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Abstract

As of 2012, Statistics Canada estimated there were a minimum 1.2 million young
Canadians supporting a family member or friend with a long-term health condition, disability,
or as an older adult (Statistics Canada, 2012). Young carers voices and perspectives are
predominantly missing from representations of their lived experiences in research, social policy,
and support services. Leisure may have importantimplications for supportingyoungcarersin
their care roles; however, little attention has been brought to understandingyoung carers’
meanings and experiences of leisure.

This critical participatory action research (CPAR) project partnered with youngcarers
and staff supportingthem to expand our understandings of young carers' experiences of care
and how those care experiences shape leisure. Our team, made up of staff from two young
carer organizationsin Ontario and four, bright young carers, collaboratively and critically
explored dominant conceptualizations of young carers and their leisure to better understand
how to supportyoungcarersin their care roles. Drawing on critical youth studiesand an
authenticpartnership approach, our CPAR process brings attentionto the possibilities of
involvingyoungcarers in actions and decision-making throughout all phases of the research.

Our CPAR project brought attention to four key themes: There is Nothing Unnatural
About Beinga YoungCarer: It's About Just Being Human; Tensions in Understandings and
Experiences of Young Carers; Leisure as Relational Moments of Rejuvenationin Everyday Life,
and; Being Acknowledged as Relational Beings. Through privileging the perspectives of young
carers, our findings contribute an alternative conceptualization of young carers and their

leisure, filling gaps in research, policy, and practice.
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SECTION ONE

Chapter One: Laying the Foundation

Rationale

In the early 2000s, researchers and service providers began to acknowledge the growing
number of young people who provide informal and unpaidsupportto a loved one. The term
young carer refers to children, youth, and youngadults under the age of 25 who have extra
responsibilities and offer support to a family member due to a chronicillness, disability
(physical or intellectual), mental health concern, substance misuse, parental absence, or other
social or cultural factors (e.g., language barrier, etc.) (Aldridge & Becker, 1993; Chadi &
Stamatopoulos, 2017; Charles, Stainton, & Marshall, 2008; Stamatopoulos, 2015). As of 2012,
Statistics Canada estimated that there were over 1.9 million young Canadians, aged 15 to 29,
supporting a family member or friend with a long-term health condition, disability, oras an
older adult (Chadi & Stamatopoulos, 2017; Statistics Canada, 2012). It is important to note that
this data excludes Northern Canada and children under the age of 15, which leaves out a
significant number of children and youth who support a relative or friend (Stamatopolous,
2016).

An overwhelming number of young peoplein the Statistics Canada 2012 census brought
attention to the rewardingaspects of supportinga relative or friend; however, one third of
these young Canadians also reported feelings of anxiety, worry, and fatigue because of their
care roles (Statistics Canada, 2012). Thisis congruent with various studies that suggest young
carers carry out similar tasks as theiradult counterparts, but lack the necessary life experience,

training, and knowledge, exposingthem to several health risks such as stress, anxiety, and



emotional distress (Becker, 2007; Becker & Sempik, 2019; Charles et al., 2008; Stamatopoulos,
2016; Stephen et al., 2019). Further, few of these young carers have access to services and
supportsto help them with their care roles. As Stamatopoulos (2016) concluded, roughly 1 in
944 young Canadians are receiving some sort of supportin theircare roles. This estimate serves
as a minimum value due to underreportingand methodological shortcomings of the survey
instruments employed. Echoingthis statement, perceptionsfrom policy makers and service
providers suggest that “the number of ‘hidden’ young carers is substantially greater than the
number of young carers in contact with service organisations” (Smyth et al., 2011, p. 153; see
also: Aldridge & Becker, 1993; Becker, 2007; Rose & Cohen, 2010; Stamatopolous, 2016). What
is most concerning is that given the 13.5% increase of young carers between 1996 and 2006
(Statistics Canada, 2012; Stamatopolous, 2016), it is highly likely that the number of young
carers has increased significantly since the 2012 census, yet | was unable to find any up-dated
numbers. The outdated and shocking statistics listed here speak to the ongoing lack of concern
and disregard for young carers’ experiences. As a young carer myself, | find this unacceptable
and extremely problematic.

Given the high and growing number of young carers, both in Canada and worldwide, itis
also concerningthat research relevant to this group of young people has only begun to develop
within thelast 20 years; thus, our understandingat presentis quite limited. Within the limited
number of studies that do exist, literature has predominantly focused on the negative
consequences of supportingaloved one at a youngage (O’ Dell et al, 2010; Rose and Cohen,
2010). Specifically, O’Dell et al. (2010) state that “the mainstream construction of youngcarers

positions the young person as a tragic victim of circumstance” (p. 650). Rarely does the young



carer literature bring attention to the rewards, in additionto the challenges, that are presentin
the caring experience. Further, much of the young carer research that exists focuses analysis at
understandingindividual experiences at a micro level, seeking to remedy problems by locating
them within youngcarers’ unique situations (Cooklin, 2010; Earley et al., 2007; Joseph et al.,
2009). Little research employs critical theory to draw attentionto and question the social
structures that continue to leave youngcarers unsupportedand unheard (O’ Dell et al., 2010;
Rose and Cohen, 2010). In thisresearch, | draw on critical youth studies to address these crucial
gapsinthe young carer literature.

According to Stamatopoulos (2016) there are no policies acknowledgingyoungcarers in
Canadaand very few emerging non-profit organizations providing support and programming
directly tailored to young carers. Specifically, in Canada there are only three organizations that|
am aware of that provide support services specific to young carers, two of which are in Ontario,
The Young Caregivers Association (YCA) in the Niagara Region and The Young Carers Program
(YCP) in Toronto. The third young carer organization is located in Vancouver and is named the
Comox Valley Youth as Caregivers Program; however, in this research, | will be predominantly
focusingon the young carer organizationsin Ontario, the YCA and YCP. In addition to providing
supportservices, the YCA and the YCP offer leisure programmingtailored to youngcarers’
interests and needs. For instance, the YCA has heavily incorporated leisure into their
Powerhouse program which aims to “teach young[carers] life and personal development skills,
provide opportunity to connect with other [young carers], bring [carer] families together, and
reinforce self care” (The Young Caregivers Association, 2020). Further, both the YCAand YCP

suggest that leisure helps to reduce feelings of isolation while strengtheningyoung carers’



capacity to cope with their life circumstances (The Young Caregivers Association, 2020; The
Young Carers Program, n.d.). Indeed, in conversations with staff from both the YCA and the YCP
about programming, leisure was identified as playingan important rolein the lives of young
carers (personal email and online face-to face meeting communication with Cayleigh Sexton
and Chelsea-Anne Alex, June 4, 2021).

Multiple studies have demonstrated that leisure has the potential to positively influence
young peoples’ lives by enhancing well-being (Matzka & Nagl-Cupal, 2020), supportinghuman
and identity development (Kleiber & McGuire, 2016), and facilitating meaningful relationships
(Haworth & Hill, 1992; Shin & You, 2013; Trainor et al., 2009). For example, young peoples’
involvementin leisure activities positively affects their development of social behaviour
through creating meaningful and sustainable relationships (Sauerwein et al., 2016; Stevens et
al., 2004). Further, leisure spaces may benefit young carers’ psychological and social well-being
through providing much needed comfort and support during challenging circumstances and
strengtheningrelationships both within and beyond the care relationship (Jenzon & Goodwin,
2012; Matzka & Nagl-Cupal, 2020; Sexton, 2018). Very little leisure research, however, is
specific to young carers and therefore our understanding of leisure in the context of young
carers is extremely lacking and in need of much further examination.

A large majority of research on leisure and care hasfocused on adult carers. Although
some of thisresearch pointsto the complexities of leisurein the lives of adult carers, much of
this research suggests that leisure playsanimportantrolein assistingadult carersin theircare
roles, contributingto their physical, psychological, and social well-being (Chiu et al., 2020;

Gahagan etal., 2007; Stevens et al., 2004). Despite the important benefits of leisure for adult



carers, thisresearch also pointsto the challenges experienced by adult carers, especially
women who provide the majority of adult care, in maintaining leisure lifestyles and accessing
leisure (Williams et al., 2014; Sharma et al., 2016). More specifically, adult carers who lack
adequate supports, such as respite services, often are forced to disengage from valued leisure
activities, preventingthem from experiencing the psychological relief, meaningful relationships,
and social support that these activities provide (Becker & Sempik, 2019; Rogers, 2001; Stevens
et al,, 2004). Leisure as itis predominantly represented in this literatureis quite inaccessible to
carers because it requires significant investments of time and energy. Emerging literature has
begun to explore alternative conceptualizations of leisure in the context of care (Lopez, 2018).
More specifically, as moments of restoration in everyday life. Given the important role of
leisure for adult carers demonstrated in this body of research, itis possible that leisure may also
playa similarrole in the lives of young carers. Similarto older carers, young carers may also
experience challengesin accessing leisure. There are real differences, however, between young
carers and adult carers, and coupled with the growing numbers of young carers, thereis an
urgent need for research that focuses on exploringyoung carers’ experiences and meanings of
leisurein the contexts of care.

