrerd s a s t ,lhawereceiged reotably less attentiorKT, developing meaningful
strategies to assist in community based health management are increasingly Ketded&
Armstrong, 2011; Nicholas et al., 2009).

Meaningful education provision involseéelivering informationn appealing, engaging,
and relatable formst with paricular attention paid to includinigwer literacy populations
(Clark, Mitchell & Rand, 2008)or instance, igual arts caunlepictaspectof asthmacarethat
are hard to relay through written textich as corredhhaler techniqueJsing storytelling to
conveyhealth informatiorcan help patients relatkeir own experiences to those of the
characterslepicted Enhancing the individualized nature of astheducation through patient
driven and artistically oriented materials may reduce perceptions of education as generic and
nonapplicable to recipient$oreseeably enhancing its effectivenéSkrk et al., 2008). Given
this, integrating artbased deliviey with factual asthma information mégcilitate learniry,
therebybenefitingparents othildrenwith asthma.

Arts-Based Approaches to Knowledge Translation

Arts-based KT can be defined as the use of any artistic form (e.g., dance, theatre, visual
art)to convey knowledge with the intent of affectimgositivechangdn a health related
outcome Artistic modalities can be used to augment the production and translakioovaedge
and research findinghrough various mear{8oydell et al. 2012; Frase& al Sayah, 2011)

While ats-based KT strategies capitalize on divdesgning stylestheymayalsoaugment the

* Incorporating patient preferences and information needs when developing educational materials while attending to
aesthetics, language, usability and design features may enhance how patients relate to, and the extent to which they
are satisfied with, educationmaterials.
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appeal okeducational materiakegardless of learning style and preference. Presenting
information in alternative ways, such as throagtessible and engaging narragaigmented
by visual renderingsnay promote understandability and actionabilityvo important
considerations in health literacy (Shoemaker, Wolf & Brach, 20Fahhilies with lower
socioeconomic status often exhibitboptimal asthma management and higherréitg rates
(Berg et al., 2007)and concerns regarding literacy levels in various population groups have been
identified in an intervention review of verbal and written information provision (Joletsaln
2003). Providing information in ananner that placeslew-demand on endsers while
appealig to various learning stylas of considerable importanaehen the diversity of parents
and the complexity of asthma educatayeconsidered.

Arts-based KT mayjeverage multiplevays of knowingoeyond the explicit, propositional
knowledge characteristic of didactic teaching approadwéistic form and contet can be
merged to generate aesthetic understandidggis, 2011).The arts can enable absorption in the
lives and experiences of otheasid promotempathetic understandimgt possible through
conventional learning approach@schibald, 2012; Greghalgh, 1999)Depending on the genre
and method of deliveryhe arts can creaspace for dialoguand new understandinghese
meritsillustrate thepotentialsof theartsfor inviting reflection andshifting attitudes, beliefs, and
behaviorsThe potentials of the arts in Kare influenced not only by the context of their
development and applicati@md the characteristics and needs of involved stakeholders, but also
by their artistic form and underlying mechanisms of action.

Storytellingis a powerful communication tool capable of promoting memory retention
(Slater, Buller, Waters, Archibequ&,LeBlang 2003), enhancing probinsolving capacity

(Kirkpatrick, Ford, & Castelloe1997), creating an emotional connection with readers
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(Kirkpatrick et al., 1997)and conveying information inrmeaningfulmanner (Scott et al., 2012).

Through storytellingmeaning is renegotiaédvia the recounting and rdiving of experiencs.

This enableshifting depictios of truththat are perhnap mor e al i gned wi th 1ind
experiences of reality than are the impafféats and portrayalsf reality conveyed thragh
traditionalscientific and medicaliscourse¢Greenhalgh, 2001).

Although the merits of storytelling are well documented within the disciplines of
psychology and education (Abrahamson, 1998; Brandell, 1984; Kirkpatrick et al., 1997), the use
of storytelling as a KT strategy within heatthrecontextshas beemndeexplored.In a
randomized tal conducted by Houston and colleag(@311), storytelling was used as an
innovative intervention to reduce hypertension in aio@ome African Americapopulation.

The researchers used patientsdéd voices on an i
found significant reductions in blood pressure for the intervention group at a three month
assessment period in contrast to the comparison gndwgpreceived a DVD with nen

hypertension related health information. Although notable differences in the population,

pathology, and mechanisms of intervention delivery exist, this study represents the potential

utility of storytelling in conveying healtinformation to improve patient outcomes.

Similarly, the use of visual art, although present in hezltlke marketing and certain
educational materials, has received mial attention as a KT stratedy. ascoping review on
the use of visual arts in pediatpopulations witthealthconditions, Artibald, Scott and
Hartling (2014 report thatwvithin the child health contextjsual arts are most commonly used
for assessment, communication, dherapeutipurposesMost frequently, isual art was useid
facilitate communicatiorbetweerhealth care practitioners and children. No studsegivisual

art as a method to augment communication with care providers, such as parents. Similarly,
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Boydell and colleagues (2012) conductestaping reviewof artsbased health researahd
foundno studies that used visual albneas a KT strategylhe lackof KT strategies using
visualarts aloneimpliestwo significant hypotheses. Firgiptential applicatios of visual art as
standalone KT approacheareunderexploredTheorizing the contexts by which such strategies
may hold utility is warrantedsecond, conveying precise key messages through visual art
presents unique challenges, particularly in the context of illness managBmlargnng
information that is usable forparensinthe daytod ay context of their chil
more precis&ey messagdeliverythan is enabled througitandalonevisual arts based KT.
Multimodal approaches, such as those integrating visual and narratjiveaytkeverage the
potentials of both forms of representatishile communicatingleaer key messageto parents
However, further pragmatic and theoretical understasdihgrtsbased KT strategies and their
use with diverselinical populatons (e.gchildhood asthma), areeeded.

To date, m multimodal artsbased KT strategies halzeen developeexclusivelyfor
parents othildrenwith asthma. Howevemsights into the potentials aftsbasedapproaches
can be gleaned from othelinical applications ofmultimodalartsbasedapproachesNicholas
and colleague&009) developed and evaluated two conteit and visually creative
educational materials for children with asthma.ollyh qualitative evaluation the authors
revealed the importance of batang content with interest. Interest in the educational material
enhancd engagement with theducationatontent and was augmented through the use of visual
graphics and vivid narrative.

Scottand colleague@012)conducted a qualitative studypfa r eperteptidis of an
illustrated storybookor parents of a child with croupaRents responded favorably to theokds

visual and narrativeomponent&nd the authorund that the storyboglalso engageéthe
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child. Hartlingand colleague013 evaluated this storybook using a randomized controlled
trial in the ED settingWhen compared to a standardized information sheet on pediatrg crou
Hartling and colleagues (20L.®und no difference ithe primary outcome (i.eparental
anxiety) betweenhe evaluation time points of recruitment and discharge. Significant differences
in some secondary outcomes, suckirae tosymptomresolution for the intervention versus
comparison group, and greater regret regardin
treatment in th&D, were noted.

While thesestudiescontributeimportantknowledge regardindeveloping artdbasedKT
approacks neither study conductelfoundationainformationneeds assessment. Conducting
an information needs assessment prior to developing an educational material may further
enhance the relevance of the educational material for knowledgesersl¢.g.,parents) which
in turn may result in greater engagement and uptake. Indeed, as Hartling and colleagues (2010)
identify, alignment between the educational intervention and the needs-o$enrsds an
essential consideratiomhe artsbased KT tool developddr this dissertation is aligned with
such a patiendriven approach and was further shaped by multiple theoretical influences.

Influence of Theory

Elements from educatioartsbased researcinformationliteracy, and KT theory shaped
my approach to inquirin various waysFrom education theorgdult learningstipulates that
motivation to learn is derived largely from the experience ofliegbroblems (Grol, Wensing &
Eccles, 2005). It follows that informatialiveredin concreé ways by use of examples rather
than abstractionsyill aidlearning.Personalized inforation with direct and immediate
application igmost valuable (Merriam, 1996). Similariproughfacilitated learning reflection,

goal settingandactive engagemeim learningareemphasizedSt r at egi es t hat f aci

14



ability to link previous experiences and new knowledge are aligned with this approach (Grol et
al., 2008; Merriam, 19967 his is consistent witpatientdriven,artsbasedKT approachesas
thesedraw upon practical problemappeal tanultiple learning styles ankkverage diverseorms

of knowledge beyond the explicit, propositional knowledge characteristic of didactic teaching
approaches.

Information literacy theorgupports the utility oEombining textual and visual forms
through multimodal representation, thereby depicting information in emotive and rationale
manners (Hoover, 2012Jhe abundance and complexity of the contemporary information
environment places a high demand on healta esers such as caregivers, to find ways to
navigate the information terrain. The rise of the visual image as an augmentative communication
modalitysuggests that multimodal attesed KT strategies, specifically thastegratingvisual
and narrative amponents, may be a timely respotséhecritical junctureof information
abundance and the increasing commodity of the visual image natddrimation literacy theory
(Harris, 2006).

A nondiscursive approach to theoasoinformed this dissertatiomifferent artbased
representations enaldéverseunderstandings. Awareneasd aesthetic experience can be
generated througinteracting withnon-discursive forms, such as visual gschibald, 2012).

This tacit approach ttheoryprovidesan fiaccount of 0 rather than fa
phenomenon (p. 156%hat is,while a generalized explanation of a phenomenon is not offered, an
individualizedunderstanding of the particular can be cultivateflected upon, and deliberated

(Barane & Eisner, 2012 As such, viile we can seek to understand how-adsed forms

facilitate learning througtiscoursethere will always be componerdf artistic experiencgethat

transcend the confines of language e na bl i ng wus t o thek(Rbtamy, 1666r e t h a
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p. 4 Kothari et al., 2012)Acknowledging the influence of negiscursive approaches to theory
is therefore necessary when using-adsed representations.

An extensive array aheories and models inform KT scieA¢EstabrooksThompson,
Lovely & Hofmeyer, 200G Among them, he knowledgeo-action(KTA) cycle (Graham et al.,
20069 is a highly utilizedmodel depicting the iterative processf creating and applying
knowledge. The framewodksoncision is part of its appe&nowledge creation is at the center
of the framework and surrounded by an action cycle, which consists of several knowledge
application stepdt is theorized that knowledge becomes enoseful to endisers as it is
ffilt e r teraugh three knowledgiiloring processes dnowledge inquiry, knowledge
synthesis and knowledge tools or products. The concept of tailoring and filtering knowledge in
the production funnel to enhance relevancy and usefulness-ieserslis highly relevant to my
dissertationThese theoreticainfluences are displayed visualllyigure 1.1)within the

knowledge creation component o&tKTA cycle.

®>Models and theories range from prescriptive to explanatory and span many disciplines (e.g., organizational
innovation, social sciences, nursing) (Estabrooks et al., 2006; Grol et al., 2005). Examples of influential models and
theories inclde the Diffusion of Innovations Theory which purports that the innovation, time, communication
channels and the social system influence the spread of an innovation (Rogers, 1995); the Promoting Action on
Research in Health Services Model which emphasimfterplay between evidence, context and facilitation

(Kitson et al., 2008); and attitudinal theories such as the theory of planned behavior, where the attitudes, subjective
norms and perceived behavioral control of professionals impact their intemtithannge behavior (Ajzen, 1991).
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Figurel.1 Overview of Theoretical Influences
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Dissertation Overview
In an effort to address tlyap between what is known abathildhood asthma and how it
is managed byon-health care professiondlse., parents)l conducted a mukstage research
project to @velopa patientdrivenartsbasedkT interventiorf for parents othildrenwith
asthmabased op a r einforngtion needs anelducational preferences. The overarching
purpose of this process was to develop a patlemen artsbased KT tool for parents children

with asthma based on th@nformationneeds and preferences, while contributing substamgtivel

® The terms intervention, strategy, toahproachand educational material are used interchangeably throughout this
dissertation in relation to knowledge translation.
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to the emerging field of arsased KTThis was accomplished through four interrelated
inquiries, which | summarize brieflyelow.
In paper onel conduct a statef-the-science review of the literature to identify what the
research literature reflects about the information needs of pafectiddrenwith asthma in
North America.The findings illustrated a gap in existing knowledge regardingpars 6
information needs, and thereby underscored the need for an exploratory qualitative study. The
findings from this review also informed the development eémistructued interview guide for
use in thegualitative studyl build directly upon theserdings in paper two antbnductan
interpretivedescriptive study (Thorne, 20P8f the information needs @flL parents othildren
with asthmaThe information preferences and experiences of parents were also assessed during
this study, but were not thedus of paper two; rather, these findings helped inform and direct the
devebpment of theKT tool for parents. This process is described in paper three.
Contextual i1 nformation about parentso exper
using an artdased approach to providing asthma educab@tiding on the form, content and
artsbased modalities for the KT tool for parents wesatlyinfluencedby the qualitative
research findings (paper twdh paper three, | explore the processes and challenges of
developinghisinnovativetool. Thechallenges faced during this processe both compounded
and overcome bgollabaating with an intesprofessionatreative consulting team. | believe that
explaing these methodss a notable contribution to the emerging literature ontzated KT
A final and significant contribution to theeveloping domain adrtsbased KT is made in
paper fouii a conceptual papénatprovides the theoretical backbone foy thinking about
artsbased approaches to communicating health informadtioegan this paper as an exploration

of how context, time and location inBnce artbased KT strategidsintegral consideratigTor
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any researcher or practitioner employintgdirased approaches in a health care context.
However, early in this theorizing, | realized thig&cussing these influences requires referral to
an organizingramework for artdbased KT based on underlying mechanisms. Discussing arts
based KT in the abeee of such a framework would essentialggatehe differences and
influential roles ofprecisionin key messaging arektentof participation. As such, | developed a
classification schema for aftmsed approaches to KT, which | then used to theorze th
influence of context, time and location on these strategies. This classification promotes
discussion of artbased KT strategies, such as the KT tool developethi®dissertation, based
on anunderstanding of underlying mechanisms.

| visually represet these dissertation outputs and theierelation$ipsin Figure 12.
These inquiriesontribute taunderstandinghe information needs of parentsabilldrenwith
asthma angatientdriven,artsbaseKT strategies. They will provideslevantfoundational
knowledge for future KT studies in related domaans formthe basisfor my future and
emergimg program of research integratiagsbasednethods and KTrollowing Figurel.2, |
summarize the four dissertation papers, the prototypes ofttHeased KT tool developed, and

highlight the sequential and interrelated nature of these inquiries.
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Figure 12 Dissertation Papers and Output

Paper 1
Literature review to identify the statdé-the-
science on the information needs of parents g
childrenwith asthma

Published inThe Journal of Pediatric Health Cars

Paper 2
Qualitative study to identify the information nee
of parents othildrenwith asthma

Published irResearchn Nursingand Health

fResearch gap
fInformed interview guide

N—

iParentdriven artshased
KT tool development

Arts-Based KT Tools
Interdisciplinary collaboration to develop four
prototypes of a patiesdriven artsbased KT tool
for parents of children with asthma

Paper 3
Methods paper to describe the process of
developing an artbased KT tool for parents of
children with asthma

= A

{1 Conceptual understanding
of artsbased KT strategies

To be submitted

Paper 4
Conceptual paper to categorize drgsedKT
strategies and theorizederlying mechanisms

Published inNorldviews on Evidence Based
Nursing

"/

T Conceptual understanding
of artsbased KTstrategies
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Paper One: The Information Needs of North American Parents ofChildren with Asthma:
A State-of-the-Science Review of the Literature

In this literature review, | identifthe information needs of parents of a chiiith asthma
as they have been approachethmresearchterature. This review enabled an understanding of
t he curofehes cfienhae¢ee@ regardi ng t hechildefiwth mati on |
asthmaand was therefore foundational to the dissertafiangain an understanding of this field,
| searchd three electronic databaskes articlespublished between 2002 and 2011 timat pre-
established inclusion cetia. Eleverof the 164 articles retrieved were included in the review.
classified the findings inttour categories gbarentainformationneeds: asthma basics,
treatment modalities, coping, and medical expectations. Findings from this review illustedted
the information needs of parentsabiildrenwith asthma are not being met using current
educational approaches. Further, despite grhasis on patieatenteredness, the information
needs of parents ahildrenwith asthma are not fully understood. As no qualitative study was
located which explicitly assessed how parentshdfirenwith asthma understand their asthma
related informatiomeeds, this review highlighteéte need for a qualitative stu@tythis domain.
Theinformation needs taxonomy creatihdough thigeviewwas used to inform the
development of a sersitructured interview guide for use in ttodlow-up qualitative study
(paper two)

This paper is published :as
Archibald, M.& Scott, S. (2014). The information needs of NeMmerican parents of children

with asthmaA stateof-the-science review of the literaturdournal of Pediatric Health

Care 12, 5-13. d0i:10.1016/j.pedhc.2012.07.003
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Paper Two: What is Left Unsaid: An Interpretive Description of the Information Needs of
Parents ofChildren with Asthma

The next step in this dissertation was to build upon the findings from theotthie
science review of the I|iterature and conduct
childhood asthmal'he overarching research questions guiding thisiigguere () what are the
information needs of parents dfildrenwith asthma andl() what are the educational
preferences of parents dhildrenwith asthmaAlong with understandingarentanformation
needs, | was also interestedg@aining insight ito thebroaderexperientialcontext of having a
child with asthma, including a r epreterentes and experiences related to asthma education.
Fromthe literature reviewrealizedthat relevant informationouldbe gleaned by understanding
these broaderxperiences. | used the applied qualitative approachtefpretivedescription
(Thorne, 2008to guide this inquiry, as the contextpfa r t i @xp@riancstarsd dhe
application of research findings to practaxeemphasizedh this approach

| purposivelysampled 21 parents frompediatricED and two pediatric asthma clinics in
Edmonton, Albert@andconducted 2@emtistructured interviews. Through content and thematic
anal ysi s, I gl ean i mpact f ul,informgiongléfititsand nt o par
management behaviofBarentddifficulty in identifying their asthmarelated information needs
impactedtheir information seekingehaviorsand management decisio@sd contributed to
numerous information deficit®arents frequentheported receiving little or no education about
asthma and its managemeiRour themes were identified and fornmeedinformation needs
hierarchy: (I) recognizing severity; (I) acute management; (Ill) prevention versus crisis
orientatonjad (| V) akbmouwiongasit hma. The hierarchy was

information needgenerally improved overtim@.g., recognizing severity) and which did not
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(e.g.,knowing about asthma)wio dominant factorsf interactions wittHCPsand perspectives
of ashma as an acute conditimmfluenced these themes

This isthe first qualitative study to explicitly research the information needs of parents of
childrenwith asthma. Findinggluminate parents' pervasive unmet information needs
information deficitsand thechallengeparents face in seekimgformationduring and beyond
their interactions wittHCPs While the emphasis of this paper was on understanding the
informationneeds of parents, the contextual information obtained helped inform the subsequent
stages of the dissertation. Twalespreadincertainty experienced by parents and the need for an
engaging andelatableeducational resource supported a patdiien process for developing an
artsbasedKT tool. The process of using these findings évelop prototypes of an aitmsed
KT tool for parents is outlined in paper three.

This papeis publisheds:
Archibald, M., Caine, V., Ali, SHartling, L., & Scott, S. (200)5What isleft unsaid An

interpretive description of the information needgarentsof childrenwith asthma

Research in Nursing and Healt®8,19-28. doi10.1002/nur.21635

Arts-Based Knowledge Translation Tools

| developed four prototypes ah artsbased KT toofor parentof childrenwith asthma
based on previougsearcltandin response to the information needs and preferences of parents
identified in papers one and twiadetail thisprocess of development in paper thiBee concept
of developing four prototypes emerged largely from a need in the KT literpauteularly in
theemerging field of artdbased KT. To date, no research has systematically examined how
aesthetic differences in multimodal abigsed KT (e.qg., visual art and storytelling) influences

usability and ultimately, effectiveness. Althoughaashing the usability and effectiveness of
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theseKT materialsis beyond the scope of this dissertatibwas able to develop the four
prototypes with thentent of evaluating these fatureresearchExamples of prototypes A
through C are provided in Appendices A through C. A complete overview of prototype D is
provided in Appendix D.

Thefour prototypesarebest described as being modifi@dngthe two axes of line and
color (Figure 1.3) Color isrepresented on the vertical axis and ranges from black and white (i.e.,
superior aspect of continuum) to color (i.e., inferior aspect of continuum). Line weight is
represented on the horizontal axis and ranges from lightl¢ifeaspect of continuum® tthick /
heavy (right aspect of continuum). No other illustration components were modified across the
prototypes; for instang&omposition, characters and perspeateraained consistenivhich
gives the prototypes a gradated eff@eixt font was altei across the line axis.

Figure 13 Arts-Based Knowledge Translation Prototypes by Line and Color Axes
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Each prototypés formatted as a 2Bageasthma diary written in the first person voice of
a mother of a child with asthmBach prototype is webhosted, which enables linking to existing
web-based resources (e.g., Alberta Asthma Centre) and a degree of interactivity. For instance, an
information icon is available on most pages. When activated, nonlsisgd information abou
asthmas made availableA true-andfalse quiz is another example of an interactive feature. The
process and challenges associated with developing these prototypes are detailed in paper three.

