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ABBREVIATIONS

fPRC Family of ParticipatiorRelated Constructs

ICF-CY International Classification of Functioning, Disability and Health for Children
and Youth

What this paper adds
e An innovative conceptualframework to support participam-based research and
practice.

e Recommendations for future participatibased research

[Abstract

This review outlines a conceptual approach to inform research and practice aimed at
supporting children whose lives are complicated by impairment and/or chronic medica
conditions,_and. their familiesParticipation’ in meaningful life activities should be an
essentl intervention goal, to meet the challenges of healthy growth and development, and to
provide opportunitiedo help ensure that young people with impairments reach their full
potential across thelifespan. Interventiomctivitiesand esearch can focumn participation

as either.an independent or dependent varialile. proposed framework and associated
hypotheses.are applicable to children and youth with a wide variety of congditnatis their
families. In taking a fresh ‘nenategorical’ perspative to child and youth healtlasking new
guestionsand exploring issues in innovative ways, we expect to learn lessons dawklop
creative solutions that will ultimately benefit children with a wide variety of impairnzerds

challengesand their famiks, everywhere.
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[main text]
The World Health Orgamation’s International Classification ¢iunctioning, Disability and
Health for Children and Youth (IGEY)' defines participation as ‘involvement in a life
situation™(p=9)" The ICFCY provides a classification systeto rate functioning and
disability. It also promotes frameworkior healththatillustratesrelationships among the six
core domainspresence of a health condition; body structures and functions; activity
performance; participation; environmental factors; and personal facitws ICFCY
provides a.very strong foundation for understanding body structure and functions of
individuals,,and the relationship between having a health condition and body structure a
function outcomes. Within the activity and participation domains of theQ¥Fless is
understood“abdut the processes ttefine the construcfs® More importantly, very little is
known about the transactions amof@F-CY® domains,and thisknowledgegap greatly
limits our capacity to design more effective interverdion

The, focus of this paper is on the participation construct @mdparticular, its
interrelationship$o constructswithin the activity and body function components of the-ICF
CY. Our reason for thispecific focus is thata recent systematic review of participation
intervention$“in™ childhood disabilityfound that approaches continue e directed at
intervertion atsthe level of the perspor body functionpwith the expectatiorof downstream
effects on participation— despite strong bodies of literature on the importance of the
interaction between the environment aghd person orparticipation outcome$There is a
significant body of literature about participatjoi which, although it has its roots in much
earlierwork, has grown exponentially since publication of the ICF in 28@articipation is
understood to be a complex multidimensional construct thdiscsissed and applied bsth
a process.and an outcorité” thus in the context of research, it can bridied as an
independent.or’ a dependent variable. Thisdibectionality’ presents a challenge to
researchrsywho 'need toarefully articulate their thinking and their research question(s), and

thenconstruefparadigms that test causaléapd inform intervention.

PURPOSE STATEMENT

The purpose of this papes to usecurrent knowledge and concepts about participation to
suggestways forward for research and practice, particulavlyen these ideas concern
participation for individuals witka need for special support. We propose that participation

can beboth an entry poinfa ‘process’)and an outcoméendpoint)of health and education
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services even when these services are concerned with ameliorating impairments and
promoting activity performance. ThEamily of ParticipatiorRelated Constructs fPRC)
framework will be presentedand used topromote and advanceconceptual clarity and
consistencyn language. We will recommend directions for research that can further our
understanding=about what enables positive participation outcomes for people ldiloathi

onset impairments. In particular, we propose that if interventions are pilavideenhace

both attendance in activities and involvement while attendhuge activities, we will
improve our understanding obutcomesacrossactivity competence, sensgf self, and
preferences, for. patterns of participatidiis will enhance longerm health ath wellbeing in
children wth_childhood onset impairment.