As a young person who supports a loved one with a mental health concern and
substance misuse, | have been provided with unique insights into the challenges and rewards of
living as a young carer. My experiences have provided me with maturity, strength, and
resiliency; however, with few support servicesin my youth and youngadulthood, it was often
challengingto balance caring for my family member, while caring for myself. Given the lack of

attention broughtto youngcarers, it is not surprisingthat | had remained unaware of the term



‘voung carer’ until well after completing my undergraduate degree. As a result, | navigated
through the toughest years of my youth and youngadulthood feelingrelatively alonein my
situation, unaware that there were othersin the same situation as me, and unaware of what
might be available, ifanything, to support me. When | became aware of the concept, young
carer, | began searching out research and literature focused on youngcarers. As | began to find
and read the limited literature that did exist, | became increasingly concerned with the lack of
meaningful engagement and voices of youngcarers in this literature. In fact, almost more
frustratingthan the lack of supports available to young carers was what | perceived as the
continuous disregard for their extremely valuable voices and stories. Recognizingthat young
carers hold deep knowledge about their lives and experiences, | strongly believe they should be
supported in sharingtheir stories and experiences and beingactive members in shapingthe
practices and policies thatinfluence them. It is for these reasonsthat | soughtto do my
Master’s thesis with the aim of providinga space for young carers to share their experiences
and playan active rolein the research process and social change to ensure that youngcarers
are better supported goingforward. | looked to critical youth studies (CYS) and theories to
inform this research; a discussion | turn to next.
A Grounding in Critical Youth Studies and Theories

As mentioned by Rose and Cohen (2010), conceptualisations of childhood, youth, and
young adulthood are socially constructed and therefore change across time and culture.
Historically, the level of assistance expected of children has shifted over time to reflect the
needs of changing contexts. For instance, in the Global North duringthe 19" century, child

labour was not considered inappropriate as it was economically necessary for children to work



to support the needs of the family (Heywood, 2001). During this time, children were viewed as
economically valuable and capable throughout their childhood and into their adulthood. Fast
forward to the present dayin the Global North, and childhood is viewed as a time of protection
and dependency (Ibrahim et al., 2014) where a child is “not finished yet” (Wihstutz, 2017) and
primarily of value as a future and productive citizen; one who contributesto the economic
stability of society (Wyn, 2015; Smith, 2015). From these conceptualizations, in the Global
North, young people are presented as ‘becomings’ ratherthan ‘beings’ (Wihstutz, 2017, p. 275).
As a result, childhood, youth, and youngadulthood are all understood and accepted as a time
where it is the adults’ responsibility to take care of young people as they followalonga normal
trajectory towards adulthood (O’Dell at al., 2010; Smyth et al., 2011). Thisapproach has
“spawned a rationale forinterventions that prevent nonnormative development or that enable
those who have gone ‘off track’ to be returned to the mainstream” (Smith, 2015, p. 24). For
instance, when a child’s lived experiences deviate from environments that are considered
unproblematicand free of decision making “such as working to support the family instead of
attendingschool or dealing with an abusive event(s),” the adult world (society) intervenes
(Smith, 2015, p. 22). Given thatthe ‘norm’ is for adults to take care of childrenin the Global
North, it is neither expected nor encouraged to take on caring responsibilities at a youngage
(Becker 2007; Freeman 1998; O’ Dell et al., 2010). Doing so creates an alternative to the
idealized version of childhood, youth, and young adulthood which places young carers who
carry high levels of ‘adult-like’ responsibilitiesas being outside this ‘norm’ and followinga

different trajectory (Charles et al., 2008; O’Dell, 2010). As O’Dell et al. stated:



Children are viewed as in a state of becoming and positioned as vulnerable and unable
to negotiate the world of adults. Within this mainstream view, social competence is
accorded at particular ages (Fleer 2006) and therefore young carers transgress taken for
granted assumptions about the competence and abilities of children, where the
assumption is that children are to be cared for rather than care for others (p. 644).

In addition to the responsibilities that come with supportinga family member as a
young person, further challenges arise when young carers hold themselves to standards that do
not reflect their lived experiences. Throughout my youth and youngadulthood, | have often felt
like an outlierin my social circles. | can distinctly remember a period in my life where | felt the
most isolated because | wouldn’t share my story or my experiences with most peoplein fear of
them not understanding my situation. Knowingthat my experience was notthe ‘norm’ led me
to feel and remain hidden to avoid another reminder that I should be living a life that is more
“consistent with socially accepted constructions of childhood” (Rose and Cohen, 2010, p. 481).

A central tenet of CYS s that “scientificand dominantdiscourses promote the cultural
construction of youth as a separate social category, which is reproduced and institutionalized
through hegemonicpower relations between youth and adults” (Wright, 2020, p. 33).
Discourses are systems of reasoningthat rely on patterns of repetitiousideas, language, moral
frameworks, and narratives (Lesko, 2012). Specifically, CYS brings attention to discourses of
youth, which are patterns of heavilyingrained discourses that naturalize particul ar ways of
conceptualizingyouth and generate restrictive frameworks through which youth are
understood and managed (Smith, 2015; Wyn, 2015). According to Griffin (1993) and Wright

(2020), youth discourses can generate, legitimate, reproduce, and institutionalize certain



arguments, concepts, institutional practices, and social structures while preventingand
silencing others. These youth discourses “function across time and social institutions and
appearto be natural, common sense, invisible, and indisputable” (Wright, 2020, p. 33).

Early literature that explores the phenomenon of young carers draws on and
encourages this construction ofa ‘normal’ childhood. Specifically, one of Becker and Aldridge’s
(1993) first papers onyoung carers in the UK is titled ‘The Lost Children,’ referringto the
constructed notion that youngcarers have lost out on significant aspects of a symbolic, ‘normal’
childhood (O’ Dell et al., 2010). As a result, young carers are understoodin a profoundly
negative view (i.e., livingtragic lives and victims of their circumstances) based on an
assumption that youngcaring produces a loss of opportunity to be a ‘normal’ child, youth, or
young adult (O’ Dell et al., 2010; Rose & Cohen, 2010; Smith, 2015; Smyth et al., 2011; Wyn,
2015). In thisway, “young caring is viewed as not ‘real life’ but an obstacle in the way of
achievingthe ‘reality’ of beinga child, [youth, or youngadult,]” leading manyto see young
carers as beingin need of rescue (O’ Dell et al., 2010, p. 652). As a result, young carers are stuck
in limbo, livingon the borders between ‘real life’ and what ‘real life’ is supposed to be;
opposingand embodyingspecificidentitiesthat submit to the ‘norms’ of the Global North. CYS
scholars have critiqued this perspective, arguing:

“What is needed are models of growth that accommodate multiple sideways paths to

growth, rather than one single, invariant, hierarchical, stage-like process of growing

‘up”” (Ibrahim et al., 2014, p. 59).

As previously mentioned, in the Global North, young people are typically understood

through psychological and/or physical stages of development (Quijada Cerecer et al., 2013;



Wyn, 2015). These “hegemonic understanding[s] of childhood [have] placed children at the
lower margins of society” (Wihstutz, 2017, p. 175) and “positions youthin oppositionto
adulthood whereby young people grow into or toward adulthood or grow out of or away from
childhood (Quijada Cerecer et al., 2013, p. 217; see also:Smyth et al., 2011). CYS scholars seek
to challenge the transitionallife-stage paradigm that works to divide childhood from adulthood
(Quijada Cerecer et al., 2013, p. 217). Further, they offer necessary criticism to adult-centric
institutions (e.g., family, school, legal, etc.) thatintend to educate youngpeople toward
adulthood in specificways and protect them from the realities of daily life (lbrahim et al., 2014;
Quijada Cerecer et al., 2013). Through acknowledging the multidimensionality of youth and the
influence of social structures on the lived experiences of young people (Lee et al., 2020), CYS
creates a “distinction between the lives of young people and the way young people are
categorized and represented in social discourses, cultural practices, and policies” (Quijada
Cerecer et al., 2013, p. 217). This distinctionis especially relevant to young carers, as their lived
experiences often transcend ‘normal’ life-stage expectations, trajectories, and paradigms (O’
Dell et al., 2010). As a result, dominant conceptualizations of young carers are informed by
problematicassumptionsthat are based on the constructed ‘norms’ associated with childhood
and adulthood. These assumptionswork to reinforce inaccessible spaces, opportunities,
programming, and resources (Wright, 2020) for young carers (O’ Dell et al., 2010).