Paper Three: Developing a PatientDriven Arts -Based Knowlalge Translation Tool:
A Process Exemplar

Informedby the findings from the qualitative study, | created four prototypes of an arts
based KT tool for parents ohildrenwith asthmaThepaucity of existingiterature on
developing and evaluagrartsbased KT strategidsnits understandings of their utility with
diverse populations and contextsthis paper, | respond to this gap and outthreeprocess and
predominant, generalizabtdallenges associated withis development.

| begin by povidingan overview of the sequential stag
development (i.e., literature review; qualitative study; prototype development; and anticipated
future researchj order to delineate the complexities of developing antm$ed KT tobin a
patientdrivenmannerl synthesized information from various sources (e.g., research of various
designs; asthma guidelines; reputable websiteshbined the information withisual art and
storytelling and used an electronic eBook as the methallivery. The tool was specifically
constructed to address parerimformation needand information deficitedentified through
previous research and to deliver this informatioamanner aligned with pareidsreferences.
used acollaborativeapproach of constructing a creative consulting team involving a visual artist,

creative writer, and digital media company and discuss the dynamics of iterative design.
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Tensions emerged from the diverse working relationships, multiple perspectives aes edur
evidence inputted.

In the second part of the papereflect uporemergingconceptual and procedural
challengesAlthoughthe challenges encountered watenerous, | exploréour which I believe
are likely to be encountered when developing coatgarinnovations with different populations
and contexts(l) working within aninter-professional tean{jl) quantity and ordering of
information; (Il) creating a composite narrative; gitd) balancing actuand ideal
management scenariddhrough this exploration, | offer a useable resource for practitioners and
researchers seeking to develop patthnten artsbased KT tools; however, the paper does not
explore the mechanisms underlying thapproaches. | therefore offer a theoreteogdloration
of the mechanisms by which atiased KT strategierayexert effect in papdour.

This papemill be submitted for publication as:

Archibald, M., Caine, V., Ali, S.& Hartling L., Scott, S. (200)6Developing a patierndriven
artsbased kowledge translation tooA process exempla
Paper Four: The Development of a Classification Schema for ArtBased Approaches to
Knowledge Translation

In this conceptual paperpffer a classification schema for aliaseKT strategieand
use this framework to theorize the influesoé context, time and location on atiased KT The
first of its kind, this schema moves beyond classifyinglaatsed approaches by form aldeeay.,
painting, danceand draws upon understandings of tineerlying mechanisms by which they
function: (a) the degree of precision in key message delivery, and (b) the degreeuskend
participation.This new way of thinking about arbmsed KT represents a significant departure

from those of the scarce contganary musing available.
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| conceptualize two continuums dj precisiorambiguity in key messaging ankdl)(
passiveactive degrees of participation as fundamental aréerlyingartsbased KT
approaches~our quadrants are formed when these axes intersect. Briefly, quadratrategies
conveyprecisekey messages througlassive participation; quadrant tapproaches deliver
precise key messages but through active participation; quadrant three snnbagaous in key
message delivery buataintains active participatiomhile quadranfour is both ambiguous in
key message delivery and passive in participatibtlendemonstrate how this classification is
necessary to explore how context, time, andtioo shape arisasedKT andencourage
systematic inquiry into the effectiveness of these approaches in diversgrofessional
contexts.

This paper enabletiscussion oeemingly diverse adsased KT strategies employed
across distinct contexts. Fimstance, | classify the arbmsed KT tool developed for this
dissertation as a quadrant one approach. Key messages about asthma are reinforced through
explicit nonarts baed information. Althouglparental participation with the KT tool is enhanced
througha trueandfalse quiz and links tonlineresources, pantsare not involved in shaping
the intervention, as would Bxpectedvith a quadrant two approach. Amending these core
mechanisms in future work will enable crassmparisons between atiased KT strategies. This
may generate insights into which approaches are effective for which population groups and
contexts

This papeis published as:

Archibald, M., Caine, V., & Scott, S. (2014). The development of a classification schema for
artsbased approaches to knowledge translaWéorldviews on Evidence Based Nursing

11,316-324.d0i:10.1111/wvn.12053
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CHAPTER 2
Paper 1: The Information Needs of North American Parents of Children with Asthma:

A State-of-the-Science Review of the Literature
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The Information Needs of North American Parents of Children with Asthma:
A Stateof-the-Science Review of thieiterature

The high prevalere and disease burden of chitbd asthma has prompted extensive
research in the area of asthma managenbeit despite consensugaeding the effectiveness of
treatment approaches, asthma management remains suboptimal ngnchittien exhibit poor
asthma controlfetersonSweeney, McMullen, Yoos, & Kitzman, 200800s, Kitzman &
McMullen, 2003. Parents typically are the primary care providers for children with asthma and
must have sufficient knowledge to effectively mantgeiliness Cashin, Small, & Solberg,
2008. Further, a lack of parental Gwledge regarding asthma treeent has been asso@édt
with poor outcomes for chlidfen with asthma, which emphasizes the need for adequate
educational provision for parental cairegs Hyland & Stahl, 200%

Identifying the infornation needs of parents of dién with asthma is an essential step
toward planning and implementing educational interventi¥os$ et al., 200)7 and in
recognition of the importance of this step, catnesearch is being conducted in #nea of
asthma educatio Further, an increased emplsaonpatientcenterechealth care suggests a need
for collaborative interventions that attend to both patient and medically identified priorities of
care {foos etal., 2007. Despite this emphasis, the information needs of parents of children with
asthma may not be adequately addressed through current apprédaed & Stahl, 2001
Existing researchaks not explicitly identify p@ntalinformation needbut raher focuses on
undestanding the parental experience of having a child with asthma through exploratory and
phenomenological studieBérg, Anderson, Tichacek, Tomizh, & Rachelefsky, 2@@&shin et
al., 2008 Koenig, 2006. Although these studies have tapacity to provide a rich narrative

undestandingo f livell experience they do not provide a comprehensive identification of
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parental information needs.

Throughout our search of the literature, no studies were found that offered a
comprehensiveentification of parental information needs, amd/fstudies differeiated
between professionally identified priorities and patidentified priorities in the information
needs assessment. To effectively develop collaborative educational intervemtexibstate
evidence uptake in decisianaking and to improve the health outcomes of children witmasth
a comprehensive understamgl of parental information needs is required. This work may
augment current research that examines the differences batweeéeal and lay models of
illness representation, providing a more comprehensive perspective of parental needs in asthma
management. Therefore the purposehid stateof-the-science liteature review is to: (a)
identify, categorize, and critically aryake pertinent research related to pareintalmaion
needs, and (b) create an inventory of information needs that incogppeaatntal and medical
information priorities.

A stateof-the-sciencditerature review seeks to pride a comprehensive overview
current literature on a topic argaréint & Booth, 2008 This type of review was selected
because, currently, limited literature exists that directly examines the information needs of
parents of children with asthma. To conduct a comprehensive reVigerature in this area,
three databases were searched, broad inclastenion were utilized, vaous research designs
were included, and the methddgical principle guiding this search was one of inclusion rather
than exclusion. Details of the selrstrategy and inclusion criteria are provided in the following
section.

Search Strategy

A standardized search strategy draft was developed in relation to the identified research
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guestion after an formation session with a research librarian, and itmvadified according to
the specific database accessed. The databases of Cochrane Wiley, CINANIedding were
searched using a standardized search strategy with key word combinations and variations of:
asthma, child, pediatric, health kmiedge, patieneéducation, seléfficacy, and information
needs. The dailed search strategy is providedAppendixF. Articles were included in the
review if they were primary research examining parental information needs within the date
limiters of 20022011 and wereonducted in North America. The latter decision was made to
reduce the variability in asthma guidelines use and educational practices pertaining to asthma
management in the included articles, and thus to provide a more cohesive understanding of
parental iformation needs in North America. Articles were excluded if participants were part of
an ongoing education program regarding asthma management.
Results

Of the three databasesarched, 164 articles werérieved, and a preliminary screening
of theirtitles was conducted for relevan®1t these articles, nine dupéte studies and 20
addiional articles were removed ¢ause they did not assess parental information needs. The
abstracts of theemaining 135 articles wereviewed, and 38 articles werecinded for full text
secondary screening based on thegat@ablished inclusion criteria. Of 8&38 articles, 10
articles asessed the information needs of parents of children with asthma amtheladed in
the stateof-the-science literature review.rAadditional articleYoos, Kitznan, McMullen,
SidoraArcoleo, & Anson, 200bwas later identified as releviasatisfied all inclusion deria,
was identified as a component of a larger stidho§ et al., 200)/and was included in the
review for a totabf 11 articlegFigure2.1).

[Insert Figure 2.1 about here]
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Because a statef-the-science literature review plas less emphasis on quality appraisal
(Grant & Booth, 2009 studies were not excluded on the basis of methodologichityqua
However, thanethodologtal quality of included qualitative sties$ ( = 8) was asessed using
the Qualitative Quality Assessment Tool, develope#ibtchinson et al. (2010jo understand
the relative validity and the context in which to interpret the findings frazh study. This
assessment tool was selected for three reaswss.the tool is concise, ceisting of five
guestions. Second, although the tool is brief, the questierarprehensive in that they
address essential elements of the research processasisampling technique and methods of
data analysis. Third, the toslasdeveloped by respected, expert researchers at the sty
Albertawho have extesive expertise in conducting and evaluating qualitative research. The
Qualitative Quality Assessnent Tool and corresponding quality rating of included studies are
available inAppendixG. Articles included in the review ranged from moderate @),
moderately highr(= 3) to high qualityr = 2).

The three quantitativetudies included in the statdé-the-science literature review were
assessed using the QualSyst assessmenkio@lt( Lee, & Cook, 2004 This tool was
developed for and published in an article series endorsed by the AlleettegeFoundation for
Medical Research and simultaneously assesses the methodological quality of various quantitative
study designs. Although it is not validated, the QualSyst tool was developed from existing
instruments (e.gCho & Bero, 1994Timmer, Sutherland, & Hilsden, 20p® asess elements
recognizedas essential to internal valigl The tool consists of 14 questions, and each item can
be rated aénot applicable no, ® p ar © r a i uemary scoresathen calculated for
each reearch study. The summary scorestfie included quantitative studies gaad from 0.875

to 1.00, respdively, indicating modeatelyhigh to high methodolagal quality by study design.
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The corresponding quality assessment findings for the quantitative articles are available in
AppendixH.

The characteristics of included studies are present&dhle 21 to provide a visual
representation of the 12 information needs identified in the included 11 studies. These
information needs were then collapsed into the following four theratfemabasics (e.g., basic
physology), treatment modalities, copingnd medical expectations (e.g., when to seek medical
attentior) (Figure 2.2. The characteristics of included studies aadesponding parental
information needs inventory are presented infdlewing section.

[Insert Table 2.1 about here]
Synthesis and Analysis of the Literature

Upon review of the liteature, four predominant patahinformation needemerged:
asthma basics, treaént modalities, coping, and medical expectations. Therav@sis in the
literature on the physiologic components sthena management (e.g., medimas), and less
emphasis on the ngrharmacologic methodd$ management that parents oftdentified as
important. This emphasis mayleet an assessment parenal informationneeds that is more
corgruent with the bimedical moel of asthma managememtn exclusive emphasien these
physiological components of asthraducatiorthereforemay highlight a disrepancy between
what is perceived toebthe information neds of pagnts and what parents identify as their
information needs. This finding is consistent with the work@bs et al. (2003, 2005, 20Q7)
which illustrates discrepancies between medical and lay models of illness representation. These
findingssuggest that because medical and parental conceptions of asthma may not align,
increased collaboration between parents and health care providers regarding asthma management

is needed and may better address parental information riestdssprSweeney et al2003
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Yoos et al., 2005, 2007
Asthma Basics
Basic knowledge of éisma includes a preliminary darstanding of the pathophysiology
and thefinature of the disease as being a ahimillness with a variable deee of acute
exacerbatio periods (NationaHeart, Lungand Blood Institute, 20)1Parental understamd) in
this area provides the foundation for knowledge building in other areas, such as learning how to
modify triggers and evaluate tkeffectiveness of treatmentt@rventions. In nine of the 11
included studies, parental knowledge wasspeztively assessed using selport measures,
whereas one study used a cresstional design with a retrospective chart review (Yoos et al.,

2007). Of the 11 included s mardnges Bomregatvelle nt s

(@}

limited (Berg et al., 2007; NavaWaliser, Misener, Mersman, & Lincoln, 20040 having a
moderately faiial knowledge base (Cashin et al., 2008), withntlagority of families possessing
good basic knowledge that was deficiemsome areas (Peters@uweeney et al., 2003; Yoos et
al., 2007).

For example, in a crossectional, retrospective study of 228 parents conducté&tbby
et al. (2007)parents were found to possess relatively accurate knowledge regastimga
facts imcluding basic pathophysiodly and common agtia triggers. Although high riags on
the subscale of basic knowledge were found in this study, negative attitudes and erroneous
beliefs regarding the use of aiflammatory medications were apparent onfeecent subscale.
This finding sugests that educational interventions need to be tailored to address multiple
information needs wke challengng erroneous beliefs. In addition, understanding how
knowledge is mobilized in decisiamaking, as well as undganding pareit beliefs about

asthma as capred through the Asthma lliness Representation Scale that was developed and
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used in this study, would prale valuable insight intéactors contributing to paréad
management of childhood asthma.

The concept of hownowledge is mobilized in desiorrmaking may have further
implications for informatiorseeking behaviors. For example, fathers in a phenomenological
study conducted bashin et al. (2008yere found to possess a high level of basicraat
knowledge and also exhibited proactive informatseeking beaviors to address their ideinid
learning needs. Similar informatieseeking bkaviors were observed in a qualitative study of
Latino immigrant families in AmericeBerg et al., 200)7 A notable difference between the two
sample populations is that emotions, specifically fear of death, appeared to prompt the
informationseeking behaviors in the Latino families, compared with the curiosity and eagerness
to learn that was exhibited/lbhe fahers in the study calucted byCashin et al. (2008}-urther,
the immigrant families in the studies conductedleyg et al. (2007andMartin, Beebe, Lopez,
and Faux (2010fequently sought informain from informal community netorks rather than
reputatte evidencebased sources. This behavior is similar to the behavior of a father in the study
conducted byCashin et al. (2008yho referred tdipicking the braing(p. 377) of others for
information on asthmdjowever, variable informatieseeking behavisralso were exhibited in
this study. For example, fathers also sought information from their wives or from printed
information resources. In rearce to informatiorseeking behavior&,oos et al. (2007f%ound
that althagh formal education is assated wth improved health outcomes for children with
asthma, informal informatieeeeking behaviors were found to be associated with a suboptimal
medication regime.

Informal informatiorseeking behaviors also were prevalent in reference to common

asthma triggerand prevention approaché&sr examplefirigger avoidance strategie we r e
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underutilized by fanties in the study bimengandMcConnell (2002, p. 3675imilarly, in a
study byDeis, Spiro, Jenkins, Buckles, and Arnold (2088% of parents identifietthat they
would like more information regarding common asthma triggers. These findings may reflect an
unmet iformation need of parents of children with asthiBar{ et al., 200;/Cashin et al.,
2008 Koenig, 200$ and an underestimation of the focus omigmmmental manipulation as a
prevention technique in certain pafations Martin et al., 201

Informal informations e e ki ng behaviors may further i nfl
nature of asthma, depending on the information solicited throughftrenal networksBerg et
al., 2007. To efectively address the information needs of parents of children with asthma,
consensus regarding the nature of the disease must be reached between parents and health care
providers Yoos et al., 200/ For examplethe biomedical model of asthma is that it is both an
acute and chronic disease that can be controlled with proper managRaterigl HeartLung
and Blood Institute, 2031 This model may contrast with various parental views of asthma as a
disease thds fiepisodic, acute, and uncontrollajdl€Yoos et al., 2007p.171)o r mafiageable
(Cashin et al., 200%. 377). These varying views have incglions for illness represetitan,
treatment exgctations, and management gemns {Yoos et al., 2003, 2005For example, if
asthma is regarded as uncontrollable, one may anticipate that more frequent exacerbations may
be perceived as acceptable. Symptom recognition may be highly variable between parents and
contrast with asthma symptoms that are conventipnatlognized by the medical community
(Yoos et al., 2006 Understanding parental perceptions of the nature of asthma and how these
perceptions can influence asthma management decisions is essential to the parental information
needs assessment andreading common ground regand) the nature of the illness.

Parental informationeeds regarding symptom ogmition generally were diffult to
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ascertain in the litature, because parents often expressed these needs in relation to the emotions
of fear, uncdainty, or stressBerg et al., 200/Koenig, 2006 NavaieWaliser et al., 2004
Yoos et al. (200xlirectly assessed parental gegtions of asthma syrtgons, allowing for a
clear conparison with medically identified symptoms associated with asthma. In focus group
interviews conducted byleng andMicConnell (2002) parents pr@ominantly faused on asthma
symptans in discussing their decisignaking, wherein parents identified a widegarof
symptoms, includig emotional cues and n@ulmanary symptoms, wén identifying asthma
exacerbaons (Yoos et al., 2006 In the study conducted I§ashin et al. (2008jathers of
children with asthma wer e v esylptansonfluercingghet at
fathersdé perceived ability to manage their ch
discussed in the following section.
Treatment Modalities

It is recommended thateatment for persistent childod asthma include aitiadose of
inhaled corticostmids (ICS) and that@ r e | imediadion,Gsuch as a sheatting betaagonist
(SABA), be used as needd@harmacotheragyfirst line maintenance therapy, 2Q08lotably,
the daily use of ICS is essential in achieving asthméraband is central to reducing lotgrm
airway inflammation Yoos et al., 2008 The importance of ICS in the loitgrm management of
childhood asthma suggests that parents be informed regarding the role of ICS in asthma
management.

Despite this, the terature reflected a general tlancy for parents to use reliever
medications (i.e., SABA)morefjeu ent | y t han t htee rp@t@emg&t at i ve Al
McConnell, 2002 This decision was influenced byrm®rns and myths regarding neation

adverse effets, especially pertaining to ICEdshin et al., 20Q8Martin et al., 2010Yoos et al.,
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2003, 200Y. For example, parents expressed fears that ICS stunt giGashi( et al., 2008
Martin et al., 2010Yoos et al., 20032007, and they often expemceal discomfort withthe
negative connotation or ssciation of steroid usé€@shin et al., 2008/ oos et al., 2008
A lack of understanding regarding the mechanism of action of ICS also was present in a study
conducted byeis et al. (201Q)where 24% oparents did not know how ICS worked. In this
study, only half of children with persistent asthma study received the dailpfit§38 from
their parents, suggesting that a lack of knowledge may contribute to a suboptimal medication
regime. Further, spgict components related to mediion administration were not assessed. For
example, rinsing of the mouth to prevent thrush following steroid inhalation was not addressed,
as was the case in all of the included literature except the study conduétettisn-Sweeney
et al. (2003)

Misconceptions and lack of knowledge regarding relieveedications (i.e., SABA)
were also present in the literature. For example, in the stubllylayd and Stahl (20043hort
acting mediperzived o hesnoreponied fand t herefor(@ do mor e
2145) than ICS because of their rapid onset of action. In two additiod&stparents did not
associate an increasedausf SABA with poor asthma ctwol, even if the SABA was used to
treat nocturnal symptom#leng& McConnell, 2002 Yoos et al., 200)7 Further, parents in the
study conducted bipetersorSweeney et al. (2003pund that 50% of mothers of children twit
asthma did not r efthegpdriBcrmedichtions, @rad exercise mmlérance was
notrecognized as aneed forreliewee di cati on in Meng & McConnel | ¢
(2002). These findings asemilar to the descriptive diatics reported bypeis et al. (2010Q)
which showed that 6% of parents would not know what to do if their badidan asthma attack.

Perhaps more significantlilavaieWaliser et al. (2004) ound t hat ,ad%dfentry t

47



parents did not know how to act if an asthma attack occurred.

Although they are valid, the parental concerns and misconceptions pregent in
literature may highlight aeed for further educatiaegarding the function, benefits, and adverse
effects of both SABA and ICS. The findings further suggestfigth dispelling should be a
component of asthma teaching. This suggestion is addlyiaugportel by findings from a
study cowlucted byPetersorSweeney et al. (2003 which a family that had @erienced ICS
associated apphension expressed that their apprehension dissipated when informatica from
specialist was provided. though ths study preided rich and diverse datagarding elements
of the parental experience of having a child with asthma and delineated clear methods used by
the researchers, the particular framework (e.g., grounded tribiging the study was not
explicitly identified.

Another parental idrmation need related to treant modalities was thfeh o wort o 0
the technique of medication administration. Despite recognition that the technique of 84BA a
ICS administration is essial to the effective shottiermand longterm management of asthma,
only 60% of included articles addressed this technique as a compGashtr{ et al., 200®eis
et al.,, 2010Meng & McConnell, 2002NavaieWaliser et al., 2004etersorSweeney et al.,

2003 Yooset al., 200J. Amongthese studieqarental experiences regarding information
provision regarding technique werariable.

For example, parents were asked by the health care provider if they preferred to use a
met ered dose i nh dDeisetal. (201D howewn, no réfeenoeaby the héalth
cae provider was made to thevathtages or disadvantages of these approaches. In one study,
parents were provided with an inhaler but did not know how to uBet¢(sorSweeney et al.,

2003. In contrast, one group of fats and anbter s et of p ahowtodussthewer e
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p u f fby atedth care prader, but technique was not disssed furtherGashin et al., 2008
PetersorSweeney et al., 2003For examfe, the benefits of using higitow versus lowflow
breathng with MDI use were not addressed.