BACKGROUND
A biopsychosocial approach to participation
The ICFCY_is a biopychosocial frameworkhat describes functioningnd/or disabilityas
the outcome of interactionamongthe domains™* The frameworkwas designed to provide
an international whole-of-community perspective on functional outcomes.owever,
researchn'childhood disability has focusedainly on the interventions for, and performance
of, individuals, even if data are aggregated at a group level. In corsinast| models of
disability'® focus on participation of groups at a societal lewith interventions intended to
support individual participation through environmental and social change, rathebythan
addressing individual determinantemportantly interventions within social models are
focused on environments, for exampdigafting of legislation related to discriminatioor
building réquirements to suppaatcessibility*® Significantoutcomes ofsocial approaches
and disability rights movements include the promulgationlafs and international
conventions for human right§jncluding for those with disabilit}? and for childrert?
Research’ concerning people with impairmentso need special support has been
founded in“twortraditions. The firshased onbBiomedical thinking, involves interventions
thataddress=issues within thdividuals ‘body structure and functiorthrough‘treatments’
to promotethe development of functional skills, for exampiaptor performance or working
memory° Thesimplicit assumption is that these interventions lgld tofunctioning —that
is, reducedimpairment oriliness or increased activityapacity — that will in turn lead to
more functional everyday skillBnd increased participatioResearch designs associated with
this kind of framework often use univariate, unidirectioagproaches to explore the

relationship of ‘this’ intervention tothat’ outcome, controlling for other ‘sources of
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variation’ that might influence the effectiveness of the interventtanrently, there is little
evidence that single interventions aimed at changpegific physiological or psychological
functions at the level of body structure and functionll necessarily transfeto global
changes iparticipation’???

The 'second tradition i@ multidimensional approadghat concerns social models of
disability, principlesof inclusion,and resistance of thoseth disabiliiesto deterministicand
exclusionarymedical models’ This tradition argues that categsion (e.g. of disability)
leads to exclusioandableism Accordingly, young people in need of special support should
be included.in mainstream saiswith required environmentaupport providd by ordinary
teachers, rather than attend special classes or special SCt&ugiort should be provided
amelioratedifficulties experiencedith functioning in school.Research designs in this
tradition often involve a host of independent variables and analytic approaches that take these
many ‘sources of variation’ into accouat the same timeA recent systematic revieff
however, providedo evidence that children whoetkspecial support in mainstream classes
hada better social situation or wiefing ttan children in special classes.

Thus;.the"evidence for both these traditionpacting an individual’s participatiois
weak While,acknowledging that the medical aswtialapproaches are not binakyt rather
complementary, current evidensaggests that thisvo approacheseed to benergedmore
effectively inte#a model of individual functioningthat unites aspects of functioning at the
level of bodystructuréfunction and activity with functioning in everyday life. Arimary
focus onparticipationcan achieve thisim. At the level of societal interventions (such as
laws/policy), there isessentialregulation ofthe opportunity forpeople totake part in the
same activities as others, but that dneismeanthatan individual persomvill be able todo
so. Put simply,tiis not possible to regulate the adaptatiand accommodations that might
be requiredo enablean individual to participateSogal, rightsbasednterventions are very
important;ithe focus of this papehowever,s on participation at the individualvel, rather
than thesocietallevel per se.

Participation'and development

The contemperaryocus of outcomes of health and education services for people with
impairments or in need of special supporis increasingly ontheir participation in life
situationsover their lifsspan*® At an individual level participation can be seen as a
universal outcome one hat is important for both learning and development as wéleakh

and wellbeing>?® Traditionally, health and education interventions have fedusn
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supporting developmemtver the lifsspan Disentangling participatiofrom developments

an importantyet unfinished taskindeed, the difficultyof the taskmay be one reason why
health and educatioresearch hasocusedprimarily on the capacity, or competenacaf
individuals despite the challenges of distinguishmajuraldevelopmerdl changefrom the
effects of" interventiors. Traditional notions of developmerdre related toincreasing
complexity’ofbehaviour’” Implicit in this notionis the idea that people will participate more
in everyday life if they are able to complete more complex actiwigmt is they become
more competentThis focus on development has also led to a set of values and principles that
suggest there is a typical or righiy of performingactivities rather than principles related
to the effectiveness of thmutcome of thectivity —that is thatthe personis engaged withor

is undertaking, the desireédskand completing it in their own way.