CYS scholars focus much attention on the presence and dominance of youth discourses
in adult-centered institutions such as schools. Accordingto Wyn (2015), schools commonly take
up assumptions that mark the “child as being separate from the adult world (society), who in

early childhood does not have the cognitive capacity or lived experiences to make rational and
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reasonable decisions about whatis or could happen tothem” (p. 22). These taken for granted
assumptions promote and reinforce youth discourses that represent childhood as a time of
dependency, and that youth are without insight and agency (O’ Dell et al., 2010; Smith, 2015;
Wyn, 2015). Since young carers experience times of resiliency, strength, and action in their care
roles (Smyth et al., 2011; Stamatopoulos, 2015), dominant discoursesof youth as ‘innocent’ and
‘dependent’ do not represent the complexity of youngcarers’ real lives (O’Dell et al., 2010). CYS
proposes that when young peoples’ lived experiences are made to be hidden and theirvoices
silenced, school settings, which are intended for growth and exploration, become oppressive
spaces (Carey et al., 2020). Through challengingand deconstructingdominant understandings
of youth, it is here that CYS has social justice and social change atits heart. Specifically, CYS
scholarsinsist that youth be supported to actively “engage in actions that create change in
organizational, institutional, and societal policies, structures, values, norms, and images”
(Jennings et al., 2008, p. 40).

In my experience as a youngcarer, | felt that | could not share who | was completely
with othersin adult-centricspaces. Most of the time, when | confided in adultsin these spaces
about my care role, they invalidated my experiences through not beingable to comprehend
thata young person could take on a role like mine. Thisled me to keep animportant part of my
identity hidden, feel different and out of place, and remain unsupportedin spaces where |
should have felt the opposite. My experience aligns with findings from Rose and Cohen (2010),
in which they suggest that young carers are often required to ask questions and challenge
decisions about their family memberin an assertive way. This may include ad vocating for

proper medication, support, and resources for their family member. Although sometimes
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necessary in the care role, this behaviouris often labelled as cheeky and is not generally
allowed or encouraged of young people, especially in school-settings (Rose & Cohen, 2010). In
this way, societal assumptions not only produce misinformedideas aboutall young peoples’
lives, but also produce restrictive frameworks that leave young carers unsupportedin
negotiatingtheir care roles from the position of a young person (O’ Dell et al., 2010; Rose &
Cohen, 2010).

As studies grounded in CYS are beginningto emerge, there is little leisure literature that
draws on critical youth studies, resultingin a lack of understanding of young peoples’ leisure
experiences from this perspective (Fox, 2020; Wright, 2020). Within the leisure literature that
doesdraw on CYS, findings suggest that young people rarely have opportunities to share their
voice or influence decision-makingin leisure spaces (lbrahim et al., 2014; Smith, 2015; Wright,
2020; Wyn, 2015). Leisure spaces are notimmune to the previously mentioned powerful
discourses of youth that presentyoungpeopleasdependentandin need of protection (Wyn,
2015). As such, and as a means of keeping children and youth safe, risk management becomes a
central focus (Jennings et al., 2008), eliminating opportunities for youth to experience risk
(Lavie-Ajayi & Krumer-Nevo, 2013). Youth are also often intentionally left out of important
leisure-related decisions and decision-making processes (Carey et al., 2020; Quijada Cerecer et
al., 2013; Shamrova & Cummings, 2017) in these settings. According to Hopper et al. (2019),
youth experience frequentisolation fromimportant decisions and engagement with adultsin
leisure spaces, which has resulted in marginalizing spaces and misinformed programming. For
instance, youth are often characterized by ‘what they should be doing’ and ‘why they aren’t

doingit’ (Ibrahimet al., 2014; Smith, 2015). When youth are not actively involved in decisions
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abouttheir own leisure, they are at risk of beingforced into leisure spaces and opportunities
defined by discourses of youth, which may not be meaningful or productive to them (Therlault,
2014). Thisis especially relevant to young carers, whose lives do not conform to the ideal
‘norms’ of childhood (O’Dell et al, 2010). In this way, leisure spaces and opportunities are
inaccessible to them (Matzka & Nagl-Cupal, 2020) because they are designed to accommodate
singularunderstandings of children and childhood (Smith, 2015). CYS challenges these
dominant understandings of youngpeople, suggesting that when spaces accommodate a
singular conceptualization of youth, they are not ultimately supportive or helpful in the real
lives of manyyoung people (Ilbrahimetal., 2014; Smith, 2015; Therlault, 2014).

These discourses of childhood in societies focused on ideals of individualism are
challengedin other cultures, particularly cultures where communalismis valued. Cass(2007)
suggests that there are many “cultural circumstances where kin reciprocity is paramountin
family functioning” (p. 246). Thisis the case in Morelli et al.’s (2003) study, which explores
differences between youngchildren’s access to work in four communities: two middle-class
European American communities, Efe foragers of the Democratic Republic of Congo, and
Indigenous Maya of San Pedro, Guatemala. Specifically, their findings suggest thatin both
European American communities, children had less access to work that was designated for
adults. In contrast, childrenin Efe and San Pedro had more access to adult work such as running
errands, preparing, and cooking food, and caring for other children. In this way, Morelli et al.’s
(2003) findings suggest that there are cultural differencesin how much valueis placed on

children’s access to adult work and ability to contribute to their family and broader community.
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According to Robson (2004), “global processes shape children and young people’s home
lives and structure their wider life experiences” (p. 228). In their research with young carers in
Zimbabwe, Robson brings specific attention to the international diversity of young people’s
experiences of childhood, home, family, and work in a time of increasing globalisation.
Specifically, youth of the Global South areincreasingly incorporated into divisionsof labour,
contrasting expectationsin the Global North that children should remain out of the work force
until adulthood. Similarly, on the Netflix reality show “Old Enough!, Japanese children asyoung
as two years old are seen running errands for their parents (Grose, 2022). In comparison to
Japan, Grose suggests that Americans’ have overexaggerated on protectiveness and thatin an
American version of the show, parents would be framed as irresponsible, or children would be
represented as needing more support. As Wihstutz (2017) mentions:

The conviction that a ‘proper’ childhood involves being reared by parents within a secure

domestic setting and secluded from the dangers of the adult world is underlying,

implying childhood as time free of social and economic responsibility, and marked by

learning and play, distant from hardship, work, and misfortune (p. 176).

There is perception in the Global North that caringis ‘ugly’ orincompatible with the
range of experiences acceptablein childhood, leading adults to feel a need to shield young
people from caring (Wihstutz, 2017). It is here that CYS scholars argue for:

A need to de-emphasise or challenge myths of childhood (as carefree and protected

from the demands of labour) and ‘universal’ discourses on children’s rights purported by

the Global North, while supporting children’s and young people’s rights to work under

appropriate circumstances (p. 229).
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It is through challengingtaken for granted discourses of youth that CYS emphasizes that
young people hold deep knowledge about their lives and experiences and should therefore help
shapethe practices and policies that influence them (Fox, 2016). It is from this perspective that
| believeitis necessary to both challenge dominantconstructions of youth in the Global North
that may reinforce marginalizingand inaccessible leisure spaces for young carers and create
spaces where youth can share their own stories and shape theirown narratives. This research
draws on three central tenets of CYS that are most relevant to this work: there is not one single
stage-like process of growth, there are multiple sideways pathsto growth; dominant discourses
of youth reproduce and legitimize singular understandings of young people that do not reflect
their lived experiences; and young people are experts on their own lives and have theirown
agency thatis often taken away from them within adult-centricspaces. | now turnto a
discussion on how| linked theory and methodology, through groundingin CYS.

Linking Theory and Methodology

Given the critical youth lens groundingthis study and the goals of supportingyouth
agency, illuminatingthe voices and stories of youngcarers, and involvingyouth more in
decision-making processes, | found myself drawn to Critical Participatory Action Research
(CPAR) as a methodology for this research. Specifically, CPAR provides a space for people not
oftenincludedin decision-makingin research to reclaim ownership over their own stories and
play active rolesin changing their world (Jennings et al., 2008, Shamrova & Cummings, 2017).

As a young carer myself, | feel strongly that youngcarers’ own voices be upheld at the
forefront of research exploringtheir experiences. Aligning with CYS, this not only entail s

capturingyoungcarers’ elicited words but also their active control in determininghow those

15



words are collected and used and what stories they want to tell. CPAR provided a path to do
just that; to embrace the potential of all co-researchers by “offering them opportunities to
name, explore, and analyze their experiences, and respect them as authors and experts of their
own lives” (Mirra et al., 2015, p. 5). Complementing CYSand PAR, an authentic partnership
approach (see figure 1) involves working with others, not for others (Dupuis et al., 2012a, p.
436). Aligning with thisapproach, | strongly believe in incorporatingand valuingall partners’
perspectives and including young carers’ voices directly in decision making (Dupuiset al.,
2012a, p. 436).

Figure 1.