Similarly, in a study conducted Weng andMcConnell (2002) more than 25% of
parentaused direct obsertian as an approadb promoting medication adhesce. Although a
strength of this study is that parents werediyeaskedihow do you know your child is taking
his/her medicatio correctlyo (p. 366)a weakess is that the responses to this questiere not
discussed in detail. The use of direct observation may potentially function mostrategy to
promote atlerence and does not necessarily ensure adequate technique in medication
administration.

Coping

The theme of coping imedes the concepts of sgiérceived efficacy, confidence, and
sorting through the emotions of having a childhsasthma. It is concéymlized as an
information need because it is closely linked with both information provision and perceived
management abilities. In the literatuiiself-perceived efficaayis seen as related to the type of
information provided and to parental level of ureending Berg et al., 200)7and was
positively correlated with the acquisition of experiential and factual knowlétiggh(n et al.,
2008.

The concept of qung with the emotional expe&mce of having a child with asthma was
observed in the majority atudies included in our reviewérg et al., 200;7/Cashin et al., 2008
Koenig, 2006 Matrtin et al., 201pMeng & McConnell, 2002Yoos et al., 200) For example,
the concept of vigilance emerged when discussing symptom recognition and asthma

managemenhitwo of the included studie€éshin et al., 200&oenig, 2009. The fathers in
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the study coducted byCashin et al. (2008)redited effective asthma management, in part, to
vigilance, and the concept was recognized as necessary to asthma managémennin g0 S St uc
(2006) The concept of vigilance illustrates that a close relationship between symptom
recognition, emotioraesponse, and subsequent agegment may exist.

The close relatinship between symptom recogoin, emotional response, and asthma
management is further supported by findings in the studMdryygandMcConnell (2002)hat
explored factorsnfluencingparental decisioimaking about asthma management. In this study,
anxiety related to asthma was found to correlate with geaisionmaking  aleachingito
remain calm resulted in bettéecisionmakingd (p. 364). This report is sinaf to parental
reports that ephasize the importance dffe managemeidtfollowing asthma diagnosisifland
& Stahl, 2004

Despite the importance of degoping strategies to cope with the diagnosis and
management of asthma, coping strategies were not routinely addressed by health care providers
during diagnosis or subsequent treatment vigite(ig, 2006 Martin et al., 201 At times, the
ability to cope appeared to be related to the amount of information provided, with less
knowledge being related to high levels of fear and anxigyd et al., 200)7and learning how
to effectively manage asthma symptoms being related to level of confidegteesprSweeney
et al., 2003

A method to facilitate asthma management that may also fostefedicy and was
found to significantly increase parental confidence in one study is the use of a written action plan
(Deis et al., 2010 The use of such an apprbas reeognized as a component of peatative
asthma care and thus may be correlated with improved asthma manadeenest él., 2010

however, fewer than half of included studies addressed this component as related to parental
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information needsGashn et al., 2008Deis et al., 2010Meng & McConnell, 2002Peterson
Sweeney et al., 2003Because important asthma management information can be embedded in a
treatment plan and may ashmh@managemeptat maympesa® conf i
effedive appoach to addressing the infortitan needs of parents of a child with asthiuixtin
et al., 201
Medical Expectations

Recognizing when to seek medical care is a concept that typically is central to discharge
teaching; however, when to seek mebattention was rarely emphasized in the literature.
Parentgenerally sought medical atteon when they felt unable to adequately manage the
situation Berg et al., 200)7or as a means of coping with the crises of exacerbdfioen(g,
2009. lliness representation and perspectives on asthma control may further implicate when
medical care is sought, as demonstrated in the analyses providted®gt al. (2005, 200y)
which examined how parental illness remm@stion influenced health caseeking behaviors. In
these studies, discrepancies between parental perceptions and the National Heart, Lung and
Bl ood Instituteb6s guidelines (1997, 2002) for
revealed, specifically regarding when to contaleealth care provider to modify treatment for
worsening symptoms. According to these guidelines, meditsashould be adjusted in a
A s t e pfashian @ @ccordance with changing symptom severity. For parents to be aware of
this national guideline, they mtuibe informed regarding this approach to asthma management.
The discrepancies revealed in the studie¥dys et al. (2005, 200 demonstrate a lack of
understanding between health care providers and parents, compounded by differences in the
language usetb describe asthma symptoms, and suggests that the appropriate time to contact a

health care provider be included in parental asthma education plans so that medication regimes
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can be adjusted accordingly.

An additional medical expectation that surfacethmliterature was the concept of
consistency, as was apparent in the studdylgnd and Stahl (2004 which parents exhibited
dissatisfaction with seeing different physicians during medical visits. Similar findings were
reported in the study condudtby PetersorSweeney et al. (2003 which parents expressed
frustration when their primary physician was not available during agateegbations. Ahough
achieving casistency with health care piders may be difficult, specific approaches that can
be used by health care providers also were identified in the literature.

For example, parentslt a desire to béacknowe dged f or their own ass
(PetersorSweeney et al., 2009. 121). This desire is supported by parental reports of the
importarce of feeling validated during asthrmelated encounters with health care providers
(Koenig, 200¢. Acknowledging parental assessments may be furthermezsmbas central to the
parenthealth care provider partnershipgtitute of Medicine, 2002 whichis an important
component in improving disease management for children with asBetergorSweeney et al.,

2003. The information needs of parentsabiildrenwith asthma are summarized in Figure 2.2.
[Insert Figure 2 about here]
What We Already Know About This Topic
- Parents often experience fear and uncertainty regardinggremae nt of t hei r chi
asthma.
- Information needs of parents may not be adequately addressed through current educational
approaches.
What This Article Adds

- Comprehensive identification of parental information needs through ao$ttite science
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review of the literature
- Creation of a parental information needs taxonomy classifying four predominant parental
information needs (asthma basics, treatment maoeglitioping, medical expectations)
Conclusion

Despite the emphasis on patient collaboration in health care, the information needs of
parents of children with asthma may not be adequately addressed by health care providers. This
situation isdue, in part,d a lack of sbcitation and identification of the needs of parents in the
literature. Unaddressed parental information needsribute to parental fear and anxiety,
suboptimalasthma management, and inappropriate utilization of health care services, and
subsequentihave far reaching negativefefts on the family unit and health care system.

The four parental jnformation needs idéified through this stateof-the-science
literaturereview providea preliminary inventoryof parental needs with which ategrate
evidencebased infomation for educationglurposes and futuiatervention studies.ifdings
from this review illustrate the importance of addressing issues relevant to parents, such as
l earning methods to cop achmaytnbtbesaddeebsedwdels c¢c hr on
education is provided based predominantly on a medical representation of asthma. Incorporating
parental information needs into health care assessment and educational planning are essential
steps oward improving parental corgggncy in asthma management and to enhancing health

outcomes for children with asthma.
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Table 21 Characteristics of Included Studies

Author Journal Sample size / Purpose of study Methods to assess Information
(year) subjects (re: asthma) information needs needs
identified
Berget al. Journal of n =8;familiesin  Explore the Ethnographic ABCDH
(2007) Pediatric  East Los Angeles experiences, issues an groups and P QS
Healthcare needs of Latino individual interview
families regarding technques
asthma management
Cashinetal. Journal of n =8;fathers of Explore the lived Phenomenologic ABCDE
(2008) Pediatric  children experiences of fathers interviews HGPQR
Nursing ages 711y of children with asthma
Deisetal. TheJdournal n=229 paents Assess parental 38item BCDGPR
(2010) of Asthma of children ages knowledge of use of  questionnaire and
2-18y prevention strategies ir quantitative
managing childhood  analyses
asthma
Koenig Journal of n =11, families Discover the earliest Home interviews DQS
(2006) Family with children experiences of families and home
Nursing <4y of children (< 4y) observation
hospitalized for severe
persistent asthma
Martinetal. Journal of n= 32 parents Describe the asthma  Focus group BCDEQS
(2010) Health Care and children selfmanagement interviews
for the Poor grades 48 and behaviours Puerto
& grades 912 Rican children in the
Underserved U.S.A
Meng & Journal of n =28; schoot Learn how parents of Focus group ABCDE
McConnell the age children and children with asthma, interviews GRSQ
(2002) American  their parents and children, make
Academy of decisions regarding
Nurse asthma treatment
Practitioners
Navaie Public Chart review Examine risks, Retrospective chart ABCDE
Waliseret Health n = 1007 characteristics and review G
al. (2004) Nursing needs of children and
improve parental /
family knowledge
Peterson Journal of n =18, parents of Report parental Oneornone semi ABCEFG
Sweeneet Pediatric  children experiences and structured P RS
al. (2003) Healthcare ages 218y concerns regarding qualitative
asthma management interviews
Yoosetal. Ambulatory n=21; parents Identify parental Qualitative ABCEF
(2003) Pediatrics barriers to medication interviews
use
a. Yooset Nursing n =228 parents Compareparental and Semistructured ABCDEF
al. (2007) Research health care practitioner interviews GHQ
representation of
asthma
b. Yooset Journal of n =228 parents Identify paental Qualitative EFH
al. (2005) Pediatric perceptions of asthma interviews, likert
Healthcare synmptoms; inillness scale

representation, desceb
proposed action to
symptoms
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A, Basic asthma knowledge (frequency: 7); B, skemrh medications (frequency: 9); C, lotgym medications
(frequency: 9); D, triggers and prevention (frequency: 8); E, symptom recognition and management (frequ
8); F, when to seek medical care/carttadlCP (frequency: 4); G, technique (frequency: 6); H, prognosis/mean
of ficontrolo (frequency: 4); P, selperceived efficacy (frequency: 4);, coping (fr equoenc
it r e a tplangfrequéncy: 4); S, other (nairug, myths; frequencyp).

*The diagnosis of asthma is present in all children in all included studies; included parents are parents of ¢
with asthma.

ACoding schema adapted from Irvine, L. Waiting
.. Y¥Yoos et al. (2007) and Yoos et(@O005) are part of a larger study and are counted as one study.
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Figure 21 Decision Tree for Study Inclusion

3 databases searched

164 articles retrieved for preliminary titlg
review

A 4

n = 9 duplicatesemoved

n = 20 articles excluded
due to lack of relevance in
title

135 articles for abstract review

n = 97 articles removed
following abstract
review

\4

38 articles included for secondary
screening of full text

» n = 28articles did not
n = 1 additional article meet inclusion criteria

identified as relevant

i i Included articles are
11 articles included ——»| summarized in Table
2.1
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Figure2.2 Box- Parentalnformation Needs Inventory

Information needs identified through stateof-the-sciencereview of the literature

1. Asthma Basics

Basic pathophysiology, natuoé disease

Symptom recogrtion (e.g., basic physiology; natusédisease)
Triggers and prevention (environmental modification)

2. Treatment Modalitieg,

Shortt e r m fA mMmediatiens (shoractingB-agonists): mechanism of action, advers
effects, when to use it, technique of administration

Long-term medications (inhaled corticosteroids): mechanism of action, adverse effect
when to use it, technique of administration, mytpeiling

3. Coping (including selfefficacy),
How to deal with emotions, worry, and uncertainty
Developing an action plan/treatment plan

.. 4. Medical Expectationg
When to seek medical care/contact health care provider

57



References

Berg, J., Andersgn  N. , Ti chacek, M. , Tomi z h, A. & Rach

af r aiidodamiliels antd asthma managent An exploratory studyJournal of
Pediatric Health Carg21, 361 371.doi:10.1016/j.pedhc.2006.08.004

Cashin, G., Small, C., & Solberg, S. (2008). The lived experience of fathers who have children
with asthma: A phenomenological studgurnal of Pediatric Nursing, 48), 372385.

Cho, M., &Bero, L. (1994). Instruments for assessing the quality of drug studies published in the
medical literatureJournal of the American Medical Association, &)210%:104.

Deis, J. N., Spiro, D. M., Jenkins, C. A., Buckles, T. LA&old, D. H. (2010). Parental
knowledge and use of preventive asthma care measures in two pediatric emergency
departmentsThe Journal of Asthma, £5), 551556.

Grant, M. J., & Booth, A. (2009). A typology of reviews: An analysis of 14 review tgpds
associated methodologidsealth Information and Libraries Journal, &5, 91-:108.

Hutchinson, A. M., Mallidou, A. A., Toth, F., Cummings, G. G., Schalm, C., & Estabrooks, C.
(2010). Review and synthesis of literature examining characteristicganiinational
context that influence knowledge translation in healthcare: Technical repdr1{IR).
Edmonton, Alberta, Canada: University of Alberta, Faculty of Nursing.

Hyland, M., & Stahl, E. (2004). Alsma treatment needs: A comparison of patiantshealth
care professionsperceptionsClinical Therapeutics, 282), 21412152.

Institute of Medicine. (2002). Unequal treatment: Confronting racial and ethnic disparities in
healthcare. Retrieved frohitp://
www.nap.edu/openbook.php?record=12875&page=R1

Kmet, L., Lee, R., & Cook, L. (2004). Standard quality assessment criteria for evaluating

58



primary research papers. Retrieved frioitp://www.ihe.ca/documents/HFRR13.pdf

Koenig, K. (2006). Families discovegrasthma in their highisk infants and toddlers with
severe persistent diseadeurnal of Family Nursing, X2), 5679.

Martin, M., Beebe, J., Lopez, L., & Faux, S. (2010). A qualitative exploration of asthma self
management beliefs and practices in Puerto Rican famibesnalof Health Care for
the Poor & Underserved, 22), 464474.

Meng, A., & McConnell, S. (2002). Decisianaking in children with asthma and their parents.
Journal of the American Academy of Nurse Practitionere3)1863371.

National Heart, Lung, anBllood Institute. (2011). Section 4: Magng asthma long term in
children 04 years of age and Bl yearsf age. Retrieved from
http://www.ncbi.nlm.nih.gov/books/NBK7232/pdf/Bookshelf NBK7232.pdf

NavaieWaliser, M., Misener, M., Mersman, C., & LincolR. (2004)Evaluating the needs of
children with asthma in home care: The vital role of nurses as caregivers and educators.
Public Health Nursing, 28), 306315.

PetersorSweeney, K., McMullen, A., Yoos, L., & Kitzman, H. (2003). Raat perceptionsf
t h ei rsasthma: Mahdagement and medication dsernal of Pediatric Health Care,
17(3), 118125.

Pharmacotherajyfirst line maintenance therapy. (2006anadian Medical Association
Journal, 1736 Suppl), S2BS32.

Timmer, A., Sutherland, L., & Hilsden, R. (2003). Development and evaluation of a quality
score for abstract8MC Medical Research Methodology,(B).

Yoos, H. L., Kitzmann, H., Henderson, C., McMullen, A., Sid@ecoleo, K., Halterman, J. S.,

& Anson, E. (2007). The impact of the parental illness representation on disease

59



management in childhood asthmvaursing Research, §8), 167174.
Yoos, H. L., Kitzman, H., & McMulla, A. (2003). Barriers to aninflammatory medication
use in childhood abtma.Ambulatory Pediatrics, &), 181-190.
Yoos, H. L., Kitzman, H., McMullen, A., SidotArcoleo, K., & Anson, E. (2005). The language
of breathlessness: Do families and health care providers speak the same language when

describing asthma symptomdaurnal of Pediatric Health Carel9(4), 197205.

6C



CHAPTER 3
Paper 2 What is Left Unsaid: An Interpretive Description of The Information Needs of

Parentsof Children with Asthma

Published paper: Archibald, M., Caine, V., Ali, S., Hartlibg,& Scott, S. (2015). What is left

unsaid An interpretive description of the information needs afgmtsof children with gthma
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What is Left UnsaidAn Interpretive Description of the Information Needs of Parents of
ChildrenWith Asthma

Over the past twenty years, substantial strides have been made in understanding
childhood asthma, including its pathophysiology and effective therapies (Clark, Mi&he
Rand, 2009 However this progress has inconsistently resulted in improvénen i n chi | dr e
asthma manageent or reduction in healttare utilization or disease prevalence (Clark et al.,
2009; Nicholas, Dell, Flemin@arroll, & Selkirk, 2009;Toole, 2013). The prevalence of
childhood asthma continues to rise globally, and the associated diseaseftwadémma is
increasing (Ceters for Disease Control and Prevention, 2011; Garner and Kohen, 2008).

The trajectory othildhood asthma is one sfibacute chronicity, interspersed with acute
exacerbations of variable severity (Swefceeal., 2013). Asthma managent in children
remains suboptimal (Peters@weeney et al., 2007; Stewart, Letourneau, Masuda, Anderson, &
McGhan, 2011; Swerczek dt,&2013) and poor control has been reported in up to 75% of cases
(McGhan et al., 2006). Exacerbations associated with inadeqttzienatasthma management
are a primary reason for emergent medical treatment and school absenteeism and place financial
burden on the family and healttare system (Bloomberg et al., 2009; Stewart et al., 2011; Toole,
2013).

Asthma exacerbatis can be mitigated by minining exposure to allergen oritant
triggers, maximizing pneentative measures, recognizing astimelatedsigns and symptoms,
and knowirg how to manage acute exaceéras. For families of children with asthma, these
complex aspects of management, as well as integrating asthma into the family context and

understanding asthma as a chronic illness, are coadidecessary components of
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comprénensive parental education (Brown, Gallagher, Fowler, & Wales, 2PagntSoften
serve as proxies for theshildren and assume responsipifor their care, and edutian
therefore should follow a famigentered apmach (Kumar, Edelman, & Ficorel2005), but
inadequate famikgentered asthma eduimat continues to hamper managent efforts
(Cleveland, 2012; Peters@weeney et al., 2007; McMullen et al., 2007).

The majority of childhood asthma management is dorfarylies outside of hospital
settings, so opti mi ageasthmapdap-dayit essatial.Eaigerrcetot y t o
date on iformation needs of North Ame@an parentsf childrenwith asthma (Archibald &

Scott, 2014) indicates a pervasive needf education, but Ilittle i1s Kk
perceptions of their knowl edge gapsidentfiddi s st u
information needs.

Education of Parents of Children With Asthma

Education improves asthma management (Boyl.e2010; Nicholas et al., 2009;
Cleveland, 2012), including knowledge, sefficacy, and medication adherence (Toole, 2013).
Conversely, lack of knowledge is linked to poorer child health outcomes)tphfear, anxiety,
and unceminty (Berg, Anderso, Tichacek, Tomizh, & Rachelefsky, 2007). Anxiety and
uncertainty are common at the time of asthma diagnosis athe} absence of appropriate
edwcation, may persist due to the complexity and variability of the disease trajectory (Berg et al.,
2007).

Thefocus of qualitative research to date on families of children with asthma has been on

experiences of caring for a child with asthma (e.g., Peteéssaeney, McMullen, Yoos, &

! Adults who defined themselves as parents of childriém asthma, whether biological parents, spapents, foster parents,
guardians, or adoptive parents, were eligible to participate in this study and are described as parents in this report.
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Kitzman, 2003; Berg et al., 2007), symptom and iliness representation (eegsoR8tveeney et
al., 2007;Yoos, Kitzman, McMullen, Sidorarcoleo, & Anson, 2005Yoo0s et al., 2007), and
the effectiveness of educational initiatives (e.g., Brouw&ré&nd, 2008; Clark et al., 2009
Nicholas et al., 2009). When provided, parental etglicaften reflects the medical priorities of
health care providers (HCPs) and may not incorporate parental perceptions and(hoibis
et al., 2007; Nichlas et al., 2009). For instance, education based on guidelines for asthma
management theepresdesss onal model for asthma m
168). Parents and HCPs use different words to describe symptoms, and how these symptoms are
identified and interpreted may diffeYg¢os et al.2005. Understandings of asthma contrcaal
conflict; parents may overestimate the degree of théiri | d 6 s algDahsma contr
DiSantostefano, & Peden, 2011).

Although the views and priorities of HCPs and parents differ, they can be further aligned
through the provision of famitgentred asthma education (PeterSoveeney et al., 2007). Thus,
the purpose of this study was to explore how parents of childrerastitima understand their
asthmarelated information needs, and to identify areas where further information about asthma
is needed (information deficits).

Methods

Study Design

Interpretive description (Thorne, 2008) guided this qualitative study.applked
qualitative approach is intended to foster understanding of a clinicabpiemon in relation to
its cortext. In our review of previous research, we identified a need to more thoroughly
understand the information needs of parents of children withrea (Archibald & Scott, 2014).

In response to this practicgiented problem, we aimed to gain insight into how parents
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understand their asthrmalated information needs and identify lingering information deficits
relevant to childhood asthma managem@ére.adopted the role of learners situated within the
health disciplines (i.e., nursing, medicine) during this process.
Recruitment and Sample

An eligible participant had a child with any form of asthma (e.g., mild episodic or severe
persistent) and spolenglish. Data collection and analysis occurred iteratively over the year
from Septerber 2011 to August 2012 to dape seasonal variations in pediatric asthma. Ethics
approval was received prior to recruitment.

Purposive and convenience sampling approasiees used. Two pediatric asthma clinics
and one pediatric emergency department (ED) in a large Canadian urban center (population
1,159,869) were purposively selected to reflect the diverse patient demography in the area and to
capture families expected bave greater knowledge deficits and unmet information needs than
in other health care sites. Pediatric asthma clinic C1 was located in aithaweTe area and
served a larger number of imgnants than the other recruitment sites, a pediatric ED and a
secand asthma clinic (C2) on the opposite end of the city. We theorized that this combination of
sites would enable access to parents of diverse income brackets and socioeconomic status, given
that disparities in asthma management have been documented (Big@hak, 2009).