TheICFCY framework separates the construatsactivity and participation but the
classification system does ridt Although thee isa description of how participation can be
measured using the qualifievsithin the classification system, the choicG® to measure
either capacitydefined as performance ability within tasdardisedr ideal environment
(i.e. activity)morperformancedefined as ability withirthe individual’s currenénvironment.
While the performanceualifier is identifiedas aparticipation measurg both capacity and
performanceare essentiallyneasures of competeneg¢he ability to do something in relation
to a referencerstandardence, functionings described using a developmental approach
that is development as competence in performing increasingly more complex behawiours.
short, currentCF-CY qualifiersmay provide a mechanism for assessing degreesfity
competence and notaspects ofparticipation Further qualifies focusing explicitly on
attending (and degree of involvement while attendamg needed® A framework that
postulates the relationships among variables related to participation vesidtlia clarifying

outcomes and posses that lead to outcomes.

A FAMILY"OFPARTICIPATION-RELATED CONSTRUCTS

A recent systematic review ofparticipation outcomes following health, educatioror
psychologieal interventions for children with impairméntsund considerableconceptual
inconsistenciegelated to participation as an outcork@om a content analysis of research
notions about participatiom, family of participatiorrelated constructwas developed what
the current authors calhe fFRC.?° These constructsand theframework can be used to
describe the relationshiggnongimportant withinpersonfactorsthat are influenced by past

participation, and that influence future participation. Further development of the proposed
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framework?® is shownin Figure 1, and definitions for key concepts used within this pager
presentedn Tablel.

The participation construct

Within the fPRC participationhastwo essential componentattendancegefined as ‘being
there’ and‘measured as frequency of attending, and/or the range or diversity oésctint
involvement, the "experience of participation while attending. Involvemmiight include
elements ©f engagement, motivation, persistence, social connection, and laffelctf
Attendance.is @ necessary but not sufficient requirement for involvement, hencenmesve
is embedded within the attendance dimension.

Although theyare embedded constructhie relationship betweeattendance and
involvementis not fully understood. Previous studiesve repoed that tie probability of
being involved in an activity increases if it is an activity tloae attend relatively
frequently>° However,children withimpairmentswere alsdfound to spend more tine low
levels of engagement in thactivities they were attendinggomparedwith agematched
peers® Maxwell et al®® found that children selfeport higher engagementhen also
describingthat.they aréementally there— that is thinking abouthe activity attended”eople
can however,attend to different aspects of the saawivity, perhaps related to being
motivated by.different goalghus,they can actually be involved in differeaspecs of the
same activity. In effect, thimdividual variation intask engagement withime sameactivity
creates different participationontexts (see Box 1). In some circumstances, measuring
involvementor engagemennay need to be undertakemrelation to the specific contextual
element of the activityith which the persors engagedi.e. has the focus of their attention)
to understand what the indddal is participating in; for other purposes, ustending the
overall level of involvement (regardless of context) may be important. Although it is not
uncommon. for. Studies to measure participationoastask behaviour, thetask in these
studies is typically defined by the researcher or observer, not the partfCifhit.extent to
which, and=hew, the perspective matters in terms of -teng outcomes is not well
understoody“although a number of authors discuss the need for varying perspectives in

measuremeént.of participation outcom&¥.

Intrinsic factorsthat influence, and are influenced by, participation
Intrinsic persorrelated concepts that are related to participatiaime fPRC, butarenot the

same as participatip include activity competence, senskself and preferences These
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intrinsic factors influence future participation andare influenced bypast and present
participation.

Activity competence igdefined,in a manner consistent witthe ICFCY, as the
ability to execute the activity being undertaken according to an expected staaddrd
includesreognitive, physicaand affective skills and abilitieé\ctivity competence iften
measured/in intervention research as developmental competdmcexample, the ability to
use objects for the purpose they were designegerdorming a task for the same amount of
time as expectedor completing a task independenth?® Activity competence can be
measured adlj,capacity—that is a measure of thieighest level ofbility of the child within
a structured_environmesuch aghat created for tesaking; (2) capability defined ashe
skills and abilities a individual carusein a daily environmentor (3) performance +that is
the skills and abilities thehild actuallyuses in an everyday settihtf>*