An Authentic Partnership Model (Dupuis et al., 2012a, p. 436)
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Dupuis et al. (2012a, 2012b) outlines five components that lend to our research with
young carers. An authenticpartnership: (1) recognizes thatindividual voices have been
oppressed, silenced, and/or excludedin decision-making, (2) values working and acting in

partnership with all stakeholders to address social injustices and inequities experienced by
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marginalized individuals, (3) views knowledge as power, and joint education, learningand
sharingopportunities asimportant vehicles for social change, (4) respects and values the
knowledge and lived experiences of all partners, and (5) involves ongoing critical reflection and
conversationsin the community as a facilitator of new possibilities (Dupuis et al., 2012b). To
mobilize authentic partnerships meaningfully and intentionally, Dupuis et al. (2012a) developed
a set of guiding principles which include: a genuine regard for self and others, an appreciation
for the synergy of relationships, and a focus on the process. To amplify the partnerships
establishedin ourresearch, | drew on these principles as well as the five enabling factors of the
approach to support authentic partnershipsthroughout our process: connectingand
committing, creating a safe space, valuing diverse perspectives, establishingand maintaining
open communication, and conducting regular critical reflection and dialogue (Dupuis et al.,
2012a).

An authentic partnershipapproach emphasizesthe value of diverse perspectives and
voices within the CPAR team and provided me with a scaffoldingto authentically involve young
carers in decision-making throughoutthe CPAR process. To sustain genuine and sincere
partnershipsit was crucial that | recognize the value and power of each person’s unique
positionality so | could better support the voices, strengths, and abilities of all CPAR team
members. Through ongoingreflection with myself and the CPAR team, and continuously
reflecting on the use of the five enablingfactors, the authentic partnership approach was
importantin helpingus navigate and support a truly collaborative process.

In searching out partners for our CPAR team | reached out to Cayleigh Sexton from the

YCA and Chelsea-Anne Alex from the YCP, who both agreed to support our research as co-
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researchers. They then reached outto youngcarers in their organisations to tell them about
our research and recruited young carers interested in serving as co-researchers on our CPAR
team. They were able to recruit four bright youngcarer co-researchers who all agreed to be
activelyinvolved in thisresearch: Saige Johnston, Chloe Chomos, Emaan Fatima, and
Bernadette Sarmiento. All members of our CPAR team felt strongly about beingidentified asa
member of the team.

Our Collaborative Purpose Statement

In the early stages of the CPAR process, the CPAR team has met several times over the
last several monthsto collaboratively shape the direction of the research. As part of this
collaborative process, we determined that the purpose of this CPAR study was: to partner with
young carers to expand our understandings of young carers' experiences of care and how those
care experiences shape leisure. In doing so, our objectives were to:

e providea platformto privilege the voices of youngcarers,

e challenge dominant perspectives of youngcarers through bringingawareness to
theirunique experiences, and

e ensureyoungcarers are better supported in theirroles by identifying specific
ways to supportyoungcarers, includingin their leisure.

Our study was guided by the followingresearch questions: How do youngcarers story
their experiences of care and leisure in their unique contexts of caring? How do the stories of
young carers’ experiences of care and leisure contrast with the dominant constructions
presented inthe literature? How might service providers and leisure professionals better

supportyoungcarers in their care roles, includingin their leisure? Ultimately, this study is
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intended to move leisure professionals, organizations, and policymakers to actions that better
supportyoungcarers and their leisure lifestyles. | provide a much more detailed description of
CPAR, our CPAR team, and our CPAR processin Chapter 3: Our Path to UnderstandingYoung

Carers and their Leisure, of this thesis.
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Chapter Two: Mapping the Young Caring Literature

In this chapter, | explore the existingyoung caring literature, identifying gaps alongthe
way that our study addressed. Specifically, | begin by establishingan understanding of how
young carers’ roles are described in theliterature. Second, | examine how the youngcaring
literature constructs youngcarers. Third, | describe the literature that speaks to the lived
experiences of youngcarers. Last, | explore leisure in the lives of youngcarers, whichincludes
drawingon literature that discusses leisurein the lives of young people and adult carers.
Concludingthis chapteris an identification of the primary gaps in the young caring literature
that our research intends to address.
The Roles of Young Carers

As previously mentioned, youngcarers are young people under the age of 25 who take
on extraresponsibilities and provide unpaid supportto a family member due to a chronic
iliness, disability (physical orintellectual), mental health concern, substance misuse, parental
absence, or other social or cultural factors (e.g., language barrier, etc.) (Aldridge & Becker,
1993; Chadi & Stamatopoulos, 2017; Charles, Stainton, & Marshall, 2008; Stamatopoulos,
2016). | feel it is important to mention that this definition is useful foridentifyingand
supportingyoungcarers; however, in no way is this an exhaustive and inclusive definition.
Instead, itis a working, malleable representation of what is currently known about young
carers. There are young carers who may not identify with or align with this definition. For
instance, surpassingthe age of 25 does not mean someone is no longer a youngcarer. In saying
this, for the purposes of this thesis, | will be drawing on the generally accepted definition of

young carers mentioned above.
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The level of responsibility involvedin supporting a family member and time spent on
these responsibilities variesamong young carers (Becker, 2007). Specifically, the level of
responsibility a young carer may contribute to their family and time spend on these
responsibilities are not static. Oftentimes, young carers’ level of care responsibility will
fluctuate between light to very heavy, dependingon circumstances within their unique contexts
of care (Becker, 2007). Accordingto multiple scholars, increased time spent on care
responsibilities often contributes to feelings of isolation, loneliness, and increased stress
(Charles et al., 2008; Collins & Bayless, 2013; Eley, 2004; Lakman, 2015; McDonald et al., 2009;
O’Dell et al., 2010; Robinson et al., 2020). As a young carer myself, | often experienced these
feelings when | felt my care responsibilities were heavy; however, since | had no supports that
were specifically tailored toward my experience as a young carer, | cannot say whether these
feelings would have been more positive had | been supported in my care role.

Literature suggests that young carers provide a wide range of supportincluding physical,
household, medical, emotional, and social (Frank et al., 1999; Joseph et al., 2008; Lakman,
2015; McDonald et al., 2009; McDonald et al., 2010; Moore et al., 2009; Phelps, 2017; Smyth et
al., 2011; Warren, 2007). Physical support mayinvolve helping with personal care such as
toileting, mobility, washing, showering, bathing, dressingand undressing, puttingsomeone to
bed, and looking after siblings. Household support includescleaning, meal preparation, cooking,
financial tasks, and house maintenance. Medical tasks can involve helping with medication
(managingand administering) and transportation to medical appointments. Emotionaland
social supportinvolves keeping the family member company, their spirits up, driving them to

social gatherings or events, and may include supportingthe adult carer through ongoing
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guidance, reassurance, and encouragement. Not all young carers take on all these tasks and
multiple scholars suggest there is wide variation in the level or responsibility and care that
young carers provide (Aldridge, 2018; Cohen et al., 2015; Lakman, 2015; McDonald et al., 2010;
McDonald et al., 2009; Moore et al., 2009; Smyth et al., 2011). However, in comparison to non-
caring young people, “youngcarers spend up to 75% more time on a weekly basis on these
types of tasks than non-caring children and youth” (Sexton, 2018, p. 3; see also: Aldridge &
Becker, 1993; Smyth et al., 2011; Warren, 2007).

Multiple siblings within a family may take on care responsibilities, and itis common for
siblings to assume different levels of responsibility within the family (Sexton, 2018). This means
that some siblings may have light levels of care, while other siblings take on heavy
responsibilities. These within-family differences are not fully understood; however, scholars
have determined that age, gender, birth order, nature of the illness or disability, individual
factors, and availability of alternative support sources may influence the level of resp onsibility a
young carer may take onin the family (Becker 2008; Becker et al. 1998; Dearden & Becker,
2004; McDonald et al., 2010; Sahoo & Suar, 2010). Accordingto Dearden and Becker (2004), the
average age of youngcarers rests around 12, although scholars have identified children who
provide care at as youngas 5 (Aldridge & Becker, 1993). Although some scholars suggest gender
may not be a determiningfactorin who provides care in the family, some researchers have
found that females often take on responsibilities related to intimateand household tasks more
than males (Dearden & Becker, 2004; Joseph et al., 2009). Further, Smyth et al. (2011) suggest
that males may be aware of social norms of masculinity and, in turn, may be more reluctant

than females to identify themselves as young carers in fear of judgment from society. Few
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studies have determined the extent to which birth order or individual factors such as
personality and temperament contribute to who undertakes care responsibilities in the family
(Lackey & Gates, 2001; Lakman, 2015; McDonald et al., 2009).
Social Constructions of Young Carers