In the ED, clinical tem members located eligible piarpants via the ED Information
System and notified the researcher so that potential participants could be approached after triage.
At one pediatric asthma clinic (C1), asthma nurssisiduted brochures to potential parpants,
and the researcher was-site during clinic days to discuss the study with pareirectly after
their appoinments. In the central pediatric clinic (C2), the asthma nurse educator distributed

brochurego potentially eligible partipants, who could then contact the research team.
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We intentionally maxnized variation in the recruntent process to achieve diversity in
time since diagnosis and parental education level. The sample consisted of 20 faniugis,gnc
20 mothers and one father of 23 children with
|l ength of time since receiving their chil dos
characteristics of pacipants are presented Trable3.1.
[Insert Table 3.1 about here]
Data Collection
Parents completed demograpimformation forms after caenting to participate. The
first author conducted 20 sesstructured interviews, each lasting approximately 25 minutes.
Interview durationwas notpredee r mi ned and was guided by paren
participate.
The semistructured interview guide was based on a literature review (Archibald & Scott,
2014) and designed to capture data in two main domains. First, we explored how parents
expressed and understood their information needs. We ingai@the information they
received at the time of diagnosis and in subsequent health care encounters, hoatiorfomas
provided, what infamation they found important to asthma management, andkimowledge
about childhood asthma. Second, we explored e
with asthma (e.qg., at thenie of diagnosis, asthma exdzations, health care encounters). Data
from the second domain provided contextual understangg of t he parentso6é i nf
Interviews were audioecorded, and field notes were taken.
Data Analysis
All interviews were transcribed verbatim and uploaded tovd\data management

software. Data analysis followed four steps and involved twmoastt First, transcripts were read
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in detail several timesSecond, the first author aducted open coding of all transcripts and then
grouped codes into preliminary categories to facilitate witlaise understanding. Third,
preliminary categories acrosases were grouped into a beginning organizational framework
according to explicit inforration needs (e.g., asthma gegs; medications), whileriting

analytic memos and sunary notes to capture impressions and decisions. Fourth, data were
classified byit i me s i n,cadichcenabledwamparison across cases in the following
three categories: inexperienced (2.5 years or less), moderately experientesl y@ass) and
experienced (5 years or more). Throughout the analysis process, analytic sggrhaaced by
discussions between the first and fifth authors, in which tdangdramework, analytic
procedures, preliminary findings, and interpretations were reviewed. Particular attention was
paid to the disciplinary and pragmatic relevance of thdirfjs to practice settings (Thorne,
2008).

This analytic approach enabled us to diffe
information needs and our interpretation of these information needs. In reporting this interpretive
study, we discuss thedescriptive and interpretive levels of analysis in tandem. The descriptive
l evel of anal ys i-describedfiinfonmationtneedsp The ietarpresivé leveleefefs
to the information deficits perceived by the research team. Theserefitecte a prdessional
standard of whgbarents ought to know, and dngently related to aspects of asthma care
unrecognized by parenbisut i mpor t antbeingo a chil dds wel |l

Results

For many parents, the information they felt they needed and the gaps idehtifrepthe

resear ch ttatiannveré noi the same. Some gaps in knowledge werestanding,

in some cases persisting for years following diagnosis.
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Parentidentified and clircian-identified lack of knowddge fell into a hierarchgf four
area. The most found@mnal was recognizing severity, followed by acute management,
prevention versus crisis orientatioa,n d knowi ng irigued).Parents wereh ma (
more likely to identify a need for procedural knowledge (e.g., how to use anr)rthale for
propositional knowl edge (e.g., asthma facts).
needs was mediated by their interactions with HCPs, as discussed below, and their beliefs about
the nature of asthma, which were a pervasive influend&eir approach to asthma management.
[Insert Figure 3.1 about here]
|. Recognizing Severity

Many parents had difficulty interpreting the meaning and severity of asthma symptoms.
This was most common immediately following diagis but for some paremsisisted for
years. Recognizing severity was interpreted as the #&iiomhl information need (Figure 3.1
because without it, parentso ability to manag
measures was hindered.

Recognition of symptom severity geally improved over time (e.g., participants 3 and
4), but initial deficiencies placed the child at significant risk. For instance, one mother reflected
on a frightening incident that occurred three years earlier:

He just kind of dbaaythidg..a tha nightd . he whs brehihidgrs® t

hard that his body was shaking my bedhis stomach like he was sucking it in and |

d i d n dvtanytkimgol was like stop {participant 14)
Similarly, another parent stated,

We we r e nirdormed of the keveyity of her condition . we brought her home and

sai d well wedl | ..uonélshe dodtoe said, yau kndove, wenneed to iget g
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her uh, to get her to the hospitaht away(participant 15)
Parents discussed not knogihallmark symptoms of an asthma exacerbation or how to

interpret a low oxygen saturation level. Often, hallmark asthma symptoms were attributed to
nonrasthma causes or regarded as normal. Some parents had noticed black circles under the
chi |l do s., participasits 4 amd 1J), aps$ turning blue (paicipant 13) but did not view
them as symptoms of concern. Parbital dark circles can be indicative of allergies and fatigue
in children withasthma (Canadian Lung Assdaa, 2014; Jacobson, 2010)ypplematic as the
former is an asthma trigger. In the more severe cases, parents did not recognize severity until
they were told that the child was ficlose to h
urgently instructed to seek emergent medieaéc
Il. Acute Management and Inhaler Use

Many parents lacked confidence in their ability to manage acute exacerbations. They
described not knowing what to do during an asthma attack, panicking in the moment, not having
the inhaler orhand, and being unsaiof proper inhaler technique. When asked what she would
do if her child had an attack, odtakeleotdtheer r es
emergency..l.i ke | dondét have a clueo (participant
know, | donélin..havémhkkepder(tparti ci pant 14) .

The majority of parents reported that at some point since diagnosis thegthatwn
when or how to progrly use an inhaler. One parent whose child was diagnosed five years earlier
confessed, Al still donét know how to use an
attributed to not being instructed on technigq
say, hereds a pump, hereodos a tmesdayoewhatevesihe nee

is, um, but no one actwually stops to show you
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Participants expressed that HCPs used different inhaler techniques and infrequently
assessed parentsod6 inhal er t eficehvndargyu epsr.a cPtairteina nse
di fferently. o Other parents f eontlearhifgaith t hey wo
HCPs. As one mother stated after unsuccessfully managing in the community fiweyears,

AThey g atheseimhalerswhic .we di dndt ,kon o(wp ehroawi diop aurste 4)
information need that persisted until the family attended a pediatric asthma clinic.
lll. Prevention Versus Crisis Orientation

A crisis orientation to asthma management was common and placed near the top of the
Al evel sd0 of knowl edg 8l.tEynggersyocusep madageamerit,e d i n  Fi
misguided beliefs about the nature of asthma, and a lack of preventative strategietechad
this orientation. Parents who did not know what to do in case of an asthma exacerbation
generally dil not know how to prevent exardations either. In this way, acute management was
the foundation for preventive management.

For instance, eightears after her child was diagsed with asthma, one mother

proclaimed,
Basically emergency st uf f.thatwdnkadtobtsvellwhat we
because yokunow when stuff like thathgpe ns t hey take you in rig

have to stresoutabout waiting to see the docfgarticipant 5)

Use of an inhalewas equated with asthma managat by some parents, to the
exclusion of other approaches to management and prevention.

The belief that asthma is an acute rather than chronic conditismeflected in a crisis
orientation to asthma management, and fes¢hparents, approaches toverdgion were rarely

pursued. Some parents were aware of particular asthma triggers but did not prevent exposure to
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allergens or irritants, believing thaphysical barrier, like a door, offered sufficient protection. A
common strategy for family pets was to Al i mit
mot her expressed Al do have a..bubrbthinginthet e a f e
room with them . . nothing sleeps with theminbed ( par t iAcniopahretr 1p%)r ent 6 s
asthma as an acute condition was supported by
(and now)o h(epbasr tciucriepdant 14)

Some parents who wegavare of triggers to asthma exacerbation offered rationalizations
for not eliminating them or identified incongté efforts. As one mother dore s s making f s
can make it worse, | know . | never smoke in my house ever. Um, | have to quit smoking in
myvehicl&d ( p ar t iThis npother tecognzed the need to quit smoking, particularly
around her child with asthma, but had not yet changed this beh@tar parents ratnalized
their lack of prevention or planning by referring to a child as beingh or a trooper. For
instance, when asked if he kept an inhaler at
AWell we havenset.stheds f{fhat Respuy | ittloe girl
(participant 15)

Many parentsai d t hey often Aforgotodo aspects of t
such as to take rescue inhalers with them on walks or administer preventative medications.
Regarding bronchodilatorsjao t her i di d nlButlthinkthanitishoddie paobably .
have itwithme . .lalway s f o rpartecipantil4)laater(the same mother recalled,

We just went on a walk, uh a long walk, it was like threerfiowt in the park . .near

the end, wedre sl owing downmored.c lbguessan he | us-

that sense | should have had his inhaler, because it might have probably helped him. But

| 6m really not smart to plan ahead.
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Consistently administering daily preventative medications such as inhaled corticosteroids
was even more cHahging for parents and particularly so during periods of symptom remission.
As one mother, whose child was diagnosed with asthma five years before, said,
They were meant to be suggedly on the daily medicationst. hen t heydd go t}
time where hey were symptodffree..y oud6r e meant to carry on a
away with life and the asthma inhedénave fallen under their be(sarticipant 10)
Similarly, one mother | amented that Athe hard
daly preventative, becausée (pPpar dieal pagt with my
|l V. Knowing AAbout o Ast hma
While recognizing sevegitand managing in acute sceinargradually, albeit
unpredictably, improved over time, propositional knowledge, such as what astlgeaerally
did not improve in the absence of education. Many parents were unable to describe what many
HCPs consider basic asthma knowledge. Some parents recognized this as an information need,
with statements | i ke, HAd(padiapandlO, fieyears aftern ow wh at
di agnosis), or fAside effects, | have no ideabo
asked, they said this information was relevant, but parents were less likely to express a need for
this knowledgeype than foprocedural knovddge about asthma care (e.g., how to use an
inhaler). One mother did identifyaneedrf b ot h: Al abkeith myselftdckeowc o mf o r
at leaswhat is goingonwithhim..and what can help himo (partic
Participantswith nf or mati on deficits from a HCPO6s p
knew Anothing reallyo (participant 20) but on
i mportant is it to knowomwdat masnyhm@an asrPtog 6 RMhc

asthna, including what asthma is, medication side effects, or how medications work in the body,
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was absent or incomplete. They sought information only when they identified a gap. As one

mot her excl ai med, nAl d.o megtythingd @et to knowlcamkndit p | nf
if I need to find itt,hilngj ustn eddampdtd). rkenaolWoy (kpraa
Conversely, parents whoaggnized their informizon needs generally had more experience with

asthma and took an active role in seekingrmiation, both during and beyond visits with HCPs

(e.g., participants 3, 7, and 8). This informats®eking was often motivated by a change in

clinical status or by an emotional motivator, such as a desire to be comfortable with an aspect of
asthma managesnt.

Mediator: Int eractions with health care praviders. Parents expressed that their asthma
knowledge was affected by how and whether asthma education was provided by HCPs. Most
parents reported receiving little to no education aé tohdiagnosis oduring subsguent visits
to the ED. Most made comment sarmsdichi dasgnyilt eanl
(particpant18)il know from usi ngo i(tpadruttjadikdegine oin®B)v e e >
explained to us what the medicatialts whatthe side effectswere .i.t was j ust Oher ¢
medi cation to herdé6o (participant 21). 1 n cont
l'ittl e about asthma at the ti merticpant3jwhelgnosi s,
sheattributed largely to interactions with a HCP through the asthma clinic.

The reported | ack of education byr HCPs ham
information deficits and limed the information they sought during interactions with HCPs. As
oneparent stated, fAThe thing i s, .WHemaaskedjifuest i on:¢
theyhadsuft i ent i nformation about chil dhood ast hma
hard to know what you dono6t kknowvwwerythingamededi ci pan

to knowo (participant 13) inklshouldkriow rightaawd.or e v e n

73



wh at |l would |ike some help witho (participan
Parentsdé ability to recognize t leeriencei nf or m
over time. Some parents became aware that they needed to direct their interactions with HCPs or
specifically ask for moreiofima i on. As one participant stated,
before we come to make sure that | have all mytqie® ns ready to goo (part
mot her of a child with uncontrolled asthma pr
information that | wanted and, yeah 1 t06s been
who were able to identify &ir information needs were able to formulate and ask questions
during HCP visits.
Misconceptions about asthma were prevalent and at times reinforced by HCPs. For
example, many parents viewed asthma as an acute condition, and approximately half believed
that their children would grow out of asthma, a misconception reinforced through interactions
with HCPs who were not asthma specialiS&sven years after diagsis, one participant said she
had previously thought of asthma as a lifelong, chronic condltiser doctor said that her
daughter mightgrw out of i tgesiil atwlirrek etslse flmirg me was t
waschildhood asthma or a big deal. No one made thatcigarticipant 11).
Impact of asthma clinic educatiorAll parents whdhad receivedeaferrals to asthma
clinics commented on the impact or quality of the education received, although information
deficits were still evident for some to varyi
severityo atkhrkndwladgebe i sme dinee nntadon aignep r ovteey over tin
practiced careful obsertran, which generally was enhanced by these referrals. Parents said their
inhaler administration technique and related confidence improliledving asthma clinic

atterdance. For insince, one mother realized she had been using inhalers incorrectly for five
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year s: AWe didnot know how to use (the inhale

4).

Parents provided te@sionies to the power of edugan received there. One meath
realized that she had fino idea, no clue, none
were for, despite administering them for thre

chil drenbés asthma clinide¢e &htoevr mulcdhse Thaey qutsa
..we didndét wunderstand how it worked wuntil t he
can see the differenceo (participant 11). Par
the follow-up they reeived, and they described increased confidence in their asthma knowledge.
This positive effect was linked to receiving information tatbto the child in a neamegency
context in which the childdés part vauatedddby pr ese
consistent HCPs.
Discussion

Findings from this study arcongruent with the major cqonents of the Health Belief
Model (Janz & Becker, 1984) used extensively since the 1950s to explain individual health
behaviours (Stretcher & RosenstotR97). In this model, perceived susceptibility (belief about
vulnerability to a health condition), perceived severigli@d in the seriousess of the
condition), perceived benefits of engaging in health recommended behaviors, and perceived
barriers to pdicipating in the associatdtealth initiative are the domant dimensions
influencing health behaviors. Cues to action are often included in the model but have not been
extensively studiedand peceivedsefe f f i cacy was | ater usencl uded wl
extended to situations where letegm behavior chage was required (StretcherRRosenstock

1997 . I n the pr es e n erlyimytbalieisyelateqta hessisusceikiliyarsld und
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perceived seriousness of asthma, as well as benefits are$to information seeking and
management decisions influenced parentso6 abil
These findings both neforce and add to existingéitature on childhood asthma management
and educati on. defeitswanetegid@nt in thdircaments and therseteported
frequency of ED visits for acute asthma exacerbations. Their perspective that asthma was an
acute and episodic condition and their reported lack of asthma education at critical time points
(e.g, diagnosis) were particularly worrisome. Previous experiences, such as having another
family member with asthma, enabled a few parents to manage at home as soon as they received
the diagnosis. More commonly, however, parents did not know what to doaueheof an
asthma exacerbation, and this deficit persisted for years. Education had a positive impact for
those parents who received it but was not consistently provided to parents in our sample.

Learning through trial and error enabled some parentagoove their management of
acute asthma exacerbations. In contrast, knowledge about asthma (e.g., propositional knowledge)
did not consistently i mprove over time. HCPs
level of knowledge, but the presentdings suggest that this may be problematic and contribute
to failure to provide necessary education. Similar findings have been reported in previous studies
assessing asthma knowledge (e.g., knowledge about astadieations; Deis, Spiro, Jans,
Buckles & Arnold, 2010). Although Deis and dehgueg2010)r e por t ed t hat par en
confidence in managing asthma exacerbations improved over time, our findings suggest that
confidence may at times be misplaced and at other times may be @elvetdp after
unnecessary peods of trial and error.
Recognizing Symptom Severity

Parents felt that they received insufficient education on how to recognize symptom
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se\erity, and this was most prounced in participants who had not received referrals to asthma
clinics. Classic symptoms of asthma, such as nighe cough, and other signs of respiratory
distress were often overlooked by parents until an emergency occurred. Similarly, in previous
gualitative research, parents expressed inadequacy and uncertainty in tlespects of asthma
management, which they attributed to a lack of asthma knowledge and education (Berg et al.,
2007). Parents also overestimated the degree of asthma control and underestimated symptom
severity in children, despite regularity of symptoms angtheduled healtbare use (Dasiet
al., 2011). Similarly, HCPs have been found to underestimdteraé symptom severity (Halter
man et al., 2006), which may further reduce the quality of asthma education provided.

Inaccurately estintang asthma sympins and sevéy is a barrier to appropriate asthma
careand asighii cant t hr e aleing. Gonsisterd \with thelHealth Beket Model
(Janz & Becker, 1984), the extent to which parents perceived symptosns t hr eat eni ng
well-beingmayjp e compounded by underestimating a chil
with parents to promote an aligned interpretation of asthma symptoms may promote parental
understandingral seltefficacy in asthma magement and decrease the use of rescue
medicdions and ED visits.
The Nature of Asthma

The perception that asthma is an acute condition resulted in a crisis orientation to asthma
management. The other misconception of Agrowi
been widely reported (Berg &k, 2007; Toole, 2013). These beliefs may negatively affect
follow-up and medication adherencedby e mp hasi zi n g itygBloorhbergéi al., c hr oni
2009). For instance, the inconsistent use of inhaled corticagenothis sample was

concering, as his significantly decreases their effectiveness (Klok, Kaptein & Duiveiman,
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2014). Reorienting parents to the chronic nature of asthma may have a positive impact on these
asthma managemeinéhaviors

Highlighting the benefitef a specific action can pasiely influence outcome
expectations and contribute to greater-séfitacy, according to the Health Belief Model (Janz
& Becker, 1984). Reiforcing why preventative meghtions should be administered daily as
prescribed, even in the absence of symptonag, be particularly beneficial to parents who are
concerned about administering Aunneededod medi
Collaboratively developing strategies to promote these behaviors and attending to underlying
concerns regarding medicat®are particularlynportant. For instance, undganding of asthma
triggers and developing a written asthma action plan can aitderstanding asthma sytoms
and contribute to paréns 06 -efficacy vihile improing their asthma care (Klok et al., 2014)
Impact of Asthma Clinic Attendance

Although discrepancies, inconsistencies, and shortcomings in the provision of asthma
education and adherence to asthma guidelines and recommendations continue to be reported in
the literature (Lob, Boer, Porter, Nun&Fox, 2011; McGhan et al., 2006), findings from the
present study shed new light on the impact of attending a pediatric asthma clinic o parent
knowledge and perceived nagement ability. Parents regarded the comprehensiveness of
education provided, theommitment of providers to work with the family, and the continuity of
care enabled through seeing a consistent team oftmaets as having a pdsie impact on
their ability to manage asthma. Meaningful HEIRNt partnerships and individualized edtion
has been emphasized in previous research (Swerczek et al., 2013; Yoos et al., 2007).
Unfortunately, awareness of and referral to these resources was inconsistent for parents in this

study and did not follow a discernible pattern.
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Many parents may hawenefited fronan asthma clinic referral. This finding was

particularly troublesome when viewed in the context of thegséve lack of awareess of the

seriousness of their childrends condition

at

andthe striking information needs and deficits that persisted over time and often threatened the

well-being of the child. As similar gaps in accessing needed asthma education have been
reported recently (e.gStewart et al., 2011), the pestt findings highght a troublesome and
persistenthalenge in this area.
Application of Information Needs Hierarchy

The hierarchy of information needs provides a pragmatic and prdideed orientation
to identifying information needs, enabling parent education to hivaed by the redife

chall enges of facing and avoiding ast hma

asthma symgms and identify exacerbations formed the foundation of their learning needs.

Without it they were unable to respond appiajely. Over time, as their ability improved to

recognize severity and manage acute exacerbations, some moved on to identify a need for

information about preventiefocusel aspects of care, but knowing abasthma was

atta

infrequently seen as an informatioeed. The pervasive influence of interactions with HCPs and

beliefs about the nature of asthma also are emphasized in the model.

Information categories for parental education have been identified in previous research as

summarized in our initial review (&hibald & Scott, 2014), and the present model offers a
preliminary understanding of how these information needsradterstood by parents. The
evidence in the present study f hierarchical view of leanmg priorities supports a problem
based approach tearning and identifying learning needs as a fruitful approach to providing

asthma education.
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Future Interventions

The findings from this study will inform the developmentafeducational material for
parents othildrenwith asthma. Parental experiesdeom this current study will be used to
create the context for the educational material, and specific examples of care experiences will be
included. Foundational asthma education will be embedded throughout, to targédrthation
deficits and informaon needs identified in thistudy. In this way, the edutbanal intervention
will integrate the information needs identified by parents as well as those information deficits
identified by the research team as relevant to childhood asthma management.
Limi tations and Recommendations

Fathers are underrepresented in this study. We wanted to capture common management
scenarios with parents, and in our recruitment sites, mothers most often brought their children
with asthma t@ppointments and emergencyitasperhaps reflectingome commonality in day
to-day management scenarios. We conducted interviews at a single point in time and only with
parents who were seeking asthma care. As the majority of parents reported receiving little or no
asthma education froMCPs, other forms of data collection (e.g., observation) and a broader
participant base inclusive of HCRsght have enhanced our unstanding of information needs
and how they are assessed and addressed by HCPs. Further, because we sampled from EDs and
asthma clinics, our sample may reflect parents with more proedunéormation needs and
information deficits than those parents successfully managing in the home environment.