Senseof self refers to a personal perception related to one’s confidence, satisfaction,
self-esteemand seHdeterminatiorf® Theseintrapersonal factors facilitatparticipation by
helping the person engadautare also shaped Iparticipationand associateperceptions of
control, effectivenessor flow.*® These intrapersonal factors can be seen as a family of
constructs focused on perceptions of self, such an@uty optimism, selfletermination
and selfésteent®

Using.artimeframe perspective, sorseltrelatedconcepts are focused on the past
(e.g. selFesteem and contentment), some the present (e.ggngagement, happiness, or
flow), and.others on the future (e.doope and selfleterminationf>>’ There is a strong
overlap betweersenseof self in the present anthe notion ofinvolvement/engagement.
Senseof self perceptions focused on the past, such agestdénbased on past perfoemce
seem to be related to consequences of previous experiences of involyantemerhaps
pereptions, of success and failure). On the other handredirected perceptions such as
selt-efficacy.and’autonomy may be seen as precursors to patiocign activities: high self
efficacy fora“particular activity, for example, is likely to predict futungagement in that
activity. Futuredirected perceptions afenseof self have been related to participation
outcomes.fof persons witmpairmens*®*° andare likely tobe stronger predictors for future
participation*thamerceptions focused on the p&st.

Preferenceare defined as the interests or activities that hold meaning or are falued
To prefer something is to set or hold it above another optioners estimation. féferences
can be used to explain and predicman action and social practiteboth at an individual

and a cultural level. Preferences are established thraotgractionswith people in social
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groups who share particular beliefs and values, through past expsméragoyment and
success, and through place attachnmnbuild-up of positiveassociations wittparticular
environments andexperience$§'™* Preferences are therefore both anteceden@and a

consequence ofarticipation.

Extrinsic factorsthat influence, and ar e influenced by, participation

As seen in Figure 1, and strongly supported by a body of research about the relationship
between ithe environment and participafitén®® al participation occurs \ithin a
contextualied setting.-The conceptuakeparation of thenvironmentfrom context proposed

by Batorowicz et af.provides a very usefuhodelfor consideringhow thesettingaffecs a
person’sparticipation Contextis personal,considered from the perspective of the person
participating, and relates to the people, place, activity, objestd time in which
participationis set This way of thinking is also explicit in othéreoreticalmodels such as
SCOPEIT: Synthesis of Chil®ccupational Performance and Environment in Tinzelel>
Environmentis external, andefersto the broaderpbjective social and physicatructuresn
which we live,The environment féects the person both directlfe.g. the impact of
geographicafeatures, or medication that targetdy function), and indirectlgby affecting
our perceptions afhe activitycontext — e.gwhether an individual perceives a hill as steep
when trekking«is dependent dine physical shape of the geography as welthesperson’s
motor skills or fithes3. However, the person also affects the environment through
engagement in activities within place$hesetransactional relationshsfbetween the person
and context result in changes to both the individual and the emeérmtrover timé?>** This
also means that the contexthe nodal point between the person and the envirorfs)ent
which people are involved may varybetween people, even when thene present in the
same activityBox 1 provides one example of thigor another example, two people taking a
walk can.be._involved in the contexff ‘conversation’,or in the contextof ‘walking’,
dependingTon*what they perceive they are engaged in. If one person has difficlkiag, w
andthe otherdoees not, one persanight actually béinvolved’ in walking and the othen
talking. Thisfexample highlights the complexities in untangling the constofichvolvement
and engagement from other psychological processes such as atiemfiocus on attentional
resources is to focus on aspects of competeitiosis may be important, but it is not the same

as participation.

The processes operating among the constructs
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The fPRC (Figs la andlb) displayshypotheticalprocesseshat operate amonghe factors
and theparticipationconstruct The bi-directional arrows and their associated vedpesent
the active processes or transactions that occur between the corstifacters. The verbs
reflect the direction oinfluence.The environment andontextare thought to b@roviding
and regulatingparticipation(Fig. 1b. Theparticipatingchild also influences the environment
by reacting collaborating or other actions>*? Passive childrenthose that are not involved
physically,” cognitively or emotionally, may have less influence on their
contexts/environments.