So, what are the dominantdiscourses of young carers? As mentioned in Chapter One,
young caring is often constructed as producinga loss of opportunity to be a ‘normal’ young
person (Aeyelts et al, 2016; Bolas et al., 2007; Lakman, 2015; Smyth et al., 2011). As a result,
young carers are predominantly constructedin the literature as ‘tragic victims of circumstance’
(O’Dell, 2010, p. 650). Althoughitis very important to express the challenges that come with
young caring, itis equally as essential to do so without exaggeratingthe negative impacts of
caring, which may stigmatize youngcarers and their families (Fives et al., 2019). Further
contributingto this depiction of young carers’ care experiences as tragic, multiple scholars’
position youngcarersin comparison to anidealized ‘normal’ child and childhood (Aeyelts et al.,
2016; Boumans & Dorant, 2018; Chojnacka & Iwanski, 2021; Cooklin, 2010; Lakman, 2015;).
Since young carers have lives outside the normative expectations of young people and familial
responsibilities, they are judged and understood as different and deficient compared to non-
carers (O’Dell et al., 2010). Judgments about youngcarers are further developed from the
emerging and popular use of the term parentification when referringto youngcaring. Remtulla
et al. (2012) state that ‘parentification’ occurs when parents willingly and wholly abandon their
parental responsibilities and demand their child adoptthe parentingrole for the maintenance
of the family. Other studies suggest that young carers fulfill the parental role in the family when

they take on caring responsibilities that are not expected of a child. As a result, youngcarers
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are seen as ‘parentified’ and are considered ‘parental-children’ (Borchet et al., 2021; Boumans
& Dorant, 2018; Charlesetal., 2009; Chojnacka & Iwanski, 2021; Frederick et al., 2020;
Hendricks et al., 2021; Kavanaugh & Stamatopoulos, 2021; Rose & Cohen, 2010;
Stamatopoulos, 2016).

Parentification is an example of common taken-for-granted assumptions about child
and adultroles. Again, not to dismiss the challenges that come with being a youngcarer and
the range of ways the care role can be experienced by different young carers, constantly using
parentification asadominant label in youngcaring literature constructs youngcaring
experiences as ‘abnormal’ and all young carers as vulnerable and in need of rescue from their
care roles (Chojnacka & lwanski, 2021; Earley & Cushway, 2002; Frederick et al., 2020;
Hendricks et al., 2021; Kavanaugh & Stamatopoulos, 2021; Parys et al., 2014). In Heyman and
Heyman’s (2013) study, young carers viewed themselves as competent navigators of theirown
futures and did not share beliefs with academics and service providers about whata ‘normal
childhood’ should look like. Since not all young carers are ‘parentified’ (Charleset al., 2009) and
the term ‘parentification’ itselfis dependent on social constructions of child and adultroles, itis
concerningthat scholars have shifted to the common use of the term in young caring literature
without takinga critical approach (Chojnacka & Iwanski, 2021; Borchet et al., 2021; Frederick et
al., 2020; Hendricks et al., 2021; Kavanaugh & Stamatopoulos, 2021).

As youngcaring literature continues to compare youngcarers to an idealized norm,
young carers are automatically positioned in a state of disadvantage and constantly fall short of
societies’ expectations of them (Charles et al., 2009; Heyman & Heyman, 2013; O’Dell et al.,

2010; Rose & Cohen, 2010; Smyth et al., 2016). Although scholars have begun to explore the
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‘norms of childhood’ that guide most of the research on youngcarers (Aeyelts et al., 2016;
Charles et al., 2009; Heyman & Heyman, 2013; O’Dell et al, 2010; Rose & Cohen, 2010, Smyth et
al., 2011), little attention has been brought to deconstructing these taken for granted ‘norms,’
which has resulted in the over-depiction of youngcarers as vulnerable and at-risk (Aldridge,
2018; Bolas et al., 2006; Cooklin, 2010; Frank & Slatcher; 2008; Gray et al., 2008; Kavanaugh,
2014; Stamatopoulos, 2016).

Although almost every study on youngcarers brings attention to the challenges that
come with caring at a youngage (Aldridge, 2018; Cooklin, 2010; Earley et al., 2007; Joseph et
al., 2008; Moore et al., 2009; Smyth et al., 2011), few studies are designed in a way that also
privilege the positives involved in youngcaring. Heyman and Heyman (2013) indicate that the
“personal gains from [young carers’ care] roles needs to be better acknowledged” (p. 577).
Thus, a smaller body of literature has begun to shed light on the positive aspects of caring for
young carers, such as developing maturity, responsibility, a positive sense of self, and life skills
(Matzka & Nagl-Cupal, 2020; McDougall et al., 2018; Rose & Cohen, 2010). Unfortunately, some
of this literatureis limited in terms of delving deeply into the complexity of care experiences for
young people. For example, Earley et al. (2007) used quantitative methodsin the form of a
guestionnaire that placed questions for young carers into ten categories. Out of all ten
categories, 9 were specific to different challenges that young carers experience and one broadly
addressed the ‘positives of caring’ (p. 173). In this case, the questionnaire was designed in a
way that emphasized the challenges associated with the care experience compared to the
positives. Further, this type of method restricted the ability for young carers to speak directly to

the positives and negatives of their care experience (Joseph et al., 2019), thus some care
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experiences notincluded on the questionnaire may not have been captured. What is most
problematicabout a focus on a deficit-based approachisthatit places fault on the act of caring
at a youngage ratherthan exposingstructural and systemicfactors, and the lack of supports
availableto families, that marginalize young carers (Gray et al., 2008; Kavanaugh, 2014; Moore
et al., 2009).

Given the predominance of negative constructions of youngcarers, it is not surprising
that these discourses can play a significant rolein shapingyoungcarers’ experiences. In their
study, Constructing ‘Normal Childhoods’: Young People Talk about Young Carers, O’Dell et al.
(2010) found that young people were very aware of and drew on predominantly negative
constructions of young carers, suggestingthat dominant discourses presentyoungcarers lives
as problematic. These constructionsare then resisted by young carers as they navigate their
care experiences (O’ Dell et al., 2010). Since very few scholars have utilized a critical approach
in their research, little attention has been brought to the discourses that create specific
constructions of youngcarers and their care experiences. Although there are challenges that
come with caring at a youngage, socially accepted discourses have the power to marginalize
young carers through consistently problematizing their experiences of care (O’Dell et al., 2010;
Rose & Cohen, 2010). In addition, there are currently few studies in the young carer literature
that utilize phenomenology, narrative, or participatory methodologies and methods (Bolas et
al., 2007; Doutre et al., 2013; Skovdal et al., 2009; Jonzon & Goodwin, 2012), which are
designed in a way that may encourage and uphold the voices, experiences, and stories of
participants (Eley, 2004; Frank and Mclarnon, 2008; Holmes, 2020; Joseph et al., 2019; Phelps,

2012; Phelps, 2017) and provide opportunities to construct an alternative discourse grounded
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in the lived experiences of young carers. | addressed this gapin theliterature by working in
partnership with youngcarers.

With the above limitations of the existingliterature in mind, | now set out to describe
what we know about the experiences of young carers. Given that most of this literature focuses
on thechallenges of being a youngcarer, | will start there.

Experiences of Being a Young Carer
Challenges Experienced by Young Carers in their Care Roles

As previously mentioned, the youngcaring literature suggests that youngcarers
experience multiple challenges when they are left unsupportedin their care roles (Aeyelts et al,
2016; Aldridge, 2018; Bolas et al., 2007; Cooklin, 2010; Earley et al, 2007; Joseph et al., 2008;
Lakman, 2015; Moore et al., 2009; Smyth et al., 2011). Specifically, the most consistently found
challengeis the isolationthat young carers experience (Aldridge, 1993; Aldridge, 2018; Bolas et
al., 2006; Frank & Slatcher; 2008; Gray & Robinson, 2009; Gray et al, 2008; Kavanaugh et al.,
2015; Lakman, 2015; Moore et al., 2009; Robson, 2004; Rose & Cohen, 2010; Smyth et al, 2011;
Stamatopolous, 2015; Warren & Ruskin, 2008). The isolationthat youngcarers experience may
resultin loneliness and lower levels of life satisfaction (Chalmers & Lucyk, 2012; Collins &
Bayless, 2013; Stamatopoulos, 2018).