This study raisé questions regarding providpatient interactions. An atlograhic
study of how informaon needs are assessed and addressed during ED visits may be fruitful.
Because agtation can be provided in mgd ways by any one or a combination of individuals,

further understanding is needed of which HCPs are involved imastducation and the
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potential benefits of team approaches. Given that parents repoitétCiRa reifiorced the
notion of asthra as an acute condition,undler andi ng HCPs 6 knowl edge an
to asthma may be informative. Finally, educaticaggroaches for parents that target their

information needs and information deficits ararvanted if parental sedffficacy and childhood

asthma outcomes are to improve.
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Table 31 Demographic Characteristics 8ample of Parents
of Children with AsthmgN =21)

Variable n %
Age
20-30 6 28.6
31-40 9 42.9
>41 6 28.6
Current age of child with asthma
<1 year 1 4.3
1-2 years 1 4.3
>2 years 4 17.4
> Syears 7 304
> 10 years 10 435
Age of child with asthma at diagnosis
<1 year 7 30.4
1-2 years 4 17.4
>2years 7 30.4
>5years 3 13
>10years 2 8.7
Years since diagnosis
<1 year 1 4.7
1-2 years 4 19
>2 years 3 14.2
>5 years 6 28.6
>10 years 7 33.3

Household Income

$20,000i $39,999 3 14.2
$40,000i $59,999 6 28.6
$60,000i $79,999 2 9.5
$80,000i $99,999 3 14.2
$100,000 and up 7 33.3
Marital Status
Married 14  66.7
Single 3 14.2
Divorced 2 9.5
Separated 2 9.5
Highest level of education
Did not finish high shool 2 9.5
Completed highchool 4 19
Attended college or technicattsool 3 14.2
Graduated from college or technicahsol 5 23.8
Attended miversity 2 9.5
Graduated from university b a ¢ h egreey 6 5 23.8
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Figure 31 Hierarchy of Parental Information Needs
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CHAPTER 4
Paper 3: Developing a PatiertDriven Arts -Based Knowledge Trankation Tool:

A Process Exempla

Manuscript to be submittedrchibald, M.,Caine, V. Ali, S., Hartling L.,& Scott, S. (201%

Developing a PatieriDriven ArtsBased Knowledge Translation Tool: A Process Exemplar.
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Developing a PatieriDriven ArtsBased Knowledge Translation Tool: A Process Exemplar

Educating parents abt the complexities of childhood asthma is foundational to effective
asthma management (Boyd et al., 2010). However, parents continue to struggle with fear and
uncertainty about childhood asthma care, a problem compounded by inconsistent and often
ineffedive provision of asthma educatioAr¢hibald, Caine, Ali, Hartling & Sco2015
Archibald & Scott 2014. The paradoxical existence of high quality research evidence about
asthma and continued deficiencies in parental knowledgeeféielicy and suboptimal dtome
asthma management ikaowledge translatiorK(T) problem. As such, finding effective ways to
deliver asthma education to parents is essential as asthma prevalence and childhood asthma
morbidity continue to rise globally

KT is an iterative process of synthesizing, disseminatingetimdallyapplying
knowledge to improve health, health servj@sl health systems globally (Canadian Institutes
of Health Research, 2014). Yet, mobilizing knowledge for use by health care professionals
isolation isinsufficientto affecting change in rediffe settings (Kontos & Poland, 2009). KT
strategies targetg the widerangeof stakeholders (e.g., parents, fogalth care professionals
who mobilize knowledge in decisianaking are necessary, particularly in light of the growing
emphasis on patiémcgenteredness, sharddcisiormaking, and communitpased halth
management of, for example, childhood asthma.

Arts-based approacheskd offer viable wayf engagingliverse knowledgeisers,
such as parents, in a meaningful manner.-Based KT, defined here as the use of any art form
to communicate knowledde.g., research from various sources) and promote empathetic
understanding to affect attitudinal, knowledge or behavioural change, is gaining momentum

across health disciplines concerned with mobilizing knowledge to improve health outcomes
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(Archibald, Cair & Scott 2014, Parsons & Boydell, 20)2Arts-based approachesable a
human relationship to form with otherwise impersonal informatipasingartistic techniques,
suchasplot, charactersandspecificvernacular (Barone &isner 2012; Leavy, 2013). The use
and evaluation of arlsased KT is in its infancy; as such, few examples of how to create arts
based KT strategies exist in the literature (é¢dgrtling et al., 201

We address this gdyy offering an account of how multimodal, visual art and stery
basel KT tool for parents of childrewith asthma was developed, while highlighting challenges
encountered during this procesd#thoughwe developed this tool for parentsabiildrenwith
asthma, we believe our process serve as a guide for others conducting similar work with
different populations. Througtescribinghis process we also explore tensions related to the
field of artsbased KT more generally.

Arts-Based Knowledge Translation

Different artistic represdations convey various expressive qualities and as such
foreseeably impact viewers in distinct ways (Barone & Eisner, 2012). Visual representations may
foster more emotive than rational responses compared with text (Lafreniere, Hurlimann, Menuz,
& Godard,2014). Music ignitesheimagination and fosters the development of mental models to
help make sense of the world (Perlovsky, 2013). Theatre promotes engagement and renders
abstract concepts, concrete (Mason, 2008). The selection of drasets approacthould be
informed by an understanding of the form; the population, context, and location of use; the
desired outcome of interest (e.g., attitude); and the degree of precision in key mess#ges and
extent of participatioenabledhrough each form of pgesentationArchibald et al. 2014).

Indeed, considering how faithfully to represent data and how precisetywe@ykey

messages aparamountonsiderations in adisased KT.These considerations should occur in
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tandem with thextent of participatin enabledhroughthe selectedstrategy; for instance,
audience members cahrough participatiorshape the outcome of forum thea#s such,what
is revealedthrough theatrée.g., the key messagesil differ somewhatetweerproductiors.
Conversely, factual health information interwoveto a printedstory has less variability in its
delivery; the precision in its key messages and the extent of participation with the art form are
more consistent. Archibald et §20147) explored thesenechanisms (i.e., extent of participation
and precision in key message delivery) and how they influence time, context, and location of KT
strategiesThis exploration culminated in the creation of rehibald Classification Schenifar
arts-based approaels to KT Archibald et al.20147). Researchers and practitioners seeking to
develop, understand, or classify anssed KT strategies may find tlsishemao be a usefuiool
for considering factors beyond the artistic form.
The practicalities of how theelected artistic modality affects deliverfythe artsbased
KT strategy are alsimperativeto considerFor instance, ethnodrama, a theatrdigsemination
modality gaining traction in health resea(&ossiteret al., 2008)requires considerably more
resources to deliver than would a recorded rendition of the same theatrical performance;
however, the latter requires playback equipment that may nmetldy availablein all settings
Vital aspects of the performance, sushaadience engagement, staging, and embodiment, may
be lost orabatedhrough videebased delivery. Contrarily, visual and tddsed representations
are highly portable and accessible, particularly if made digitally availableever, these forms
lack the interactivity made possible throughrticularperformance modalities. Artistic form and
method of delivery thereby constrain and liberate aesthetic effects through dialogical tension.
KT tools that utilize visual art alone are absent in the litergfnehibald, Scott &

Hartling, 2014b; Scott et al.2015 Fraser &l Sayah, 2011). Textual representation is a
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necessary complement to visual form if some precision in information delivery, a critical aim of
much KT, is to be attained\(chibald et al.2014a). Information literacy theory supports the

utility of combining textual and visual forms, thereby depicting information in emotive and
rational manners (Hoover, 2012); however understasaihthese approaches is limited by their
complexity and by tl paucity of literature on the design and effectiveness of visual art and text
based approaches to KT (Lafreniere et al., 2014).

Yet, visual and texbased representations are not homogenous. For instance,
photographs, abstract paintings, cartoons, p@etdystorytelling can produce myriad
combinations. Stylistic rendering, aesthetic appeal, interplay between visual and text, and the
extent of abstraction shape the KT strategy and foresedsiotygact on intended outcomdase
form of the artdbased apywach, although relevant, should be considered in reference to its
underlying mechanisms (i.e., precision in key message delivery; degree of participation)
(Archibald et al.2014p). Given these complexities, identifying altased KT strategies with
compaable attributes and purposes is particularly challenging.

Some quality examples of visual and textual-aesed KT for nothealthcare provider
stakeholder groups can be found in the literatdeetling and colleagug®010) developed
paperbased stofyooks for parents to communicate health information about childhood croup, in
conjunction with a creative writer and an il
storybooksflartingetal, 2010) . Parent sd per ceepsedusings of t
qualitative methods and a randomized controlled trial (RCT) was cond&tetd, (Hartling,
ObLeary, Ar c h20b2aHarding,&col,lJahrsseneBishop & Klass@013).

Althoughno change on the primary outcome of parental anxiesyidentified in the RCT,

parents receiving the storybook intervention experienced greater decisional regret and reported
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faster resolution of croup symptoms in their children than parents in the comparison group
(Hartling et al.2013). From the qualitav dat a, the authors (2012) <ci
format is a useful KT devi ce-aenterpddevéldgpdent and t h
process.

Lafreniere and colleagues (2014) combined visual anebsed representations. They
used wekbasel cartoons with text to gseminate project findings from
nutrigenomics/nutrigenetics research. Each cartoon illustrated a research theme and reinforced
textual data. The authorgport thathe approach was effective in conveyinmggings from the
largerstudy,highlight pertinent procedural challengeKT intervention development, and
considerthe impacbf these challengesn effectiveness (e.g., simplification, aesthetics). Finally,
in a recent synthesis of afftased KT strategieScott and colleages(2015 located numerous
multimodal visual and texttased KT strategies; reporting of the characteristics ebagsd
strategies was generally lacking.

Process of Developing the Artd8ased Knowledge Translation Tool

The development of the aitsed K tool occurred over four stages (Figdr). We
have detailed stages one dhd interpretive description component of stage in previous
manuscriptsArchibald & Scott 2014 Archibald et al., 2016and therefore only brieflgescribe
these stages he We provide additional, previously unpublishdgatao n par ent 6s i nf or
preferences and how this helped inform the development of the KTWeahenfocus on stage
thre@ the process of developing the doased KT tool. Stage four will involve ushty testing
of the artsbased KT tool and will be discussed in a forthcoming manuscript.

[Insert Figure4.1 about here]
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Stage 1: Literature Review

We conducted a statd-the-science literature review of the information needs of parents
of childrenwith asthmaArchibald & Scott 2014. This review illustrated a need to explicitly
assess the information needs of parenthdfirenwith asthma. Based on findings from the 11
included articles, we constructed a parental information needs taxonontlyeliesed this to
inform the development of a sesstructured interview guide for use in the qualitative study.
Stage 2: Qualitative Study

Interpretive d escription of information needs.We conducted an interpretive
descriptive study (Thorne, 2008) of tilormation needs of 21 parentsalfildrenwith asthma
from diverse backgrounds and stages of asthma illness in an urban centre in Western Canada
(Archibald etal.201§ . Our research questions focused on
general expeences of having a child with asthma. These data were foundational to developing
the artsbased KT tool. For instance, parental uncertainty surroundingpeldgy asthma
mammgement enabl eedll i Bxampsisatietool. of A

Through thematianalysis we identified fouhemes: (1) recognizing severitf}]) acute
management and inhaler ugidl) prevention versus crisisrigntation to asthma management,
and (IV) knowing about asthmairchibald et al. 2015. We identified interactions withealth
care providers (HCPs) (e.g., how education was provided) and beliefs about asthma (e.g., acute
or chronic) as two factors influencing these themes. These themes formed an information needs
hierarchy and influencedhich information to include in th€T tool.

Topical survey of information preferences.Information about the format and perceived
relevance of asthma education was esseutid¢veloping the KT tooMVhile we depicted

findings from the interpretive descriptive study largely at the level of thematic description (e.g.,
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reflecting latent patterns), here we augment tipeseiously unpublishetindings and discuss

the informational preferences of paremsimore concrete manner through topical survey

(Thorne, 2008)During the interviews, we inquired about the information parents received, its
effectiveness, and how they would like toewe information in the futur&arents generally felt

they receivednsufficient information about asthma. Parents had difficulty identifying their
information needs and numerous information de
information seeking behaviours at home and during interactions with HCPs. Many panents
overwhelmed by the abundant asthma information available online, and had difficulty

determining its reputabilityXrchibald et al. 20195.

When discussing their preferences about formats of information delivery, parents
identified webbased informatin (44%) followed by pamphlets (33%) and facdace or verbal
information (33%) as most desirable. Parents often had multiple preferences (e.g., discussing
written educationamaterials with HCPs Parentyvalued personalized information and
reassurancprovided by HCPs. Approximately 25% of participants commented that visuals,
illustrations, or animation would be helpful ways of receiving infornmatiltlustrating how an
i nhal eronfespbatoky muscles or animating inhaler technique were exaafples
potentially useful visuals.

Emotionally sensitive information delivery was important to parents. Parents used the

wor ds As Wrmpanptaisvd@@nan dtveal i dati ono to reference
desired more emotional supportthantheycuent | 'y wer e receiving. As
thing I6d Ilike . . . 1 dono6ét think | got much

18). Other participants emphasized the emotionally laden nature of having a child with asthma.

Asonemot her isttbéast etdhe fiemot i onalditpenllytd t(hpaatr tiisc itphaen
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Based on this, as well as the pervasive uncertainty, fear and anxiety expressed by parents during
the interviews, we were attentive to the emotional sensititiie KT messaging. The emphasis
on the emotional aspects of having a child with asthma, the desire for reputatiiaseeb
written information with visual components and the value placed on personalized information
reinforced that an arisased approadio KT may be a useful and effective method of delivering
asthma education to parents.
Stage 3: ArtsBased KT Tool Development

We combined storytelling and visual art in an online format to deliver asthma education
to parents. This decision was influendsdthe stage two findings and the degree of ambiguity in
key-message delivery permissible in this context of illness manageArehilfald et al.,
2014p). For example, managing childhood asthma is a complex process involving viewing
asthma as a chronidriess while responding appropriately during acute exacerbation periods.
Integrating asthma into family life, identifying and monitoring symptoms, and employing
preventative measures are integral to asthma management. Factual and procedural knowledge
related to asthma care are needed, which requires that information be provided in a non
ambiguous manner. Yet, changes in attitudes and beliefs about the nature of asthma are also
necessary and may be less responsive teansrbased information provision. Theed to
attend to knowledge, beliefs and attitudes reinforces the potential merits of using a story and
visual artsbased KT approach. Using tAechibald Classification Schen{érchibald et al.,
20149), we therefore categorized this strategy asuétimodal quadrant one intervention due to
the presence of precise key messaging and relas&ye involvement with its use.

Determining the voice and presentation format were key considerations.-pefissin,

diary-format was selected for the follavg reasons. First, participants emphasized the
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importance of personalized and compassionate education duristggkeevo interviews. A
first-person narrative promotes resonance and authenticity in the reader, and is more
personalized than a thigkersonapproach. Second, in previous research, parents expressed a
preference for the firgberson over théhird-person narrative (Hartling et a201Q Scott et al.,
2012. Third, the diarsformats al i gned wi th the rimevalenih t he Ar
social cultures which leverages the concept of connectedness between viewers and characters
(Tran & Strutton, 2014). Adiarf or mat provi des an insiderods per
family living with asthma.

Constructing interdisplinary teams. We constructedwo interdisciplinaryteams to
assist with developing the aifttesed KT tool: (I) a review committee, and (1) a creative
consulting team. The review committee consisted of five individuals with expertise-baaed
KT [M.A; L.H; S.S], visual arts [M.A],KT sciencgM.A; L.H; S.S], narrative methodg/.C],
pediatricdM.A, L.H, S.S, S.A] and emergency medicip8.A]. The team providedmail
feedback at various time points, and providegenson feedback on eashgrsions of the
illustrations and narrative.he inpersonmeetingwas inspiringthere was palpablexcitement
regarding the KT approa@ndalthough conflictingperspectivesirose, thegenerated important
considerationgboutindividual aesthetic preferencés.addition tothe core review committee, a
registerechurse at a participating pediatric asthma clinic provided clinical feedback when
needed.

Thecreative consulting team was assembled tdbkena mosaic ohnovativeideas,
capitalize on expertise in different stylef visual and narrative aresnd allow enough distance
from the research team so that objective feedback could be provided. The first author (M.A)

advertised for a creative writer and illustrator on two freelancer forums, screened applications,
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and invied five visual artists to provide artistic samples based on an astisaacenario. One
visual artist with experience in character development and diverse illustration styles was
contracted. Similarly, M.A reviewed the curriculum vitae and writing sasnpli¢he creative
writers; one writer was hired based on her extensive experience, enthusigsetdpic, and
per cei wihdhe prdjecttara team. Confidentiality, work agreements, and-&ms
payment were agreed upon and signed. A digital nehgpany was hired to digitize the KT

tool for web hosting.

M.A developed an outline of significant and common events in the experience of having
a child with asthma, based on the frequency or impact of their occurrence during the stage two

interviews. Folinstance, because receiving an asthma diagnosis was a noteworthy and anxiety

provoking event for most participantd,A noted these events for the creative writer to include.
M.Ai n c | ulusteaton ifdeadin the outline when appropriate but delibenateloided
prescriptively directing the illustrator, as this would be antithetical to the creative generation
possible through such a partnership.

The outline also included an fnevidence

information identified agmportant to parents and to the successful management of childhood
asthma. For instance, participants had concerns surrounding diagnosisiTaldenilarly,
parents had information deficits regarding the signs of asthma exaceratbibéld et al.,
2015. Such incidences were classified as important educational opportunities based on their
rel evance to asthma mabemaggement and the chi
[Insert Table 4.1 about here]

Thecreative writer then craftestoryentriesto align with the outlinendM.A ensured

that evidence was included. The process of evidence insemiolved iteratively synthesizing
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and compiling diverse research (e.g., systematic reviews, qualitative studies, reputable websites,
asthma guidelines) into a readable formatdoespond with the emerging story framework.
MArefined the fAkey items for narrativeo col um
thatM.\Ar evi ewed to ensure the events, tone, and
reflected.Consultng with the review committe@.e., paediatrician$.A); asthma clinic nurge

assisted whespecific clinical questions arose.

In addition to synthesizing information, five links to existing educational online and
community resources were provided. Thetrmrganizations were contactedAngust2014, and
processes for requesting permission of content were completed. Linking to resources was
important because locating and assessing information reputability is challeAgshipéld et
al., 2015 Harrison,2007). Additionally, parents felt that a list of resources would be useful
during the previous information needs study and qualitative evaluation of croup storybooks
(Archibald et al. 2015 Hartling et al. 2010).

AlthoughM.A and the creative writer didbot predetermine the number of story entries,
we did attempt to limit these to fewer than 25 for time and usability considerations. We felt that
limiting the number of story entries prematurely could restrict the creative process. By entry
number 18 weauld foresee a natural end to the story and began tying together extraneous
details.Once complete, the review committee ensured all textual information was clinically
accurate, relevanand readable.

The story segments were then provided to the iltstrwho constructed visuals through
a multistage process. First, she drafted an illustration to align with eaclestoyyM.A
reviewed these draftsuggested revisionand consulted with other members of the review

committee as neededhe illustradr revised all illustrations once the composition, feeling, and
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scene were agreed upd.A then compared all illustrations to ensure internal consistency and
requested further revisions. An average of three to four revisions per illustration was required
before the final output was achievédl A noted that examininghow parents respatito different
illustration styles would be a fruitful and unexplored avenue for research. As such, four distinct
illustration styles were requested from the illustraitreillustration styles differed by color and
line; dl other illustration components were unchanged across the prototypes (e.g., composition).
Challenges in KT Tool Development

We faced numerous challenges while developing thebaded KT tool that may léty
be encountered in future efforts. We highlight four of these considerations, incl(ijling:
working within aninter-professionateam; (ll)quantity and ordering of informatioiil)
creating a composite narrative, gifid) balancing the actual wittme ideal.
(I) Working with in an Inter-Professional Team

Collaboration has the potential to foster innovation and enable creative approaches to
research problems, yet its success is greatly influenced by communication dynamics, mutual
understanding, antthe characteristics of individual collaboratafgchibald,2015; Lunde
Heggen, & Strand?2013. Challenges such as communicating across disciplines may be
proportionate to the diversity of collaborating professionals. The uniquepirttssional team
assembled in this study consisted of a nurse academic, a creative writer, an illustrator, and a
digital media company.