Figure la displays the relationships among participation and intrinsic factors.
Between participation anaictivity competencare the processes atting and éarning.For
example, fi'competencds both anoutcomeof actions— that is learning skills overtime
throughactivityparticipation,and a precursor @redictorof future participation- research
and intervention can focus on participation as either an independent or dependerg, variabl
depending_on the research questiGhildren are more likely to participate in activities in
which task, competencies have been learned. Where more rudimentary skills are involved,
participation-might be encouraged by thssistance of skilled peers or adulsich as
parents, teachersr therapists)n an‘apprenticeship in learnifjgakin toVygotsky’s notion
of zonelgf'proximal developmerit.

The interaction betweenapicipation and senseof self involves the processesf
engaging and perceiving. Theenseof self evolvesas a result of participatipnand
perceptions of selfan predict future participatiaff*° Engagingcan be seen an internal
state, and @rceiving involves imagining one’s ability or opportunity tmarticipate. The
relationship between apticipation and preference isexpressedthrough choosing and
complying. The _importance of having the opportunity (or not) for choice and control over
participation has been highlighted by many autfbf®* Children choose what they will
participate in(e.g.a preferred sport), dhey comply (or cope) with choices made by others
(e.g. reading=at"schogl)based on prior participation experiences and expectations of/for
future participation

There are also processes that ocaiwbken the intrinsic construatiescribed in the
fPRC. The individual experiences a sense of competence (or not), which dolethersense
of self — a self as someone who acts in the world to achieve (or not) certain ends or goals.
Indeed, the self is intimately bound up with gdakected activity and goal attainment in
embodied views of the person and min@etweensenseof self and preferences the act of

interpreting the interpretation of g or current experi@es in relatiorto the sensef self
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and competenc@afluences development of preferenckss through bottthe experience and
the interpretation of the exper@nthat preferences are formed.

Self-regulation

The fPRC framework identifies that a generakelfregulatory process binds together the
intrinsic factors.Diagrammatically, this is portrayed as the person in the framegalk.
regulation“includeshe processes that enable the individual to direct and monitor their
thinking, emotions, actions, ariteractiong® in the perceived contexthat ispartly defined

by the taske.g.listening toa story read by the teachemd the broader environment (eag.
hot afterneon_in an open air classroor®egulation cuts across all aspects of human
functioning’ and,for the individua) is the cornerstone of our efforts to help peadeelop
competenciés through participation in everydayfif€hus, in the participatioframework
self-regulation can be sa as the glue that binds imigesonal factors, activity competence
(e.g.movement skill), sensef self (e.g. sekefficacy), and preferences (e.g. interestglt
regulatory‘processes mediate the interactions among the two dimensions gigiemi@nd

intrapersonal.characterissic

Engagement asalinking construct
The term ‘invelvement’ is often used interchangeably withthngagement'to describe the
participation experiencdn the proposedPRC framework engagement is a construct that
can beexpressed amnultiple levels of human functioning according to ecological models of
lifespan developmerf->® Although terns vary betweerauthors, thse ecological levels
describe theenvironments (e.gfamily, schoo] community,and society that directly or
indirectly affect humans during the whole Igpan

Thevarieddefinitions and operationaditions of engagemeptrovide support for the
notion that' engagement is presattdifferent ecological system levels. At the level of the
person, ‘engaging iR’ is the internal stateyften described as having several components:
cognitive (e:g="motivation, attention, focus), behavioural (effort, persistence)and
emotional.«(€.g. reactions, sense of belongifgf®>®* In addition, there are also
neurophysi®gical components signifying attentio@pportunities for engagemeisit the
personlevel probably lead to outcomes related to competence, sése#f, and preferences.
At the level of the environment, such as school, or the relatioasmgmg environmda such
as familyprofessional collaborations, the focus is on connection to contexts, where

‘engaging with®® processes are importarior examplejn the engagemeriietween a child
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and therapist within therapy activities, or betwgmrents and professionals in therapy
decisionmaking for childrerf>® Active engagement at this level might support higher levels

of meaningful engagement over time in these contexts, and opportunities for engagement
probably lead to outcomes such asrenstable perceptions of subjective wellbeing and
meaningfulness. The different definitions of engagement also suggest that researchers using
the construct see both a frequency/duration dimension in engagé€neerihe time spent in
situations that enhae engagemehtas well asan intensityof-focus aspectof engagement.