According to Smyth et al. (2011), many young people who undertake caringroles and
responsibilities do not identify themselves as youngcarers due to the nature of the care
relationship. Specifically, the care roleis a very natural part of some youngcarers’ livesand as a
result, they do not view themselves as ‘carers’ butinstead as simply supporting their family. In

a study that explored youngcarers experiences in Zimbabwe, there was often no-one else to
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step into the caringrole and therefore, taking on caring responsibilities was automatic for many
young people (Robson, 2004). In my own experience, caring at a youngage was my normal.
There was no use in questioning my role because it just simply was my circumstance. Theterm
young carer was completely unknown to me for a longtime, as was the idea that there were
otheryoung carers out there with similar experiences. It was not until | started speakingabout
my care experience openly that | came to realize how many youngcarers | already knew, even
in my small social circle. Although I can identify youngcarers because | now know that the term
means, the majority of young carers do not know of the term young carer or consider
themselves young carers (Aldridge, 2018; Chalmers & Lucyk, 2012; Stamatopolous, 2018).
Aligning with my experience, young carers do not often share their experiences of care with
others, furtherisolatingthem and limiting the possibilitiesfor them to hear of the term ‘young
carer’ (Aldridge, 2018; Stamatopolous, 2018) In Canada, there is a general lack of awareness of
young caring and there are minimal supports available to youngcarers (Stamatopolous, 2015;
Stamatopolous, 2018). As a result, many Canadian young carers remain hidden beyond the
reach of the limited supports available to them (Aldridge, 2018; Chalmers & Lucyk, 2012;
Sexton, 2018; Stamatopolous, 2016; Stamatopolous, 2018). Thisisolationand lack of awareness
and support hasthe potential to create new challenges for young carers and exacerbate the
challenges they may already experience. These challenges fall within the realms of
consequences on education, future employment, social opportunities, physicaland mental
health, and well-being (Aldridge, 2018; Ali et al., 2012; Bolas et al, 2007; Chalmers & Lucyk,
2012; Earley et al, 2007; Fives et al., 2013; Hamilton & Adamson, 2013; Hill et al., 2011; Lloyd,

2013; Moore et al., 2009; Polkki et al., 2004; Stamatopolous, 2015; Warren, 2007).
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Given that young carers often spend a significant amount of their time caring for their
family member, participation in education may be constrained (Becker & Sempik, 2019; Fives et
al., 2016; Hamilton & Adamson, 2013; Wong, 2016). Specifically, young carers’ attendance may
be impacted, with some decidingto drop out completely to provide the necessary support to
their relatives (Lakman, 2015). Further challenges regarding attendance include lateness,
difficulty completing course work and homework, and restricted peer networks (Ali et al., 2012;
Chalmers & Lucyk, 2012; Eley, 2004; Warren, 2007). Dependingon the level of responsibilities
taken on by young carers challenges may be intensified by tiredness and a lack of time to fulfill
school-related tasks at home. Some scholars found that these academic challenges led to
poorer future financial standingand career choices amongyoung carers (Fives et al., 2013; Hill
et al., 2009; Lloyd, 2013; Moore et al., 2009; Stamatopoulos, 2018).

There are few studies that focus on the economic realities and financialimplicationsfor
young carers in the young caring literature; however, many scholars briefly report on economic
and financial challenges as factors that influence the experiences of young carers. Particularly,
socio-economicdisadvantage has been constantly identified as a factor thatimpacts young
carers (Fives et al., 2013; Hill et al., 2009; Lloyd, 2013; Moore et al., 2009; Stamatopoulos, 2018;
Vizard et al., 2019). In their study, Fives et al. (2013) identified that youngcarers often lived in
households without any adultin paid work. This led several families to be heavily dependent on
whateverincome support they were entitled to by the government and/or resulted in young
carers seeking employment to financially supporttheir household. Similarly, Robson (2004)
found that most young carers in Zimbabwe supported their households through “financial and

material help to alleviate poverty by combatingloss of income and the cost of looking after a
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sick and possibly bedriddenindividual” (p. 242). When exploringthe influence of the COVID-19
pandemicon young carers’ mental health, King (2021) found that youngcarers were
consistently worried about their family’s financial situation. Accordingto King, financial
stressors often exacerbated mental health challenges such as worry and anxiety amongsome
young carers. Particularly, young carers expressed concerns about the uncertainty and potential
instability of the future in relation to their economic realities (Martin, 2021).

Within the youngcaring literature, various scholars have brought attention to the
challenges that youngcarers experience in relation to social opportunities (Aldridge, 2018; Ali
et al., 2012; Chalmers & Lucyk, 2012; Earley et al., 2007; Joseph et al., 2019; Leu et al., 2020).
Specifically, Aeyelts et al. (2016) described how some young carers experience bullyingand
harassment due to stigma surroundingtheir care roles and/or the family member they are
supporting. Forinstance, Robson (2004) found that Zimbabwean young carers and their
relatives felt reluctant to share their care experiences with others due to stigma about
HIV/AIDS. The fear of judgement from others that young carers may experience further inhibits
the development and maintenance of meaningful social relationships (Aeyelts et al., 2016; O’
Dell et al, 2010; Richardson et al., 2009; Rose & Cohen, 2010). Similar to challenges with
completing school-related tasks at home, young carers do not often have a lot of time after
school to build social relationships with friends, engage in extra-curricular activities, or attend
social events (Barry, 2011; Earley et al., 2007; Gray et al., 2008). According to Warren (2007),
young carers often lack free time, makingleisure activities more challengingto participatein.
Although various studiesin the young caring literature demonstrate that leisure activities and

spaces are inaccessible to youngcarers (Barry, 2011; Earley et al., 2007; Eley, 2004; Gray et al.,
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2008; Stamatopoulos, 2018; Warren, 2007), very few studies explore young carers’ meanings
and experiences of leisure. | will come back to a discussion on leisurein thelives of young
carers later in this chapter.

Some literature also pointsto the consequences of care on the mental and physical
health of young carers. For example, various scholars have brought attention to the emotional
impacts of care amongyoung carers such as frustration, anger, guilt, and confusion, all of which
are more pronounced when the youngcarers feel they do not have a choice in providingcare
(Alietal., 2012; Bolas et al., 2007; Chalmers & Lucyk, 2012; Doutre et al., 2013; Earleyet al.,
2007; Hamilton & Adamson, 2013). In contrast, findings suggest that when young carers feel
they do have a choice in taking on caring responsibilities, they experience greater life
satisfaction (Hunt et al., 2005), lower distress (Lakman, 2015), and are able to adaptto changing
roles (Pakenham et al., 2007).

Various scholars have also found that young carers experience stress, anxiety, and
depression (Obadina, 2013; Pakenham et al., 2007; Sahoo & Saur, 2009) and report low self-
esteem and low perceptions of their overall well-being (Banks et al., 2002; Chalmers & Lucyk,
2012; Collins & Bayless, 2013; Stamatopoulos, 2018). According to Dharampal and Ani (2019),
young carers who provide support to a family member with a mentalillness or substance
misuse may have a greater potential for mental health challenges, especially when
unsupported. Various scholars have also described to the behavioral challenges that young
carers may face when unsupported in their care roles. For instance, many young carers
experience emotional outbursts, self-harm, difficulty sleeping, and lower concentration (Cluver

et al., 2012; Collins, & Bayless, 2013; Cree, 2003; Nagl-Cupal et al., 2014). Further, young carers
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may also experience physical health issues associated with their care roles such as tiredness,
exhaustion, and backache as a result of caring responsibilities (Robison et al., 2020). However,
physical health issues may also be exacerbated by young carers’ constant feelings of worry and
stress (Becker & Becker, 2008; Cluver et al., 2012; Collins & Bayless, 2013). These emotional,
physiological, and behavioral challenges can affect young carers in multiple domains such as at
home, in their social relationships, and at school (Aldridge, 2018; Thomas et al., 2003; Warren,
2007).

Despite the emotional and physical aspects of care, young carers often have limited to
no access to resources that prioritize restoration and self-care (Moore et al., 2009). Specifically,
Polkki et al. (2005) expressed that the young carers in their study used self-taught practical and
emotional strategies to to manage the impacts of their care roles, with some youngcarers
turningto unhealthy strategies long-term such as substance use. Coupled with a lack of choice,
a lack of access to resources for restoration may also contribute to the high levels of stress that
young carers experience.

Given the abundance of literature that reports on the potential challenges that young
carers may experience in their care roles, multiple studies confirm that thereis a significant
need for supportsthat are designed to be accessible to youngcarers in their care roles (Bolas et
al., 2006; Frank & Slatcher; 2008; Gray & Robinson, 2009; Gray et al, 2008; Kavanaugh et al.,
2015; Lakman, 2015; Moore et al., 2009; Robson, 2004; Rose & Cohen, 2010; Smyth et al., 2011;

Stamatopolous, 2015; Warren & Ruskin, 2008). | turn to this discussion next.
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Supports Available to Young Carers

In their review of youngcarer services in Canada, Aldridge (2018) indicates that Canada
isin a ‘preliminary’ position, which is “marked by very little in the way of a nationalawareness
of young carers and no dedicated legislative supports” (p. 179). Although Canada has a handful
of locally driven services available to youngcarers and a developing research base, thereis “still
very little targeted programmingto assist them in their [care] roles” (p. 180). According to
Aldridge (2018), more recent studies have turned away from early intervention and prevention
of caring at a young age and have begun to focus on supportingyoung carers within their care
roles (Chadi & Stamatopoulos, 2017; Rose & Cohen, 2010; Smyth et al., 2011; Stamatopoulos;
2016); however, this shift is not necessarily reflected in studies that focus on reviewing young
carer services, which predominantly still discuss early intervention and prevention (Aldridge,
2018; Stamatopolous, 2016). Although it may be ideal to have preventative strategies that
focus on providing supportto the whole family where a young carer exists, there are multiple
barriers that delay the existence of these supports (Stamatopoulos, 2016). These barriers
include lack of fundingto supportthese broaderinitiatives and the integration of supports, and
identification strategies within schoolboards.