An unanticipated challenge we encountered was the perceived appropriateness of
feedback. Researchers may be accustomed to a high voldesslback because of the culture
surrounding grantsmanship,-aathorship, and peeeview. Artists may be less accustomed to

this type of exchange. During our process, a collaborating artist expressed that her creative
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process was hampered by the dethikedback receive Communicative openness and a
willingness to receive feedbagkere imperative to overcome this challenigleA also restricted
feedback to those of a substantive nature and made editorial adjustments independently. These
challenges weraot encountered between the researchers and the digital media company.
(1) Quantity and Ordering of Information

Information sequencing was an ongoing challenge. At tineesieept(e.g.,asthma
action plafnwas introduced in one diary entry but was nqgilained untillater. Explaining each
concept as it was introduced was abvays feasibleparticularly for rearring concepts (e.g.,
triggers)because other concepe.g., emergency asthma kingre only preserit one story
segmentnd therefore toogrecedencerlhe challenge of information ordering raised potential
issues for paents navigating the KT toadlhe table of contents created did not align seamlessly
with the information provided. Information was matched to the ekatyies wherever posse

Balancing information comprehensiveness with length was an ongoing consideration.
Hartling and colleagug®010) encountered similar struggles; parents generally desired abundant
information about croup but some found the storybooks to be too lengthy. This challenge extends
beyond the technical into the realm of aesthetics, highlighting a fundamental tenssimg
artsbased approaches for KT. Specifically, any extraneous inclusion detracts from the concision
of the artistic rendering, reduces its aesthetic appeal, and foreseeably hinders its effectiveness
(Barone & Eisner, 2012; Leavy, 2013). We mitigatied by limiting each diarentry to
approximately 90 wordéa common length for a short paragragimyviding information in
pointform when possible, externally linking to supplemental content, and eliminating content
not immediately reflective of asthnpar i or i t i es, p ar endtinfodnatiomf or mat i

deficits as identified in our previous research.
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(1l1) Creating a Composite Narrative

Amalgamating the experiences of multiple participants into a single story (e.g., composite
narrative) while maitaining resonanc@appeal and authenticityor the reader was one of the
most profound challenges encountered. I n prev
characters was a recurring therikaltling et al., 2010Scott et al., 200)2We contendhat this
challenge oWverisimilitude(Leavy, 2013) is not unique to aiftased representations but reflects
the crisis of representation more generally; there is a longstanding tension between representing
individual cases alongsideshared realityThe tension between general knowledge and shared
experiencandbetween théndividual exgrience and experieneppliedto the individual has
also been illuminated bgthers exploring research methods (e.g., Denzin, 2014; Th&8), 2

We recognized that weoald not resolve this tension, yet we strived to create a narrative
that reflectedsome aspect of the majoritypfa r e nt 0 s s Tagsist with this, @ e
examined our data for negative cakestliers. We determined that narrative examples from
these cases were less likely to resonate with the majority of parerds andh, were less likely
to bereflected in the composit&o honor individual narratives, we selected 4léalexamples
from the lives of our participants and used their own words to convey these experidnses
reflects Denzindés (2012) perspective that dou
persons speak as they attempt to give meaning and shape the liestteedd 6. (p. 5)

Aligning terminology. Terminology considerations were ongoing when developing the
composite narrative. We strived for relatability amched to use pareriis wor ds whenever
possible; however,grents used various terms to refer to healthedlaoncepts. For instance,
parents referred to the emergency department antbegency, emergency ropdepartmerit

clinic/ facility/ ward andi ERwiot h fiemer gency o0 bei rhgrevieirgy mo st



paediatriciar(S.A) preferredh e t er mntgmalregpar t ment 0; as such,
parentso6 terminology with that of practitione
decided to use the term Nnemergency department
Parents also used differegetms to describe HCPEhe vast majorit{86%)referred
g e ner i datodmultipletimeBduring an interviewNurses were referred to less
frequently(38%). No parent mentioned nurse practitionerdealthcareprofessionals
Emergency professionahd HCPs were referenced by 5% of participants. We were alerted to
the merits of specificity and consistency in terminology wihenseme parent would use
multiple terms to describe the same concept.
We grappled with using specific, consistent terminoldgy is valued in research or the
diverse and often, nonspecific terms used by pargnfamiliar terms may lack appeal and
alienate parents fromtiverse backgrouts. $ecificity maybe urdesiable when parents possess
low baseline knowledge about asthmkaor exampl e, parents generi cal
tests dhereviewing paediatricianS.A) questioned how specific terminology should be when
providing infor mat i there aelpadmnobarytfuhctios tesisothetearet ar e a
peak fow tests . .do you want to label it more specifically, or are you being purposefully
v a g uM.AR referred back to the participant interviews to address this question and found that
29% of participantseferred tafipulmonary testsin any capacityParticipantsmost often
referredortabbfiaatbsbhgo or i c apadicgpantsyeferredmat . Onl
pulmonary functioriest and nevepo peak flow.Given this, thedecision was made tgse general
terminology.
The issue of voiceexted ed beyond using parentso6 termin

guestioned Wwether to present evidence as persomal (Qyour chiidma y . . . 0) or i mj
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(e. g., Acommon symptoms include . . . 0p. Thi s
work can reach the reader to arouse feeling, and therefore meaning (Barone & Eisner, 2012). A
personal presentation of evidence was generally adopted for this reason.
(IV) Balancing the Actualwith the Ideal

We grappled with authentically portrayingp ent s6 experiences of cz¢
reflect ideal medical practes. For instance, some parengigorted that HCPs reinforced the
notion of growing out of asthm&fchibald et al. 2015). This reinforced beliefs about asthma as
an acute conditioand undermined the importance of prevention. To address this, characters in
the KT tool discussed their hopes about growing out of asthma but chronicity was reinforced.

As another example, mothers represented 95% of parents presenting for asthma related
care in this sample. We reflected this in the storyline but not without hesitancy. We recognized
that our sample might not represent the wider population of parecitddrenwith asthma.
Further, one parent found the overrepresentation of mothers andghp storybooks to be an
inaccurate depiction of reife management scenaridddrtling et al. 2010).We decided to
portray a mother as theiprary character in our story anttluded the father in the text and
illustrations.

Balancing the ideal antie actual also related to the emotions of par@at®nts in stage
two commonly experienced panic, anxiety, fear, and uncertainty. We needed to convey these
experiences to enhance relatability but did not want to reinforce that parents shouttlpagic
asthma exacerbations. We were cognizant that doing so may contradict messages conveyed in
the KT tool. This tension was capransuggedts i n t he
urgency and panic . . vould like to relay some comfort and degse the panic . . . if the point

is to mirror what a oOreal par ent O0!0ORecogrzing f e el
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that different terminology serves different purposes, we felt compelled to stay true to the data in
our narrative; parenisa the qualitative study expressed urgency and we mirrored this through
our selected terminology.
Conclusions

There is a need to learn about the processes and potential challenges associated with
developing patientliriven artsbased KT toolsparticularly as these strategies continue to
emerge. Gaining familiarity with the stakeholder group (e.g., through qualitative research) is
necessary to identify the need for, and appropriateness of, drasets strategy. Foundational
research can helgentify which knowledge sources the target audience uses; preferences held
about information delivery, and pervasive information and emotional needs. Fluency with the
artistic form(s)andinformation literacy within the creative team are required to cocis&r
meaningful and aesthetic artistic output with merit as a KT straeggblishing aeview
committee of individuals with clinical, content and methodological expertise is recommended to
ensure accuracy and relevancy of thedfproachWe believe tht collaboratiorwithin a
diverseinter-professional teantonsiderations related to the quantity and ordering of
information,representation issues encountered thrauwghting a composite narrativand
harmonizing actual and ideal management scenagilests common challenges when
developing patienrtlriven artsbased KT toolsSuggestions for linking evidence into action are
provided in Figure 4.Highlighting these considerations may help prepare investigators seeking
to conduct comparable work.

[Insert Figure 4.2 about here]
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Table 4.1. Example of Asthma Diary Outline
Page # | Key Items for Narrative Evidence Insertion Opportunitig lllustration ldeas
2 {/Child showing asthma Asthma symptoms Child in
symptoms Incidence of viral infections respiratory
r e f | e| Process of asthma diagnosis | distress

fMot her
frequent iliness, including
Emergency Department
(ED) visits

1 Visits ED for respiratory
illness

TMultiple diagnostic
procedures; experiences
uncertainty

fReceives asthma diagnosi

Child visiting ED
with mother
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Figure 4.1FourStageProcess of Developing an AiBased KT Tool

| N

Stage 1:

Literature ' N\

Review Stage 2:
Qualitative | N\
Study Stage 3: Arts

based KT Tool| | |

Development Stage 4:
Usability
Testing
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Figure 4.2 Box Linking Evidence to Action

1 Developingarth ased KT strategies that refle
labour intensive, and challenging process. Tensions related to representation, voic
interplays of and between artistic and rastistic forms must be addresseddoilitate
understanding and appropriate development of these tools.

1 Integrating diverse information sources and stakeholder experiences may enhance
meaningfulness and effectiveness of-idsed KT approaches. Strategies should be
developed to reéict understandirgpf the needs of, and knowledge sources used by,
specific stakeholder groups.

1 Inter-professional collaboration across the arts and heal#nce sectors can facilitate
development of evidenaeformed, artdbased KT tools with aesthetppeal.
Researchers considering the utility of drtsed strategies should reflect upon the divg
skills and expertise required to render such an undertaking successful.

9 There is a paucity of literature on developing and evaluating patisMan, visudand
textbased KT strategies. Further research is needed to understand how various
stakeholder groups perceive the attributes oflzated KT strategies across diverse

contexts, and which attributes influence effectiveness.




CHAPTER 5
Paper4: The Development of a Classification Schema for Art8ased Approaches to

Knowledge Translation

Archibald, M., Caine, V., & Scott, 8. (2014). The development of a classification schema for

artsbased approaches to knowledge translaidorldviews orEvidence Based Nursingyl,

316-324.d0i:10.1111/wvn.12053
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The Development of a Classification Schema for Based Approaches to
Knowledge Translation

The emergence of the Evidence Based ikled Working Group in the 198Qcontributed
to the formation of an evidence culture within healthe settings (Guyatt, Drummond, Meade,

& Cooke, 2008; Sackett, Rosenberg, Gray, Haynes, & Richardson, 1996). Since this time,
extensive effort has been exerted to develop strategies, often termeentitars, to facilitate

the use of knowledge, evidence or research to guide the professional practices chealth
practitioners. Such knowledge translatio jdnterventions (e.geducational meetings, audit

and feedback, and clinical practice guide$ have inconsistentlyfected change as desired
(Wensing Bosch, & Grol, 2009). Recogmigy the significant challenges in translating evidence

into health practices globally (World Health Organization, 2010), it is important to develop KT
interventiors that are robust, and call forth innovative methodological approaches that speak to a
wide variety of professional perspectives.

Arts-based KT is an emerging field. Ased KT approaches are increasingly being
investigated as viable and effectsteategies to reduce the knowleetigeaction gap Archibald,
Scott & Hartling, 2014; Scott, BreiacLean, Archibald & Hartling, 20)3As with KT
generally, the primary objectiveofattsa s ed KT i s the fAdisseminati o
knowl ed gres & Bdydelh 2082, p.170). However, altased strategies, specifically those
employing literary, visual, and performing arts, offer opportunities for participant engagement
and embodiment beyond those available with traditional approaches (Lafrerznre 012).
Arts-based KT relies on some similar (e.g., communication), and some distinct (e.g.,
embodiment), processes compared to their norbagsd counterparts. Anchored on these

processes and by their inherently constructivist leaningsbasesd pproaches have potential to
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expand the at times narrow views of evidence that permeate the political discourse dominant
within the evigéncebased practicd5BP) movement (Denzin, 2009). However, as -ddsed
approaches to KT are neophyte in status, ke been done to explicate the mechanisms by
which these approaches function; create common language for classifyibgsatsKT
approaches, or to develop criteria for assessingbaded approaches (Lafreneire & C2R12).
Furthermore, because of themergence asT approackes how context, time and location
influence artdased strategies in health disciplirg@sch as nursindpas not yet been theorized or
studied.

A key feature of this paper is the creation of a classification schema fdyesers KT
approaches, based on two core attributes. These attribuggoécision in key message
delivery and Ip) degree of endiser participation with the KT strategy are integral to theorizing
how context, time, and location shape the use of such ape®aAs the first of its kind, this
classification schema will enable comparisons otlatsed KT interventions in syntheses
studies designed to assess the effectiveness and utility of utilization strategies. It extends existing
approaches to classifiean which have been limited to art form alone (e.g., drawing) or a
process versus product orientation (Boydell et al., 2012). It is not our intention to over simplify
the inherent compiety of artsbased approacheRather, we encourage that key attrilsuaed
mechanisms of adisased approaches be considered to enable the guidance and assessment of
artsbased appurches across diverse settingsis classification schema will be increasingly
needed as arsased approaches to KT proliferate in diverseriptofessional settings and

across cultural and geographic contexts.
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Defining Knowledge Translation

Similar terms are used to describe processes of tramskatd utilization of evidence
(e.g., knowledge utilization, dissemination, research utilizatiimse vary by use
geographically and by discipline (Estabrooks, SEattay, & Winther, 2004), and carry implicit
assumptions about the nature of knowledge (Graham et al., 2006). Notions of knowledge as
research evidence are commonly implied, and ofigarfobjectivity, ationality, and linear
decisionmaking. While many have favored explikitowledge in discussions &fT, this has
been problematized more readily by those in-n@dical disciplines such as sociology and
philosophy (Greenhalgh & Wiering2011). Others still have questioned the appropriateness of
At r an s |taphor atogéthemieg., Davjddutley & Walter, 2008).

Limited views of knowledge not only constr
undermine the utility of forms whideverage other ways of knowing (i.e., arts based strategies)
(Archibald, 2012)A broader view of knowledge includes personal practical knowledge and
experience, as well as knowledge gained through research and professional domains. Declaring
what is meanby KT is essential to promoting clarity and to delineating the boundaries of what
gualifies as knowledge in translational processes, a step too often missed in discussions related to
dissemination (Estabrooks, Thompson, Lovely, & Hofmeyer, 2006). Henefereto KT as the
Adynami c and i tineludastsynthesis, dissaminations exchdmget and ethically
sound appl i cat(Canatiandrfstitukes ad Meblth Regeareh, 2013). However, like
others (e.g., Graham et al., 2006; Greenhalghi&ringa, 2011), we include other forms of
knowledge, such as experiential, procedural, and personal knowledge in our conception and view

translation asnonlinear and cecreative or transformative process (Davies et al., 2008). These
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inclusions align wh the underlying mechanisms of abiased KT strategies and their
constructivist natures.
Schematic Classification of ArtsBased Knowledge Translation Strategies

Arts-based KT comprises a broeghge of forms (e.g., literargance), mechanisms of
delivery (e.g., passive viewing, active participatiand identifiedoutcomes (e.g., knowledge
gain,promoting dialogue). As with traditional interventions, drésed strategies cannot be
treated as homogenous (Improved Clinical Effectiveness through BahaliResearch Group,
2006). Frequently, adisased approaches are classified by form (e.g., drawing, dance); however,
this alone is insufficient. Rather, atiased strategies may be better classified by how they
interact with the local conteXtspecifically, the degree of precision in key message delivery and
the degree of endser engagement required (e.g., passive, active) in their use.

Ambiguity and the individual nature of interpretation are fundamental components of
engagement with the arts. Contrargtandardization and precision of key messages underlie
many traditional KT strategies (Guyat al., 2008 Consequently, there is an innate tension
between the goals and mechanisms of art and the intent of many traditional KT strategies. For
instancethe predominant mechanism of art entails its capacity to elicit cognitive and emotive
abstractions entrenched with meaning for the individual (Rand, 1971). Ambiguity and
uncertainty are paih-parcel with art and the artistic process (Boydell et al.22&isner, 1997).
As such, a central attribute of aliased KT is that interpretation exists on a continuum, ranging
from precise to ambiguous key message delivery. Within this interpretairamuum, attributes
of the intervention and context interagtcreate ambiguity and uncertainty, creating space for
dialogue and change in the easkr. Tensions emerging from the arts and KT intersect differ

depending on the context of their implementation. Theorizing how context, time, and location



shape the apppriateness, uptake, and effectiveness oftaated KT strategies is foundational
to their development.

The degree of endser participation with the KT strategy can also be viewed on a
continuum. The usefulness of this continuum to classifyingteded KT strategies is illustrated
by considering the differences between audience participation in a rebaasththeatre (active
engagement) versus viewing the same production (a more passive endeavour). The active
passive continuum has been used tosdiasrt in general (Dileo & Bradt, 2009). Active and
passive participation has been alluded to through process (e.g., participant involvement) and
product (dissemination) references (Boydell et al., 2012). However, a more nuanced
classification is needdd theorize contextual influences and facilitate comparisons of
interventions across studies.

The degree of participation with an abigsed strategy can obscure the notion of
audience. In this work, we conceptualize audience as any group for whelmasgdsstrategies
are intended to affect a particular outcome (e.qg., attitude change). As su@ydiemceé of
passive artbased strategies favors dissemination (e.g., families reading a storybobk abo
diabetes). In contrast, the audiencdighly partcipatory artsbased strategies often invobthe
audience in the coreation of theartwork which shifts the passive notion @ndusen (e.g.,
persons with dementia participating in aaeative theatre production).

To conceptualize the relationskipetween the precisiaambiguity continuum and the
passiveactive continuumArchibalddeveloped a classification scheofaheir relationship
(Figure 51). The precisiorambiguity continuum is represented on the vertical axis. The passive

active continum is represented on the horizontal axis. The result of this intersect is a
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representation of four quadrants of dreésed KT strategies, necessary to theorize how context,
time and location influence such strategies.
[InsertFigure5.1 about here]

Arts-based KT strategies in quadramteconvey precise messages but-eisdr
involvement is passive in nature. An example of a quadragsgtrategy is graphic storyboards
with explicit key messages. Artsased KT strategies in quadr&nwb convey precise messages
but through activearticipant involvement. A quadraiwo example includes participatory
theatre with key message summaries. Quadnaeestrategies have ambiguous key messages
that are not explicitly conveyed. Their purpose rhayo foster critical dialogue or elicit an
embodied experience to provoke questioning of assumptions, such as through--tesssaich
dance productions. Like quadrahtee quadranfour is characterized by ambiguous key
messages but participation is e in nature. Viewing a research based abstract art installation
is an example of a quadrdour strategy.

These categories are not absolute. For instance, quadrant one strategies may incorporate
elements of participation, such @mponents ofole-play during a health theatre production.
Such a strategy would trend towards the participation axis, but would lack the embodiment that
full participation would enable (quadramio). Yet, in recognizing the complexity and diversity
of artsbased strategiethe quadrants facilitate theorizing of how each broad category may
interact with contexts of their delivery, and in some cases, their creation.

How Context, Time and Location Shape ArtsBased Knowledge Translation Strategies

Existing research synthesefsartsbased approaches tell us little about the influences of
context, time and location on attased KT strategies (e.@oydell et al., 2012; Fraser & a

Sayah, 2011). This may be attributed, in part, to insufficient reporting of these components in



primary research studies. Other contributing factors include a lack of attention to these details
when extracting data from primary research studies and deficient reporting in synthesis efforts.

For example, Boydell and colleagues (2012) conductedprgroeview of artdased
health research and included drssed KT and dissemination studies. Although a useful
contribution, the authors do not describe the context, timlecation of the primary studies
using artsbased KT strategies. They providmst information about audience, and although this
is a central component of dissemination activities, it is alone insufficient (Canadian Insfitutes
Health Research, 2013). Similarly, in their systematic review obaded methods in health
researchfFraser and al Sayah (2011) identified seven studies that usédsets dissemination
approaches, but did not attend to issues of context, time or location. Notably, Fraser and al Sayah
(2011) include a section on context in their findings; however, amlyence and disciplines
were mentioned in this section (p. 138).

Interestingly, neither Boydell and colleagues (2012) or Fraser and al Sayah (2011)
identified a need to better understanding how context, time, or lochtage artbased KT
strategied core elements of neartsbased KT. Instead, the authors identified a need to attend to
ethics and evaluation in aftsed researctvhich we suggest is intimately related to contextual
influences. Both reviews focused extensively on the artistic foriehingeroducing or
disseminating knowledge. An over emphasis on artistic form at the neglect of participant
engagement (i.e., passive or active) and interpretive ambiguity (i.e., precise or ambiguous) may
hinder understandings of how context, time and lonathape artbased KT strategies. Notably,
similar issues are encountered withr a d i KTiintenventiodso evidenced by such
st at e mpassiveseduaional interventions, such as written guidelines, lectures, and

conferences, arunlikely to chage behaviowwr ( Wensing et al ., 2009,
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guideline, lecture, or conference is suggested to be less important than the degree of participation
with such an interventiorsimilarly, classifying artbased KT strategies by form alone riskatth
approaches within a particular genre willfigeouped togetheror synonymised without
acknowledging important differences.
The Influence of Context on ArtsBased KT

The context in which KT strategies are employed is profoundly influential, yet the
mediansms by which context exerts itdluence has historically received little attention
(Dopson & Fitzgerald, 2009; McCormack et al., 2002). Recent advancements have been made to
explicate the interrelationships between aspects of context; howeverrntleoreept of context
varies extensively (Dopson & Fitzgerald, 2009; Kitson, Harvey, & McCormack, 1998). As such,
how context is conceptualized changes perceptions of its influence.