In short, engagement has a sensédiofctednessiith respect to external things, peqgmed

evens. The.type and level of engagement will vary wita context andts complexity (see

Box 2).

Synthesisingtheideas

If participation 1S consideretb be theentry point for learning and persorddvelopmentit

should be possible to identify the impact of participation experiences oityapévormance

and bodystructural and functionathanges. For example, attendance and involvement in a
weekly soceersgame isxpected tobe associated witimproved cardiovascular fitness.
Conversely; maturational changes in body structures and fusetaible different formsr

modes ‘of participation (e.gncreasedsize, strengthand fithess enable a more skilled
engagement. with sports like sogceA participationfocused approach to working with
children and youth with impairmenis consistent with general systems theory that describes
the multiple pathways to the same outcomes (equifinality) and the multiple outcomes that can
result despite similar starting points (multifinaliy) The view that participation can be
consideredo be both the entry point and the outcome of intervention also enables us to focus
on what matters across the life courk® example,Can the child engage with friends and
establish peer relationshifis rather thariCan the child construct a fiweord sentence or
initiate a.conversatidh — skills that risk being decontextusdid and arehard to generade,

and thusarenet usefulout of context. Taken together, participatfmcused research must
therefore besdesigned to provide a way to consider diversity of batbroes and ‘causes’ of
outcomes:

The fPRC does not specify the life situagon which participation occurs, whether
they be defined by context (home, community, scfidady type (discretionary, nen
discretionary)! In this framework, participation is separated from the Kiéuation
conceptually so that the constructs can be applied in a range of culturally relevaxtsconte

The processes highlighted as being of intefestfurther investigabn could indeed be
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understoodn terms of discretionary (i.¢he process of chemg, in relation to preferences

and participation) versus nahscretionary (i.e. the process of complying or copiMye

argue that this further delineation of the concepts and processes might enhance the
development of measures and interventitmest ha been highlighted bynany others as

important®

DISCUSSION

This paperprovide a conceptudramework— the PRC —that positiongatticipation as both
an entry point,and primary outcome of intervent{depending on the clinical or research
goal),as well asdentifying the transactional mechanishyswhichparticipationis expressed
in life. Participationfocused research provides room for the fact that multiple causes drive
diverse outcomes in participation. Thus different interventions mightosuppe same
outcome and viceersa.Theframeworkis designed tprovide conceptual and terminological
consistency, and tmform education and health resegrat well agpractice for children and
adults living with longterm impairments or health cotidns. The essential challenge for
clinicians, researcherand consumers of this literature is to d%khat is the question we are
trying to explore? and thento carefully situatevariables like ‘participation’ in the correct
(causal)alignment with respect to othfctorsof interest.

Research arising from tifeameworkwill be aimed at understanding the forces that
shape humaifunctioning in everyday life and health of children and youth with childhood
onset conditions and their faies by addressing their developmental, mental, physical,
psychosocialand environmental challenges. These challenges often threaten to compromise
the capacities and potential of young people. Considereddrbfe-courseperspectivethe
frameworksuppats attentionto boththe immediate and longerm outcomes of lives that are
impacted by childhood chronic illness, disadvantagel/or impairmentby examining the
interacting forces on the individual child anid/herfamily within the contexts in whickhey
live.

Participation research needs to identify how chargyer time in involvement, or
‘engaging.im;, can be conceptualised in individuaBBhanges in participation over the life
course, as well.as differences in levels of participation between people or settings, are likely
to occur as a result of complex transactions antbagollowing: aspects of the individual
that develop over time; theontext or setting in which participation occurs, including the
nature of the participation activities; and the overarching environment in which pe@ple li

Changes in the involvement component of participation over time may be more complex to
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conceptuaBe than changen attendance. While notions of high and low engagement can be
understood as an internal state that may or may not be observable in betlanigagement
is complex to measure.