Currentlyin Canada, all available supportservices to youngcarers are both assistance
and mitigation-based, with supports “aimed at assistingyouth in their care roles (via
counselling, information on other services or self-help techniques and access to peer support
groups) and/or mitigating some of the negative consequences experienced (via respite-based
services, educational assistance and trainingand employment assistance)” (Stamatopoulos,

2016, p. 190). Among these available services, there are very few that specifically tailor to
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young carers (Aldridge, 2018; Chadi & Stamatopolous, 2017; Joseph et al., 2019) and all are
provided at a local level (Aldridge; 2018; Herman Nao et al., 2020; Stamatopolous, 2016) with
much inconsistency across communities in terms of what is available. Although the supportsin
Canadaare not preventative, they aim to support youngcarers within their care roles,
acknowledgingthat caring is sometimes a significant and appreciated part of youngcarers’
identities and lives. Since support services and programmingare not available to youngcarers
duringschool hours, they are often extra-curricularin nature and generally take place after
school. Due to the unpredictability of youngcarers’ lives and lack of promotion of the very
limited services available, these supports are not often accessible to young carers (Becker &
Sempik, 2019; Chadi & Stamatopoulos, 2017; Charles et al., 2008; Cooklin, 2010; Heyman &
Heyman, 2013; Purcal et al., 2012; Stamatopoulos, 2016; Stamatopoulos, 2015).

In summary, most of the youngcaring literature that mentions youngcarer supports
reporton the absence and inaccessibility of support services for young carers as a part of
understandingthe youngcarer experience (Becker & Sempik, 2019; Chadi & Stamatopoulos,
2017; Charles et al., 2008; Cooklin, 2010; Heyman & Heyman, 2013; Purcal et al., 2012;
Stamatopoulos, 2016; Stamatopoulos, 2015). The majority of studies that focus on supports
available to youngcarers are primarily concerned with reviewing the type of services that exist
(Aldridge, 2018; Stamatopolous, 2016), with some prioritizing preventative services and others
supportingassistance and mitigation services. | could not find any studies that prioritized young
carers’ own perspectives about what could better support themin their care roles, which |
found very disheartening. In response to this, Joseph et al., (2019) asks for researchers and

professionalsto take a step back from taking an expert frame of reference. In doingso, they call
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for participatoryand action led research that can provide greaterinsightsinto the lived
experiences of young people, their needs, and how these needs can be met. This research
answers this call through its groundingin CYS, which views young people as experts of their
own lives and calls for the active inclusion of them in decision-making about their lives. Further,
our study drew on CPAR, which provides the space for young carers to become active partners

in the research process.

Rewards Associated with Being a Young Carer

“Caregiving has changed my life to cope with adverse situations. It has made me aware

of how I should handle the sick and taught me to be active and positive in doing work”

(Syprose, in Skovdal et al., 2009, p. 587).

Although the challenges experienced by young carers and the lack of supports available
are most often reported on, there are multiple rewards that are associated with beinga young
carer (McDonald et al., 2010; O’ Dell et al., 2010; Pakenham et al, 2007; Phelps, 2017, Skovdal
et al., 2009). Specifically, young carers often take on a lot of responsibilities in their families
which, inturn, encourages a sense of agency (O’ Dell et al., 2010). Further, the multiple
responsibilities that young carers take on assists themin beingableto quicklyadaptin
unexpected situations (Pakenham et al., 2007) and minimize problems (Early et al., 2006) when
changes to their roles occur (McDonald et al., 2010). Coupled with adaptability, McDonald et al.
(2010) mention that some young carers are quite intuitive, comingto know a person’s needs,
preferences, and whatto do to support them. This coincides with findings from Skovdal et al.
(2009) who indicate that youngcarers “are often able to draw on a range of coping strategies

and manage their difficult circumstances extraordinarily well” (p. 593). Through advocating for
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their loved one, youngcarers develop arange of practical, care-related, and social skills
(Heyman & Heyman, 2013; Rose & Cohen, 2010) that benefit and define their future selves
(Early et al.,2007; Thomas et al., 2003). Specifically, young carers have been found to often
choose careers in caring professions (Banks et al., 2003; Dearden & Becker, 2003; Hamilton &
Adamson, 2012). Some young carers mention these career choices and aspirations may be due
to beingintrinsically caring, while others feel their young carer roles had nurtured aspects of
their personality that led them to caring professions. These aspectsincluded being more caring,
altruistic, enduring, and sympathetic (Charles et al., 2010; McDonald et al., 2009; Phelps, 2017;
Sahoo & Suar, 2010).

As mentioned, young carers may experience various challengesin their care roles,
leadingthem to experience resiliency (Kavanaugh, 2014; Matzka & Nagl-Cupal, 2020). However,
the youngcarer experience is messy and fluid, and young carers may shift from feeling more
resilient to less resilient depending on their unique contexts of care and as their circumstances
change. Alongwith resiliency, caring as a young person builds maturity and a sense of
responsibility (Banks et al., 2002; Fives et al., 2013; Nagl-Cupal et al., 2014; McDonald et al.,
2009), which youngcarers view as an assistance to them (McDonald et al., 2010). Additionally,
young carers have unique knowledge and understanding of illness and disability (Banks et al.
2001; Cooklin, 2010; Dearden & Becker 2000; Lackey & Gates 2001; McDonald et al., 2009;
Phelps, 2017; Thomas et al. 2003) and their care experiences canenhance family relationships
and closeness (Chalmers & Lucyk, 2012; Charles et al., 2010; Doutre et al., 2013; McDonald et

al., 2010; Stallard et al., 2004). Although there is a recognition of the complexities of care and
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the need to explore the challenges and rewards of care for youngcarers, our understanding of
the possibilities of care for young carers remains limited (Heyman & Heyman, 2013).

In various studies young carers asked that their diverse and multiple experiences and
care roles be better understood, and questioned services for their lack of availability and
accessibility (Heyman & Heyman, 2013; Stamatopolous, 2016; Aldridge, 2018; Kavanaugh &
Stamatopoulos, 2021; Leu & Becker, 2017) Given the lack of literature that explores young
carers experiences of care in all its complexity, it seems this call has not yet be answered. With
this project, we intended to address these gaps in the youngcaring literature by drawingon CYS
and takingguidance from ourteam to privilege the voices of young carers. In doingso, we
aimed to identify specificways to better support youngcarers within their care roles.

Leisure in Lives of Young Carers

Benefits of Leisure for Young People

According to Hopper et al. (2019), leisureis an “intrinsically motivated, meaningful, and
nonobligated/unrestricted activity” (p. 247). This is the way that leisure is often described in
literature that explores young people and young caring. Feminist and other critical scholars,
however, have critiqued leisure as a non-work activity, free-time, or a state of mind (Russel,
2013) as these dominant conceptualizations often simplify the complexity and messiness of
leisure (Lopez et al., 2021; Lopez, 2018). Specifically, contemporary meanings of leisure as time
free from obligations or nonwork kinds of experiences (Russel, 2013) may not necessarily
accommodate young carers who spend a significant amount of their time supporting a family
member. Alternative understandings of leisure reject the work-leisure binary and the notion

that leisure can only be experienced outside of obligatory roles or work-like activities (Lopez,
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2018). For instance, Lopez et al. (2021) conceptualizes leisure as being “comprised of moments,
in between and betwixt the boundaries of work, whether in person or virtual, and all else” (p.
4). Thisshapelessness of leisure may be helpful when thinkingabout time stressed people such
as carers, especially given that their experiences of leisure may be interwoven with their care
roles (Lopez, 2018). In fact, Dupuis (2000) found that care was an important space for
experiences of leisure for some women. Given that leisureis often described as being
subjective to the person experiencingit (Freire, 2012; Unger & Kernan, 1983), no specific
definitions of leisure will be operationalizedin this study. Additionally, a main objective in this
studyis to find specific ways to better support youngcarers in their leisure, however they
defineit, which comes from exploringyoung carers’ own accounts of how they use and
conceptualize leisurein their lives.