From a healtltare professional oriented perspective, culture, leadeship
measurement are three elements characteristic of the complexity of context (Kitson et al., 1998).
Culture is something that an Aorganization 1is
(McCormack et al., 2002%cottFindlay and GoldeBiddle (2005) differentiate between culture
as organizatioand organizational culture as a variable influencing organizational effectiveness.
Leadership relates to a | eader 0s ,fdémoaatcsf or mat
decisionmakingandempwer i ng approach to teaching, | earn
(McCormack et al., 2002, p. 99). Measurement, or evaluation, refers to feedback on performance
using multiple methods and information sources. Importantly, the three components of context
(culture, ladership, and measurement) identified by Kitson and colleagues (1998) and extended
by McCormack and colleagues (2002), are conceptualized within an institutionalized framework

consistent with the historical focus of traditional KT effoKsthari & Armstrong, 201}). As
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such, scant research or dialogue exists on the influence of these elements on KT in non
institutionalized settings or of an atiased nature. The potential influences of select meso (e.g.,
hospital organization) and micro levels (e.g.,ichhsettings) on artbased KT strategies

warrant investigation.

Organizational features such as formalization, interconnectedness, size and centralization
(Rogers 1995 influence innovativeness and plausibly the use and effectiveness-basets KT
strategies. Care unit complexity and volume of clinical work relate to these elements (Dopson &
Fitzgerald, 2009). From a structural perspective, how particular units are organized to attend to
complexities of care, the resulting hierarchies and communicp#itierns, and staff
compositions may significantly influence the use and effectiveness dfaatsl KT.

For instance, hierarchies and communication patterns reflect existing power relations
which exert stifling or empowering effeats individualswis i ng t o atrategiesinovel 0
(Dopson & Fitzgerald, 2009). Alternatively, there may be utility for-based approaches in
contexts with rigid hierarchical structures or suboptimal communication pstees these
entrenched behaui® and social structas may be difficult to recognize and illuminate using
nonremotive KT strategies. Extrapolating from literature on organizational barriers to change,
institutionalized settings charactezdby highly routinized behawi® and rigid hierarchal
structures andommunication patterns may be less open telased KT interventions that
disrupt these practices, such as the participatory strategies located in quadramtdree
(Figure 5.) (Straus, Tetroe & Graham, 2009). Social structasstimed by professial groups,
specifically hierarchal nursing structures andonomous physician practices, and work
structuresspecifically continuous nursing care versus episodic physician care, are contextual

factors influencing the use of research in particular (Tgson, Estabrooks, Scdkinlay,



Moore, & Wallin, 2007). Such features may also shape the use and effectivenesbadeults
KT strategies.

Beyond organizational features of contemdlividual barriers to behavichange,
disciplinary variations relatei KT strategies and characteristics of intendedus®ts may
shape artbased KTIndividual barriers to behavi@hange and individual determinants of KT
have been studied extensively from a clinietaiented perspective (Estabrooks et 2004,
Strats et al., 2009)Knowledge, attitudes, and skills of clinicians are commonly identified
determinants that could influence the use and effectiveness-tleadd KT strategies.

Attitudes toward artsbased KT are influenced by the EBPvament thaemerged in
the 1998 (Guyatt et al., 2008). EBP critics often concede that evidence is narrowly conceived of
as research and that other forms of evidence and knowledge, such as those derived from
gualitative inquiry, are devalued (Holmes, Perro/D& By r ne, 2006; Wall , 200
EBP movement influences the attitudes of heedite professionals and the general public
towards evidence and research. Such influences foreseeably inhibit or enhance the perceived
acceptability of artdbased strafgies.

For instance, EBP proponents focusing predominantly on research utilization may be less
likely to use, or accept, ambiguous artssed KT strategies (e.g., quadrahtee or four
strategies closest to tgexis). This is because precise delivefyesearch evidence is difficult
to accomplish through such approaches. However, they may regabasets strategies with
precise messaging (e.g., quadramte or twoclosest to the y axis) more favorably.
Alternatively, healticare professionals whaterpret the EBP movement as unnecessarily
constraining, offering a limiting view of evidence, may regard-laatsed KT strategies positively

and be motivated to e mpl-lmyeddisseenmationrstraiggicaard i c e .
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drivinganimportans hi ft i n our understanding of what co
p.2). Such a statement suggests positive regard febasesd KT strategies in relation to broader
issues, such as dominant views of evidence that shape health researchumiteehaviors.

The selection and effectiveness of KT strategies differs by profesoit et al.2012;
Thompson et al., 2007). Outcome selection differs by discipline, with particular professions (e.g.,
occupational therapy) favoring process vadgealio determine intervention effectiveneSsdtt et
al., 2012) As such, there is a strong basis to infer that the extentavfliciplinary team
involvement (a component of context) will shape the use and evaluation-based KT
strategies.

Historically, the majority of KT interventions have targeted heedtte professionals in
institutions (Wensing et al., 2009); however, drésed KT may be useful for natinician
groups in nofinstitutional settings. For instance, participatory commubéged research and
integrated KT may be well suited for norstitutions. The Canadian Institutestééalth
Research (2013) defines integrated KT as those dissemination activities involvingessd
throughout the entire process. The context of certaiAmstitutionalized settings, such as
communitybased support groups, may enable participatory strategies, such as those in quadrants
two and thred€Figure5.1). This may be related to organizational features, such as decentralized
decsionrmaking or reducetble formalization (Roger4,995. Furthermore, the degree of
interpretative ambiguity deemed acceptable is intimately linked with characteristics of the end
user group. As neimstitutionalized settings are more likely to target+atinician groups, the
intended outcome of artsased strategies will likely differ.

For instance, consider that community members desire to challenge stigma surrounding

mental illness. This may be achieved throughchafjlet ng communi t gper@ng s u mpt i ¢
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up space fodialogue best accomplished through abtased KT stratgies (Boydell et al.,
2012).ASpace for dialoguecan be leveraged through participatory approaches that foster

ambiguous interpretations (e.g., quadthn¢estrategies with no key message sumnsyrikn

contrast, ambiguity in interpretation is likely less acceptable in institutionalized settings where

precise key messaging is required (daygeting prescribing behavg). Selection of quadrant
and artshased KT attributes need to be outcatependent

The Influence of Time on ArtsBased KT

Time is integral to the diffusion process asdn acknowledged barrier to the knowledge

and research utilization behavsoof healthcare professionals (Legare, 2009; Roge@85. As
a concept however, timig rarely described in the KT literatufilsson Kajermo et al., 2010).

Clarifying what is meant by time, awlifferentiating between physical and perceiviete has
been suggested, as these differ and influence research utilization behaviors inveagsnct
(Estabrooks et al., 2008; Nilsson Kajermo et al., 2010). Relatedly, time pressure and
organizational slack significantly influea research utilization behavsoand likely, arthased
KT strategies (Legare, 2009; Thompson et al., 2008). Time peessamperceived lack of time
to complete tasks. Organizational sl ack
or gani z dalR)iamdns@ component of organizational innovativeness (RA§93, As
such, time is viewed as a resource in thssussion.

Time is a dominant factor influencing
Ti me has consistently been identified as
studies conducted over various time periods and regardlge®gfaphic location (Nilsson

Kajermo et al., 2010). Although the influence of time on-based KT strategies has not yet
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been explored, evidence of geofound bearing on the research utilization behaviors of
professional groups provides insight into its potential power.

For example, highly collaborative attssed dissemination strategies (i.e., quadrants
three or fouy may require more time and engagent tha nonrcollaborative approacheas
such, one might postulate a directional relationship between perceived slack time, time pressure,
and uptake of artbased strategies. For instance, institutional settings with high time pressure
and low organizigonal slack may favor less participatory and prescriptivelzased
interventions (i.e., quadranohe over ambiguous, participatory strategies (i.e., quadnaed.

Time of day, intensity and duration of delivery are important factors influencing KT
interventions as seen in the WIDER recomnagioths for reporting of behaviehange
interventions (Michie, Fixsen, Grimshaw, Eccles, 2008recht, Archibald, Arseneau & Scott,
2013); however, as little is known of their direct influence, exploring how tam constrain the
form and delivery of artbased dissemination strategies warrants investigation.

Final time related considerations pertain to evaluation, sustainability, and reporting of
artsbased KT strategies. Indedohwto evaluate these approastend using which criteria are
perennial issues in the field of atiased research more generally (Barone & Eisner, 2012;
Leavy, 2009). The time points at which to eva
require further investigation (Davi€sEdwards, 2009p. 169, additional research is needed to
determine the appropriate time iphasedikKl s t o del i
strategies to maximize thesffectiveness with various endgers in diverse settings. Regarding
KT intervertion reporting, the relevance of time is implied within the WIDER recommendations

(Michie et al., 2009)Here it is ecognizedhattime related concepts of intensity and duration
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influence KT intervention integrity. Similarly, reporting intensity and taraof artsbased
interventions is necessary to promote understanding of their influence.
The Influence of Location on ArtsBased KT

Location impacts KT intervention adoption and effectiveness (e.g., Michie et al., 2009).
Hospitals commonly are complexstitutions charaerized by centralized decisianaking
structures that can impede innovation. Specific hospital units or departments vary extensively,
demonstrating the power of context. Generally-batsed KT strategies of a pagsand precise
nature(quadrant oneare most likely to align with values of EBP that permeatec2htury
medical ideals. As many traditional KT strategies have inconsistently achieved intended results
pertaining to professional behavior change (Straus et al., 2009), thisagatively influence the
development, use and acceptance oflaatsed KT strategies in hospital settings.

Communitybased KT refers to those strategies occurring outside of the hospital context.
Comparatively, communitpased KT has received little @tition and more work is needed to
determine if processes related to institutional KT are applicable tinsbtutionalized settings
(Kothari & Armstrong, 2011). Nahospital and communitpased facilities are more common
locations for artdased KT implmentation (e.g., Boydell et al., 2012; Fraser & al Sayah, 2011).
However, the influence of location on the development, implementati@ffectiveness of aHs
based strategies is impossible to determine due to deficient reporting of these detailarin prim
research and syntheses studies. In studies wheyieaadl KT strategies were used and
evaluated in diverse settings, such as inpatient units or universities, data were not analyzed
independently (e.g., Colantonio et al., 2008). As such, existingrdsdoes not enhance
understanding of how location shapes-adsed KT. As with nofartsbased KT, locations with

high patient acuity as encountered in intensive and acute care units may frequently possess



centralized desion-making, routinized behavigractices, and frequent change, all of which can
hinder receptiveness to innovations (Rogee85.

Context and location should be considered active ingredients that influenbasets
KT.Weagreethta fiany wuseful i nt er ipletet.anteiplaybetweenthe. mus
empirical eements within the composition .a.s we | | as the context in
(Barone & Eisner, 2012 p.113). Assumptions and experiences of individuals, previous
organizational and institutional prams, and broader contextual influences shape the
interpretation and ultimate acceptance of-Betsed KT strategies. As such, discussions of arts
based KT should occur in tandem with the context, time, and location in which they are
developed and implemesd.

Effectiveness and Future Considerations

The notion of effectiveness can be particularly problematic as it relates-traaets
strategies. The degree of expertise required when using arts in research and which criteria, if any,
should be used to elvate artsbased strategies is a contested issue in thediedsbased
researct{Lafreniere & Cox, 2012). As with artsased research, the integrity and soundness of
the artistic aspects of KT strategies exert a forese@alpact on the potential given strategies
to affect change as desired. It is therefore prudent to consider the quality of-thesards
approach when considering the effectiveness of the strategy.

Effectiveness cannot be regarded in isolation of context,-sodiioral factors,
mechanisms (e.g., passive, precete), or enduser characteristics. Exploring the interplay
between these elements can provide insight into if and how complex strategies (i.e., arts based
KT) affect change (or not) or call forth the intended outcof@éark, Macintyre & Cruickshank,

2007). This interplay may be particularly relevant to strategies with pronounaedato/e
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components, such as participatory approaches. Assessing the processual natdbasddrts
strategies is an integral aspettteeir evaluation (Pawson, 2012nd may foster understanding
of processes and outcomes unique tolaatsed strategies (e.g., empathetic understanding).
[Insert Figure 5.2 about here]
Conclusiors

Arts-based KT is rapidly gaining momentum across disciplamesin diverse settings.
With this growing popularity, there is a need to understand whictbasesd KT strategies are
effective for whom and in which settings if these strategiesaaffectchanges in behavip
knowledge and attitude as desired. Hogreeurrent approaches to classifying drased KT
strategies are insufficienvhich hinders comparisons across interventions and evaluations of
effectiveness. Classifying astmsel KT strategies by the degreg (d precisionin key message
delivery aml (b) active or passive participation may foster more robust comparisons and
understandings, a necessary foundational step for this emerging field. Extrapolating from the
broader literature base on KT, abi@sed researchndartsbased KT, we identify ge
underlying mehanisms of artbased KTwhichthe first author 1. Archibald) classifies into
four quadrants using a visual schematic. This classification system may be useful for
categorizing artbased strategies, ranging from those focusedissemination to those
incorporating more careative processes; facilitating comparison across studies in relation to
contextual, time and location related influences; furthering emerging discussions pertaining to
assessing adsased dissemination and-creative strategies; and contributing to a common
language needed to advance these methods (Lafreneire & Cox, 2012). Existing evidence
syntheses on artzased KT insufficiently report and explore how context, tiamel location

shape such approaches. Hoer as context, timend location shape traditional KT approaches,



these influences warrant equal attention in the context ebastsd KT. Further research and

reporting is needed in this area.
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Figure 51 Classification Schema of ArBBased Knowledge Translation Strategies
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Figure5.2. Box- Linking Evidence to Action

1 Arts-based approaches to KT have potential to expand what counts as evidence
discourse that permeates KT and EBBsign and evaluation of attesed approache
to KT should therefore consider the range of knowledge and evidence leverageq
such approaches, and report and reflect upon whose evidence is captured throu
strategies.

1 Although many health intervanhs and translational efforts are highly context
dependant, the complex interplay betweenbatsed KT, context and user
characteristics is particularly pronounced. Artssed KT should be considered in
relation to these factors, and not treated as hemmgs strategies with inherent pow
to affect change-aontextually.

1 Understanding the mechanisms of drésed strategies is in many ways contingent
detailed reporting of their core mechanisms and attributes. Asiadohduals
conducting researah this domain are encouraged to report how precisely key
messages are delivered and the degrees of augpanoapation enabled through the
approach. Further research is needed in this area.

91 Degree of precision in key message delivery and extent ti€ipation with an arts
based strategy is highly context dependant and likely to affect identified outcome
instance, highly participatory strategies may promote empathetic understanding
embodiment and may be more aligned with attitudinal chdrageknowledge gain. A
such, outcomes should be considered in relation to context, but also to the mech

underlying artdbased approaches.
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1 Assessing the quality of arbmsed strategies is difficult and contested in the field ¢
artsbased researchare generally. However, the quality of an dvesed approach is
likely to impact its outcome. Although the mdtamework devealped by Lafreniere
and Cox (201Pmay provide some insights, more research in this area, specific-tq
based KT, is needed.

1 Further research is needed to understand hovbastsd KT affects change in
particular audiences and contexts. Research into which process outcomes and
pathways are pertinent for specific strategies, populations and contexts is neede

using a variety ofesearch methodologies and designs.




CHAPTER 6: CONCLUDING CHAPTER
Overview of Findings

My dissetation focused on developingoatientdriven artsbasedknowledge translation
(KT) tool to address the information needs of parenthitddrenwith asthma. In my work, |
uncovered twaurrent limitationgn the research litature,namelythe need to jlbetter
understand and address the information needs of parestisdrenwith asthmaand (I) develop
a strongeprocedural and theoreticahsis for artdbased KT approaches, particularly for
communicating health information to ntwealth care professionals such as pardifis.
combined findings from this dissertation contribute substantively setlemainsin this
concluding chapter, | puide an overview of the knowledge contributions that emerged from the
four dissertation papers relation to thesareasl! furtherdiscuss theelevanceof this
dissertatiorto nursingand KT sciencanddescribeassociatedtrengths and lintations ofthe
dissertation. | conclude Hyighlightingareador future inquiry.
() Information Needs of Parents ofChildren with Asthma

Understandindnow theinformation needs of parents dfildrenwith asthmaare
approacheth contemporary literature wésundational to the knowledge contribution provided
through this dissertatiols such, conducting a staté-the-science review of the literature to
ascertain how parentso i nfor mat ntextofchildhealls have
asthma was an essent#p; no previous literature review had been conducted in this content
area. Through this wortpaper oneArchibald & Scott,2014) | discovered rigorous research
relevant to parent s o fehdhoodasterméege Bergeenal, 2004 n a g e me
Halterman et al., 2006¢00s, Kitzman, McMullenSidoraArcoleo, & Anson2005; Yoos et al.,

2007) | extractedand synthesizemhformation pertaining to the information needs of parents
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many of which reflectetiealth care providdHCP)and medical orientatioradigned with the
professional model of asthma managemantimes,authors acknowledged potential differences
between lay and professional models of asthma management in importasualeas symptom
representation (e.gY,00s et al.2005) This was infrequent anekplicit research on parerds
understandingiof their information needs was lacking

| attendedo this knowledge gaim paper twaand conducted the first qualitative stumly
parentso i nfor mat i o nAraniball dCainej Ati, Hartling & Scbto20¥ a st hm
Findings from this paper illustrated that pardotend it challengingo identify what they did not
know about childhood asthmAs a result, parents expeesl both unmet information needs (i.e.,
information deficis identified by parents) and demonstrated pervasive information deficits (i.e.,
areas where further learning was needed but was not recognized by parents).

While the information needs reflectedpa nt s6 per spectives, the i
reflected a more professional perspective of asthma managamggéstinghata tension may
exist between these two perspectivEsis alignswith previous researaflemonstratinghe
di fferences bet wilhessrepreSeRtatians childippadrasthmiDaidharme,
2012;Yoo0s et al.2007) Similar misalignmensg betweeriay andmedical moded of asthma
management (as captured through national guidelines et detieed)een documented (Yoos et
al., 2005)andmay be reflected ip a r eancbumté®f learning about and managing childhood
asthmaErroneoudpeliefs about the nature of asthfeag, the absence of symptoms equates to
the absence of disedseaycompoundootental misalignments (Ducharme, 201Zhe tensioa
bet ween par entsaddinkightinioltheidepminglnestdseunderlyipgrental
beliefs abouasthma as an acute conditiwhich conflict with medical views of chronicityand

parents desire famotional support beyond that received during many HCP visits underscores
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that a more holistic approach to communicatieglth information to parents may tarranted.
Thesefindingsshednew light on existing literaturend suggedhat educational approachibsit
integratep a r eandt HCB&perspectives mafpreseeably bring these into closer alignimen
Embedding research evidence with concrete examples from pagrpésiencefn a manner
alignedwith adult learning principlesiay alsoenhance the problegentered and personalized
nature of the evidencegsented, thereby increasingpesrceived relevance and usefulness for
parents (Merriam, 1996).

One keyfinding from this research was that ihéormationneeds and deficitsf parents
often persisted ovdéime. How parentdearnedabout childhood asthma wastimeshaphazard,
mirroring the findings from the literature review (papee). Recognizing information needs
wasfrequentlypromptedby day-to-daysituations and associated emotions (e.g., needing to feel
comfortablg, andparents infrequently identifiegiaps in propositional knowledgmtil theywere
explicitly asked These finding$ed me tareflectthat not all information isegarded as equad
theeverydaymanagement of childhood asthirad particular information deficits were less
identifiable For instance, using an inhaleasa necessary and recognizainiformationneed
for most parentdikely facilitated by the realife challenges of meaging asthma datp-day.
While this underscorete influence of adult learning, it also reinforces the cyclical relationship
between tacit, experiential knowledge and propositional forms déerge (Fitzgerald &
Dopson, 2009

Anotherkeyfinding from this workis thatmanyparents struggled with the education
receivedrom HCPs whichnegatively impacted themanagemenrdability. Asthma was

commonlyregarded as an acutather thara chronic, respiratory conditipwhich reinforced

findings from paperondf hi s perspective mediated parents®o
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management decisiorend highlightedhat childhood asthma management extends beyond the
realm of propositional and procedural knowledgel d r e s si ng m@@outthertatsréofb el i e
asthma through education is also needed.