Along with measures of change in involvement, the socialld anlturally
constructed=eontexts in which children participatesuch as their school, home, or
community —can be used to describe changes in the patterns of participation ateeadanc
the life course. Changes might also be described in terms oficgamdes in relation to
those contexts. There is evidence that individuals increasingly choose sdahggxfit’ their
competenciesvhereascontexts that dmot match competencies are avoidééror example,
as young people recognid®ttheir skillsand abilities in physical sports ¢at matchthose
of their peers, theynay choose to stop taking part in team sports. In childhood, there are
fewer choicesbecausechildren are required by parents, teachensd/or legislation to
participate inwell-definedcontextdike schoo| for example. With age, individuaigenerally
experience (or attend) a greater range of contaxdsire able to exert more preference about
them If those with impairments have fewer situations in which they can patéeipd fewer
opportunities.te/choose whether they wish to partiejghiir behaviour may beconower-
specialisedy, less flexible, and less@adale in new environments. Reduced attendantagn
negativelyinfluences development @f variety ofskills and abilities of the individual, thus
potentially further reducing the contexts in which they can participhtderstandingvho is
choosingn relation to the participation of those with impairments is as impaatkowing
whether the participation opganity exists in the first plac®.

The ICF uses bdirectional arrows to indicate that influences might occur in various
directions however there is as yato languagéo describe the dynamic relationships that are
implied or indeed the more likely causal pathways. Tiaenework proposed in this paper
extends the ICKECY framework bydiscussing how phenomesach as activity competence,
sense of selfand context are linked, and proggfuidance for future research and pice
Languagerterms that might be of use can be found in systems,tlsechy as circular
causality—that-i§ A causes Bbut B can also cause A. For example, involvement in physical
activities_might increase motor skills but increased motor skills majbd increase
enjoyment and,engagement in thativity, thus in turn increasing the probability that a child
will participate in physical activitiesn future® Process words in the propostdmework
signal the content of the links between the contruilor example the process between
participation and activity competence is expressed using the \emtisg and ‘learning.

That is, the child acts within the participation context using current séilid through that
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action learns and develops further skillee aimof these reflections to provide conceptual
clarity for futureresearch questions and methods.

The fPRC framework proposeshe nature oftransactional processes between the
elements within it, which provides fruitful avenues for researddnderstanding the
transaction-between the domaarsd supporting processes is importétnis where important
knowledgeresdes about how/what changeccurover time as well aghe entry points for
intervention Focusing on ransaction means that the centre of attention is on the bi
directionalsimpacbf the elements over tim&his implies that researcimustbe hypothesis
driven (to test specific questiondpngitudinal(to be able to include time as a dimension of
the thinking) and aimed atonnecting ecological levels Where correlational research is
concernedwith finding out about whether one behaviour is assouidktechange on another
(causation aside}ransactions are about mapping how the actidrane person or element
alter those of anotherand vice versarhis requires a shift in research desigo. study a
transactional procesdongitudinal studies witha sufficient number of time pointare
necessaryStudies of this type will enable the researchers to better isolate periods of time or
developmengt.whichthe child or the environment have tmest cruciakffect®® The timing
of these observatiomaustbe based on hypothestsrelationship amongelements.

In'terms of interventionsa transactional focugquiresmeasuement ofoutcomesor
the children_a«well as for thearentsinterventionists teachersand/or others involvedlo
link ecologicallevels (e.g.the person to family, to services, to communithe elemats
studied have to be measured longitudinaliyheoretically basetihtervals andat different,
selected ecological levelsor exampleto study enhanced child engagement in preschool, a
link needs to be made betweelnld engagement at time point &ndsupport provided to
preschool staffo enhancechild engagement from rehabilitation services at time @iind
child engagement in preschool activities at time p8irA transadbnal focus also requires
the useof analytical methods thatonnectecological levelsfor examplemultilevel analysis
usingstructuraliequation modellingror example, how a child’s engagement is percebxed
professionalsn:the preschoosettingmight be influenced bthe proportion of children with
impairments’in the unés one element of the conteRiesearch questions might incluttie
nature, sizeand direction of various forces on one another, potentially leading toward
understanding causabnnections. This approach is the logical and imperative step beyond
crosssectional studies that can, at best, identify associations.