Comparing the major findings from the literature review (i.e., information needs
taxonomy) and the qualitative study (i.e., hierarchy of information needs) with dominant
perspectives from thesearch literature generdtenportant insights into the evolution of my
thinking on parentsinformation needs, and the higher degree of inclusivity forwarded through
the patierddriven approach taken in this dissertatfdable 6.1) The initialinformation needs
taxonomycreated through the literature revisxcomprehensivandbroad;the hierarchy of
information needs derived from the@alitativestudy can be effectively mapped against these
categories. However, the initial taxonomy does notrefllatpe nt s 6 capacity to i
needs and/or deficits over timad in comparison to the information needs hierarchy, it

generally les specific, process oriented, and paffectised.
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Table 6.1Comparisorand Brolution of Parentalnformation Needs

Categories of
Information
Needs from
Literature
Review

Subcategories of
Information
Needs from
Literature Review

Corresponding
Information Needs from
Qualitative Study

Canadian Pediatric
Asthma Consensus|
Guidelines &
Summary

(Becker et b,
2003;Lougheed at
al.,2010)

Analysis of
Cochrane
Systematic Reviews
& Meta Analyses
(Brouwer & Brand,
2008)

Asthma Basics

Pathghysiology

Knowing about asthma
(Level IV)

Description of
asthma

Description of
asthma& causal
mechanisms

Contributingfactors

Nature of disease

Mediating Factor:
Beliefs about the nature
of asthma

Symptom Recognizing Severity - -
recognition (Level 1)
Treatment ST&LT Prevention versuerisis | Methods ofcontrol | Treatment&
Modalities medications orientation adherence
Mechanisms (Level III)
Adverse effects | Knowing about asthma | Description of Description of
(Level IV) asthma asthma
Administration Acute Managemeht Inhalation Inhalation
technique Inhaler Use technique technique
(Level 1)
Myths MediatingFactor: - -
Beliefs about the nature
of asthma
When to use Acute Medication -
management/inhaler usq Adherence
(Level II);
Mediating Factor:
Beliefs about the nature
of asthma
Coping Dealing with Mediator: Interactions | Continuity of care | -
(including self | emotions, worry | with HCPs
efficacy) & uncertainty Avoiding triggers
Written Asthma
Written asthma | Prevention versuerisis | Action Plan
action pgan orientation
(Level 111)
Medical When to seek Recognizing severity - Treatment
Expectations treatment (Levell)

Acute management

(Level II)

Comparing the educational emphases of quality asthma resources (e.g., asthma consensus

guidelines; meta analyses of Cochrane reviews) with the dissertation findings underscores the
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comprehensive understandinigo par ent sd6 i nf ormation needs gene
While existing asthma guidelines and reviews (e.g., Becker et al., Bif)Byer & Brand, 2008

highlight many foundational components of asthma education, important information needs and
deficits related to the nature of asthma, acute versus preventative aspects of management, and
recognizing the severity of asthma symptoms are underemphasized. The mediating potentials of

HCPinteractions, including supportiaspectsare more thoroughly reflesdin the present

research.
Terminology is an i mportant component of e
2009)Whi | e the information needs taxonomy (pape.}

terminology than is the hierarchy of information needs (paper two), the language employed in
the asthma consensus guidelines is particutadglical and unreflective of pareatsrminology
The initial taxonomypaperonevas created from a research synt
of participantsd information needs from both
information needkierarchy(paper twowasdervedd i r ect |y from parentsdo d
researchers interpretations stemgiirom these descriptions. Efforts were taken to ensure
parentéterminology was used to describe the informatieeds; this may enhance the
personalized nature of the KT intention, promot@alignment between HCP and parénts
understandingsandheightenresonance with the artsmsed approach (Barone & Eisner, 2012
O6Conno)y, 2009
(I1) Procedural and Theoretical Basis forArts-Based Knowledge Translation

The tensions disceed in papers one and two (e.g., lay versus medical perspectives on
asthma) were reflectad the artsbased KT tootlevelopedByY integratingquality evidence

about childhood asthma managemfeoin various sources (e.gystematic reviewsandomized
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controlled trialspational asthma guidelines r eput abl e websites) wi
experiences, information needs and deficitg,intent was to createresourcehat is usable,
accurate, and relatabier paents Independently, health researday notalign with parents
beliefs, needs and perspectia®ut asthma and itleanagementrtistic methods of
representingxperiences ancommunicatingnformation carmitigatesome of these tensions by
validating parent¥perspectivesind beliefs while providingformationaligned with medical
convention.Theapproach taken in thdissertations an innovative and new way of providing
information to parents; no comparable tool has been developed in this population.

My researcladvances artbased KT througprocedural and theoreticlahowledge
contributions. At the procedural level, my wagrtovidesneeded information about the process
of developinga patientdriven multimodal artbased KT interventiorLeveraging the
communicative poweof the arts is particularly underexplored avenue fetayinghealth
information.To date, pocesses associated withveloping such a tool, including the requisite
skills and potential challenges associated with iptefessional ctlaboration, are relatively new
and emergingl add substantially to this emerging knowledge bagmaperthree(Archibald,
Caine Ali, Hartling & Scott, 201%. Theprocedural guidance offereiacluding theexploration
of challenges faced amdsultingstrategies employedan be adapted for usevariouscontexts
and represents a significant contribution to the emerging field

In addition,| provide a substantive theoretical contribution to the fieloaper four
(Archibald, Caine & Scott, 2014yvhich signifiesthe theoretical backbone for my thinking
around artdbased KT In the arly stages othis conceptualizatigri focused or{l) the artistic
form employed tol() communicate evidendbatincluded, but was not limited to, research

findings. Havever, | begamealizingthatdiscussing artbased KT byartistic form alone is too
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coarse a classificatip it fundanentally negatednportantcomponent parts of antervention
(i.e., those aspects which are distinct from but contritautiee whole ofin intervention)Clark,
2013). Reflecting upon which aspects of an dvésed approaatontribute to itdotality assisted
in theorizinghow thedegree of participation and extent of precision in key message dehgery
two componentsunderpinartsbase KT interventionsBased upon this thinkingd offer a
conceptualization of the mechanisorglerpinning artdased KT Theclassificationschema
producedsignificantlyextendscurrentthinking, which isgenerallylimited byform-based
classificationsalore (e.g., draving, theatre)andconflates norarts based and astmsed
components of the interventions (e.g., Rieger & Shultz, 2014). While there has been
comparatively little theoretical development in the-bdsed domain of KT, this dissertation
contributes by challenging emerging mainstream conventions and offerumgfang perspective
for developing and categorizing attesed approachéssed on meaningful criteria.
Distinguishing the componen{s.g., participatory, neparticipatory)contributing to artsbased
KT interventiongenders these aspects researchable; as sigkdrkmay assist iriuture
theoretical development amésearch regarding thuse and effectiveness of aldiased strategies.
Relevance to Nursing

My dissertatiorreflects a creative and holistic response to a practice praibiginms
relevantto but not limitedtonur si ng. Il dentifying the misalignr
current educational approaches and developing an emotionally and communicatively responsive
method with the aim of addressing this misalignment reflects a pagetéred and whole
person orientation to research and care providibainterpretive descriptiofrhorne,2008)
approach (paper two) and the drtssed orientation (papers three and four) reflect a

methodological alignment with these perspectives and valties my dissertation resultéd an



interventionwith a high likelihood of being clinically usealifean immrtant contributiorto
knowledge guided by this interpretive methodology

Clinically, my work has the capacity to inform nursiagd health carpracticein
childhood asthman apersoncenterednanner Understanding parer@sformation needs
provides neded insigtg for HCPs working with these populations arglan integral component
of providing safe, etbal, and competent carBeveloping the artbased KT tool based on an
understanding f par ent so6 per s poudedast®sfouadatbnferaper i enc e
accessible, engagingnd relatable educational intervention for paredtece evaluateoh future
researchthis intervention may ba usefulresource for HCPs working with parentscbfldren
with asthma irdiverse practice settings

Nursing has long history of alignment with the arts and artful practice, including
valuing knowledge beyond propositional, codified fergirchibald, 2012 Cloutier, Duncan &
Bailey, 2007; Darbyshire, 1994The understandinthat various knowledge forngs.g.,
empirical aesthetic, ethicagndpersondlinform nursing has been foundatamo much
theorizng andnursingscholarshigArchibald, 2012 Carper, 1978 Arts-based approachese
wel |l aligned wiontwih holigtic gractices arsl vaduing of rhule@orms of
knowledge Developing a patiendriven artsbased KT tool representsgnergistic mtegration
of theseknowledgeformsandsignifies a holism of knowing in nursing (Archibald, 20IR)is
educdional approacHocuses ompersonalizingand facilitating €arning rather thadidactically
teaching econtextual informatiomndis thereforeconsistent with these tenets
Relevance to Knowledge Translation Science

Theartsbased and patieqlriven approachundertook irthis dissertation makes a

notable contribution to KT science. First, this dissertation makes a substantive methodological
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contribution to developing and underddarg artsbased KT strategies. Papibree outlines the
process of developing an atiased KT tool for parents based on two previous stages of research
(i.e., literature revievandqualitative study)This approaclreflectsthe orientation necessary to
establishing a community of scholars imstheld, while promoting scientific discourse through
nonproprietary sharing of methodological innovation. The Hpt@fessional perspective
employedprovided needed dimension to the study of Kilhich hashistorically focusd on
HCPsin institutionalized settigs (Kothari & Armstrong, 201yhile offering little procedural
guidance for developing artsased KT approaches. The theoretical contribution provided in
paper four, namely, the creatiah the Archibdd Classification Schemi@rchibald et al.2014)
enables a new perspective ondrased approachdsatcan stimulate further theorizing and
crosscomparison of artbased interventions as they continue to emerge.

Arts-based approaches to KT can challenge epistemological hagemdextend
perspectives of what counts as knowledgientdriven approaches may be particularly
effective at redistributingthe emphasis from empiricalipoted sources of knowled¢e those
sources valued and usedgmtients Communicating &alth informatioris democratized when
individual®perspective andpersonaknowledgeare legitimizedandwhenknowledge sorces
not generally regarded as scientifically rigorbusareuseful tostakeholderge.g.,experiences,
websites)are integratd. These perspectivesay encourage questioning of powabalances
embedded in discourses of knowledgeticing questions such a0 decide what knowledge
is valued in KT.

Strengths and Limitations
A significant strength of my dissertation is the lgibaof contributiorto understanding

parentdinformation needs childhoodasthmaand to the procedural and theoretical basis



artsbased and patienlrivenKT strategies fonon-HCPs Strengths and limitations related to
representation, methodology and design are also discussed.
Representation

Sampling. In the qualitative study (paper twd)sampled fronthree diverse recruitment
sitesin order toaccess a range of participantshwairious information needs, experiences, and
stages of the asthma trajectoffis contributel to robust data and allowddr comparisos of
parental groups, based on time since diagnetsvever, as | was using these data to inform the
development of an artsased KT tool for parents beyond those who participated in the
gualitative study, | encountered a tension between representing the experiences of a few in a way
that would resonateitih many.

| combinedpurposive and convenience sampling techniques to access diverse participants
for the qualitative study (paper two), giving rise to poters@hplingbias. The numerous factors
influencing@r ent s6 deci si 0ns captoredsnebglaltative stuedy. me nt ar e
collected data at orgme pointand using one methpdhich limited my ability to ascertain how
parentso i nfor mat i oamdthe scepe and deptaaidpldsthg over t i me
observation and HCP intervievia ingancewould have provided a more contextual
understanding of parentsd i nf orHGRdHowever, thee eds a
study highlighted these relevant domains for future inquiry while substantially contributing
knowledge to understandipga r ent s6 i nf or mati on needs.

Fathers are underrepresented in the qualitative spagpeftwo). However, the intent of
the sampling strategy and study was to capturelifeahanagement scenarios of parearsd
mothers dominatethis samplelt is common for mothers to assume the role of primary

caregiver for a child andsasuch, the underrepresentation of fatheay reflecta common
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experience in the everyday management of childhood ag@onhani, Asadi, & Mohsenpour,
2012) As | discuss in papehree, | grappled with how to represent fathelnen developinghe
artsbased KT tool given their underrepresentat©@ommitting tostayingtrue to thedata helped
to reconcile this challenge. Investigators exploring performance based disseminategiestr
have reported similazonsiderations (Rossiter et al., 2D08lthough there is no clear way to
address these tensions, they serve agiat purpose in adisased KTnamely,to critically
examine what ibeing representeahd omitted¢hrough theartistic form.

Artistic Form . Form and representation are inseparable and invariably influence
communication and understanding (Barone & Eisner, 2012). Using narrative and visual arts
based forms of representation simultaneously liberates and consteingng. Emotive capacity
and resonance are enhanced through various artistic devices used inlhsedtKT tooin this
dissertationsuch as firsperson narrative, character development, and-seatistic character
portrayals. The use of theseeative devices to extend representation, aid communication and
understanding is a notable strength of this study. However, given the complex context of
childhood asthma managemenisedartistic representatiom a manner that promatelear
messagin@f health informatiorand reduce ambiguous interpretation. Thigecisekey
message delivery may .Assuchihoseséeking talewvtlopot ow doseo
understand more interpretative artniay, such as dance theatrebased KT(e.g.,quadrans
three or fourArchibald et al., 2014)may find that aspects of this dissertation are less relevant,
given the extensive variation between these artistic modalities.

Methodology and Design
Notable strengths of this work are fm®nounced methodologitalignmentandthe

generative interplay between the substantive and methodological aspectdis$éhiation. For
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instance, using qualitative data to inform the development of thbasesl KT tool is well
aligned with the clinical orientation emphaeilin interpretive @scription(Thorne, 2008).
Considerations related to the context of childhood asthma management influenced thinking about
the mechanisms of artsased KT more generallfacilitating conceptualizing and refinirtbe
classificationschemgpaper four)This clinicakmethodological interplais akin tothedouble
helix analogy(Medlinger & Cwikel,2008)wherein two diverseesearclperspectives contribute
synergistically to new understandings and research directions, while divargingtersecting at
different time points.

| did not evaluate the usability effectiveness of the artsased KT toh which may be
considered a limitatiarHowever, the extensive processrderventiondevelopment and
theoretical exploration executedthis dissertation rendered such an evaluation unfedsible
the proposed timefrand this work Further the fourpapergresented hereorm thefoundation
for a program of researchtegratingpatientdriveninterventionsandartsbased approachds.
thesection that followsl outlinesubsequerdreas for fture research buildingn this
dissertationincludingplans to evaluatthe artsbased KT strategysing a steqwise approach

Implications for Research and Practice

Childhood Asthma

Numerous eeas for future research and theoretical development were generated
throughout this multphased dissertatiofirst, whie this work contributes to understanding
parentdinformation needs in childhood asthma, many questions were generated regarding the
nature of patieHCP interactionsgliscourses during asthma educatiand the relationshgp
between asthma management, asthma control, and information needs. Whethaatgyst

differences exist in the information needs and information det€parents receiving education



according to contextemains unanswered. While lddnquire into the informatiopreferences of
parents in the qualitative study (paper two), a nleoeough investigation into the nuances of
education in reference to content, form, and methods of delivery would provide further insight
into addressing the information needs of parents in this context of illness manages s,

this dissertation hastrong potential to generate several relevant praotiested research
guestions.

There isalsogreat potential for the artsased KT tool developddr this dissertation to
positively affect clinicapracticein a family-centered mannemhe need foan accessible,
engaging, comprehensivend relatable educational resource was demonstrated through
participant testimoniegbtainedn the qualitative study (paper twdarticipants frequently
reported receiving insufficient educatioitlae time of astma diagnosis and emphasized the
value of personalized informatiateliveredin an emotionally sensitive manné&ontextual
factorsrelated to clinical structure and knowledge, such as busynesyassureand
continuity of care, impadhe extentandquality of professinal education provided (Goeman et
al., 2005. As suchequippirg HCPs and families with thH€T tool developed for this dissertation
may foreseeably promote consistent and comprehensive educational provision in a manner
consistentwithpr ent s6 i nformation needs and asthma r
Arts-Based Knowledge Translation

There is much to be understoaldout e&velopingand testingrtsbased angatient
driven KT strategiefor various populations and contexts. In paper four, | extend contemporary
theoretical thinking surrounding the mechanisms otlaatsed KTby creating the Archibald
Classification Schem@Archibald et al.2014).Building upon this framework through faer

theoretical and empirical inquiries is a robust domain for future research. Such mayiry
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facilitateunderstaniohg of how artsbased KT a#ctschange in particular aughces and
contexts.

The framework used for my dissertation reseatithe subsequent stepise evaluation
proposedelowcould be modified and applied to different populations and setinigeilitate
systematic comparisons of Kiitervention effectivenesgnterventions developed for diverse
health conditions and populationogps can be compared so that characteristics of the
intervention, participant sample, context of delivery (or development), and other components
related to intervention implementation can be hypothesized, and feti@arcttan bedesgned
to test thes@ypothesesThis is importanbecausg@resently, howconten, individual
interventioncomponentsandintervention deliverynfluence effectiveness is poorly understood
(Brouwer & Brand, 2008)Evaluating which components of educational interventions itwté
to their successiay promotainderstanding ofvhat workgor particular health conditions and
settingstherebyreducing haphazard approaches to educational provision in needed contexts
such as didhood asthmdSquires, Estabrooks, Wallin, &ustavssor2011).

Next Steps: Establishing a Program of Research

By carefully crafting my dissertation research | have established clear next steps from
which to build a program of research integratingaxes ofKT for nonrHCP groups andrtistic
forms of research and representation. | intend to build directly upon my dissertation research in
these two domains commencing with my graduagiodcarrying hrough my petdoctoral
training andenure track faculty positio@rawing upon the double helix dogy (Medlinger &
Cwikel, 2008) I will integrate, at different time points, aftesed approaches with clinical foci
to address patient needs and perspectives while synergistically gaining methodological and

theoretical understandings.
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Usability and Effectiveness

Although this dissertatioaxtended the procedural and theoretical basis of patrergn
artsbased KT from a purely form based orientation to concepinglimderlying components
artsbased interventions (e.grecision in keynessage deliveryglegree of participatignit did
not contribute to undstandingthe effectiveness of thesgpproacks This is acritical avenue
for future research, particularly in the domain of commuarignted KT (Kothari & Armstrong,
2011) The UKMedical Research Council guidelines promote a-stise approach tevaluating
interventions and advocattor a pilot evaluation prior textensive evaluatigrsuch as
randomized controlled trials (Craigat, 2008).1 plan to design and implement tfedlowing
stepwise evaluation approach) (isability testing using a explanatory sequentiixieah
methods research desigmd &(Il) mixed methods embedded design (gandomized trial with
anembedded qualitative compongtd evaluate the effectivess of the artbased KT strategy
(Creswell & Plano Clark, 2011)

Following defense of my PhD researdhwill conduct mixedmethods usability testing of
the artsbased KT prototypes developed for the dissertation using an explanatory sequential
design(phase I) Participantawill review the artsbased KT tool, complete a usability
guestionnaireand be provided the opportunityconsent to a followup focus group interview.
Focus group participantgill be purposivelyselectedrom the quantitative sampte maximize
diversity, and data will be linked to promotemplementaritfGreene, Caracelli, & Graham,
1989) These pilot data will be foundational to future evaluative research of the effexsiv of
the artsbased KT toalDuring my postdoctoral research, | will desgmixedmethods

evaluation othe artsbased KT prototype@hase II) which | will submitto a tricouncil grant
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funding agency (e.gGanadian Institutes of Health Researdtiowing completion of my
postactoral training
Theoretical Development

In future research, | intend twsosscompare types of artsased KT strategies developed
for various health conditions (e.g., acute or chronic). Such work could help identify attributes of
artsbased KT amendablfor use with chronic versus acute conditidngill also inquire into
which process outcomes and pathways oflaatsed KT approaches are pertinent for specific
strategies, populations, and conteXisesanquiries may extend understandings of the
mechanisms by which abased KT approaches function; thereby assistirigrther
developing the Archibald Classification Sche@Aachibald et al.2014)conceptualizediuring
this dissertation.

In previous work, | identified thalunderstanding the ncanisms of artbased strategies
is in many ways contingent on detailed reporting of their core mechanisms and afiributes
(Archibald, Caine & Scot2014, p. 7)As such, a component of my future work will involve
developingreporting guidelines thaieflect essential attributes of astmsed approachethis
may includefor examplethe degree of precision in key message deliibgextentof audience
participation enabkbthrough the artistic approacthe artistic fornis) employed, characteristics
of those delivering and developing the interventitwe, rationale for the arsased approaclnd
relevant aspects of context.

Reporting is intimately related to assessing the quality of, and establishing evaluative
criteria for, artsbased KT strategies. Thisiisa di f fi cult and clmsett est ed |
resear ch mdArohibagl etrale 2084l p. 7). Recent inquirfesy., Lafreneire & Cox,

2012; Norris2011)provideusefulinsightsrelevantto evaluatiorbut are not specific to aHs
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based KT. I will prouvile a theoretical contribution tbis domairnby synthesizing and extending
these existing criteria in my futuveork.
Conclusion

My dissertation contributes to understanding the information needs of pafehtldren
with asthma and to the emerging field of dyésed KT. | conductedsequentialmulti-phased
study with practical implicationt® the contexts of childhood asthma and translational research,
andwith theoretical implicationso artsbased K. | synthesized contemporaagthmaresearch
to classifythe information needs of parentsabiildrenwith asthmawhich informed the
development of a sersiructured interview guide for use in a follay qualitative studyThis
literature review and imfrmation needs study were the first of their kamdl highlighted
alarming shortcomings pertaining to education, parental knowlamgemanagement in
childhood asthmd.then used thesdata to develop four prototypes of a wedsted, visual art
and storybased KT tool for parentssing highly innovative and uniquely intprofessional
methodsBY describing tis patientdrivenprocess andssociate@¢hallengesn detail,| provide
a needed methodologicabntribution to thissmerging and promisinigeld. The conceptual
underpinning of this dissertatiomrereflected in paper four where theechanisms underlying
artsbased KTand the complex interplay between intervention components and time, location
and context are theorized

The research findingspethodologicgland theoretical contributions of this dissertation
have the potential to stimulate further reseanti impacthealth care practices. The creative
methods andltemative conceptualizations of artsased KT may conceivably generate new
insights and research directions at a criteally juncture of artbased KT theory development.

The artsbased and patiemlriven KT tool developed will be made availableHGPs and parents



of childrenwith asthmdollowing evaluation in future researchhi§ comprehensive

contextually sensitivegnd clinically accurate resourogay assist parents during the dayday
management of t The power of this lesbudrce to affedt eaith care outcomes
for parents and children will be one aspdatng future program of researafcorporating
systematically developing, evaluating, and concurrently theoraitsgpased and innovative

methods to understand and communicate health informatioontblCP groups.
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