It is possible that engagement c@rveas a unifying construcone that can be used

as afocus forparticipation resarch within ecological levels as well as between ecological
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levels. This is becausengagement can be obsery@hdtherefore potentiallymeasuredat
neural (brain), behavioural, infersonal and societal level Research thanhot only
identifies andfurther develops valid, reliable measures of engagement at each level for
children with impairmentsut also linls levels with the help of these measuval provide
the knowledgewe require to advancexponentially our understanding of lonwidinal

participation outcomes.

Conclusion

This paper_challenges the view that participation should be seen primarily as a downstream
effect of rehabiltation at the body function and structure or activity level, and instead
promotes @ view of participation as tkatry point for changes at the activity and body
function/structure level. Although not addressed in this paper, this notion also swolve
challenging the view that participation restriction can be soleaty by addressing
environmergl barriers Interventions at the level of the ‘body’ or the level of society may be
necessaryto promote participation in individuals, but neither alone is likely to baeguiffi

The fPRCframework addressing issues at the level of the individuaontext expands the
activity andparticipationdomain of the ICKCY by further detailing related constructs within

an overarching environmental framework. The fPRC can be used to guide critical thmking i
the developmentf future research and practice
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Figure 1. Family of participationrelated constructs(a) personfocused processegb)
environmentfocused processes.
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Tablel: Definitions of key concepts included in the paper

Concept

Definition

Paticipation

Attendance

Involvement

Engagement

Preferences

Activity competence

Capability
Capacity

Performance

Sense of self

Seltregulation

Context

Environment

Attending and bieg involved in life situation8

‘Being there’ and measured as frequency of attending, and/c
range or diversity of activities which an individual takes part.
The experience of participation while attending that may inc
elements of engagement, motivation, persistens®cial
connection, and affect

Engagement is seen as a unifying construct across ecol
levels. Thus, itan be defined depending on the ecalabievel
in which it is examined:1) the person level the internal state of
individuals involving focus or effort;2) between systems level
an active involvement in interactions between systeB)sat(the
macro level- active involvement in a democratic society

The interests or activitighat hold meaning or are valued.

The ability to execute the activity being undertaken accordir
an expected standard; includes cognitive, physarad affective
skills ard abilities. Activity competence can be measured
capacity, capabilityor performed skill.

Skills and abilities that the chilthn usan a daily environment.
Best ability of the child within a structured environment like t
created for testaking.

Skills and abilities thehild uses in everyday settings
Intrapersonal factors related to confidence, satisfaction,
esteemand selfdetermination

Executive processes that enalilee individual to direct ant
monitor their thinking, emotions, actions, and interactions.
Setting for activity participation that includes people, ple
activity, objectsand timé’

Broad, objective social and physical structures in which we liv

®Based on the ICF definitio."From Batorowicz et 4l.
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Box 1: Participating in soccer

George and Henry are both 8 years, aldd both express a keen desire to play soccer with
their friends. During games, Henry is observed to be focused on (looking at, yelling about)
the ball or his team mates, clearly ‘involved’ in the game. George is oftemvelsto be

deeply interested in whether he can pull his socks up beyond his knees, and comparing and
talking about the height of his socks (and the colour of the uniform bands that are visible
when pulled up) with those of players who are near him. He appears deeply involied in t
activity. Beth boys attend the soccer game. Both boys are involved in soccer, but not the

same aspects of soccer.

Box 2: The soccer game

Henry is intensely focused on the ball during the soccer game and on what he and his team
mates can _do to kick a goal. ldeects his engagement to the game. George is interested in
being a part of the team and in interacting with team mates. He is less focusetingn get
goals. He directs his engagement to other aspects of the sport, like the unifbtealmn

mates.

This article is protected by copyright. All rights reserved



Environment
Context

choosing

Preterences : W Participatiol
ra 'WAI—-W’ Atlendance
ﬂ I-I.I n

-~

angaging

. dayvolvemant
& DEFCENINg

E acting | A
*—-—-—-—- :

leaming

T.—

Author Maj

dmcn_13237_fla.png

This article is protected by copyright. All rights reserved



Environment
¥ Context "%
¥ «
Eron icing regulahng
FPrelerences

endancel

7
Aovolverent

responding

Inﬂu#nr.lnq

dmcn_13237_f1b.png

This article is protected by copyright. All rights reserved