Much of the literature on leisure in the context of youth pointsto the importance of
leisure to the health and well-being of young people, and yet very little is known about leisure
in the lives of youngcarers. Additionally, most of this literature operationalizes contemporary
meanings of leisure as a non-work activity, free time, or state of mind (Russel (2013), which
may not accommodate all young peoples’ experiences and meanings of leisure. To further
understand how leisure might benefit youngcarers, | first drew on literature that focuses on
young peoples’ experiences of leisure. Groundingin developmental psychology, Weybright et
al. (2019) suggest that leisureis animportant developmental context for adolescence and
young adulthood duetoits rolein promoting opportunities for self-determined behaviours
(Bean et al., 2016; Caldwell & Witt, 2011). Specifically, scholars indicate that leisure provides

young people with the relative freedom “to experiment with a number of behaviours that may
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contribute to or detract from their health” (Weybright et al., 2019, p. 239; see also: Caldwell &
Faulk, 2013). Accordingto Fredriksson et al. (2018), foundations for future patterns of adult
health are established in adolescence and youngadulthood. Similarly, Cassidy (2005) suggests
that leisure spaces provide young people with opportunities to develop leisure behaviours and
habits which predict and influence the healthy or unhealthy leisure behaviourstaken upin
adulthood. Although this developmental perspective may have importantimplications for
young people, it draws on a singular understanding of leisure and young people, resultingin the
assumption thatall young people experience and thinkabout leisure in the same way. Since
leisure may be much more complex, | feel it isimportant to consider contextually relevant and
diverse understandings of leisure before claiming the benefits are universally applicable to all
young people.

Other research emphasizes the significant role leisure plays in the development of
identity, autonomy, competence, and initiative (Caldwell & Witt, 2011). Accordingto King et al.
(2009), leisure time must be viewed as a vital chance for young people to experience
exploration, curiosity, and self-reflection, as well as to develop social and problem-solving skills.
These skills may facilitate the formation of social relationships and new identities, all of which
translateinto adulthood (Fredriksson et al., 2018; Trainor et al., 2009).

Scholars further suggest that leisure promotes resilience in young people when they are
faced with challenges (Matzka & Nagl-Cupal, 2020). For example, Stevens et al. (2019) found
that leisure-based participationin social circus-arts built resilience to adversity through
positively influencing socialization skills and building peer networks of support. In additionto

discussingresiliency, literature indicates that leisure assists young peoplein copingand
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managingvarious major life stressors (Trainor et al., 2009; Trenberth & Dewe, 2002).
Specifically, multiple scholars mention that structured leisure programming facilitates the
development of healthy copingstrategies and that leisure spaces are associated with providing
an ‘escape’ from life stressors (Cassidy, 2005; Grobe Schlarmann et al., 2008; Hopperetal.,
2019; Iwasaki & Hopper, 2017; Nagl-Cupal & Hauprich, 2018). In a study by Weybright et al.
(2019), participants “characterized leisure by a sense of freedom from expectations, especially
when they seemed overwhelming” (p. 251). This study suggested that a momentary release
from present life circumstances can be influentialin promotingan ability to cope among young
people (Cassidy, 2005; Hopper et al., 2019; Iwasaki & Hopper, 2017; Iwasaki et al, 2006;
Weybright et al., 2019).

Although leisure may support feelings of resilience and coping among young people,
young people may experience resilience when faced with challenginglife experiences,
especiallywhen they do not have the supports available to help them navigate those life
experiences. A focus on resilience as the preferred outcome or response labels people who do
not demonstrate resilience as somehow deficient and their circumstances as problematic.
Giventhatresiliencyis a dominant conceptin leisure literature, | believe it is important to be
aware that notall young people who are faced with challenges are resilient and there should
not be expectations for them to be resilient or cope effectively all the time. Benefits of leisure
specificto resilience and coping may or may not be relevant to young carers, as they are
dependent on conceptualizations of leisure as a non-obligatory activity which may not be

accessible to carers (Lopez, 2018). | could not find any literature that privileges leisure as
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creating moments or opportunities for restoration in everyday life in the context of young
people.

According to Vacchiano and Bolano (2020), leisure is a determinant of health and well -
beingfor young people. Various studies suggest consistent leisure participation results in lower
levels of emotional distress, aggression, and antisocial behaviour (Harrison & Narayan, 2003;
Mahoney & Stattin, 2000; Rhodes & Spencer, 2005). Further, multiple scholars indicate that
involvement in leisure facilitates the development of meaningful and sustainablesocial
supports (Hopperetal., 2019; Sauerwein et al., 2016; Weybright et al., 2019), which may playa
critical role in young peoples’ health and well-being (Fullagaretal., 2017a, 2017b; Mannell &
Kleiber, 2013; Mansfield, 2021; Young et al., 2018). Specifically, meaningful relationships are
typically co-constructed and thus, often result in feelings of safety, support, and trust (Fogel,
2004; Hopperet al., 2019; Smyth, 2017). Additionally, structured and unstructured leisure
activities help young people cultivate support through developingteamwork and social skills,
emotional learning, and establishingadult networks (Hansen et al., 2003; Larson et al., 2006;
Wilson et al., 2010). Beyond providinga space for young people to share stories and engage in
meaningful dialogue with others (Theriault, 2017), leisure can facilitate positive developmental
experiences thatinfluence behaviours, decision-making, and networks of support throughout
adolescence and into later life (Fredriksson et al., 2018). Despite the potential positive
connections between leisure and well-being for young people reported in the literature, itis
likely that the relationship between leisure, health and well-beingis far more complex. Leisure

might also have negative implications for the health and well-being of young people, for
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example, when harmful leisure experiences, like drinking orillegal drug use, are used at the

primary ways of respondingto stresses (Weybright et al., 2019).

Young Carers’ Challenges in Accessing/Experiencing Leisure

As mentioned earlier, our understanding of leisure in the context of young carers is
extremely limited. | could only identify two studies that focus on leisurein the lives of young
carers (Jonzon & Goodwin, 2012; Matzka & Nagl-Cupal, 2020), which will be further exploredin
this section. Out of the two studies, Matzka and Nagl-Cupal (2020) described the benefits of
leisure as a psychosocial resource supporting resiliency among youngcarers. The study by
Jonzon and Goodwin explored youngcarers’ experiences of play in the care context. Their study
focused on gaininga deeper understanding of experiences of playin the context of daughters
who were caring for their mothers with multiple sclerosis. Most studiesin the youngcaring
literature primarily focus on understandingyoung carers’ experiences of care and, as a result,
mention leisurein passingasa domain thatisinfluenced by youngcarers’ care experiences.

According to various scholars, young carers face challengesin accessing and
experiencingleisure (Banks et al., 2001; Butler & Astbury, 2005; Eley, 2004; Hopper et al., 2019;
McAndrew et al., 2012; Warren, 2007). Although there islittle exploration intohow and why
young carers experience challenges accessing leisure, many studies that focus on the
experiences of care report that young carers may disengage or miss out on leisure
opportunitiesdue to the limited free time available to themin their care roles (Butler &
Astbury, 2005; Eley, 2004; Matzka & Nagl-Cupal, 2020; Warren, 2006). Accordingto Warren
(2006), when young carers do participatein leisure and recreational activitiesaway from home,

they are more likely to be based at school rather than in community programming. Thisis
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because young carers lack time for leisure and play outside of school (Butler & Astbury, 2005),
and community programs are not structured in a way that accommodates youngcarers lives
(Matzka & Nagl-Cupal, 2020). Despite many young carers experiencing challengesin accessing
and experiencing leisure, Banks et al. (2001) indicates that youngcarers reported social and
recreational activities as a vital need in their lives.

As | mentioned above, Jenzon and Goodwin (2012) focus on understandingthe play
experiences of daughters who care for their mother with multiple sclerosis. In their study,
young carers indicated that they preferred solitary play and participatedin more independent
activities, since group activities did not often accommodate their spontaneous schedules.
Further,Jonzon and Goodwin (2012) found that youngcarers roles led them to lose out on play
opportunitiessince their priorities were often focused on their family member. Multiple young
carers in their study indicated that they would only engage in organized activities that their
friends engaged in, even if they were notinterested in those activities. These organized
activities were more easily accessible to the youngcarers because theirfriends’ parents could
drive them to the activity. In this way, Jonzon and Goodwin (2020) suggest that many young
carers are putin positions where they must sacrifice their own interests just to engage in some
sort of activity with others. | find this extremely saddening, especially when coupled with our
limited understanding of young carers’ leisure and how we can better supportthem in their

care roles, includingin their leisure.

Benefits of Leisure for Young Carers
Similarto the literature that reports on youngcarers’ challenges in accessing and

experiencingleisure, the benefits of leisure for young carers hasrarely been explored. Instead,
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itis briefly reported on as part of youngcarers’ care experiences. As previously mentioned, |
could only find two articles within the young caring literature that bring attention to young
carers’ experiences of leisure (Jonzon & Goodwin, 2012; Matzka & Nagl-Cupal, 2020), one of
which focuses on the benefits of leisure for young carers (Matzka & Nagl-Cupal, 2020).
Specifically, Matzka and Nagl-Cupal (2020) explored the psychosocial resources that contribute
to resilience amongyoung carers in Australia. In this study, being able to spend leisure time was
a significant psychosocial resource used by young carers to manage their care responsibilities.

Many young carers view leisure as obligation-free time and consistently useitto
distance or distract themselves from the challengesin their lives (Jonzon & Goodwin, 2012;
Matzka & Nagl-Cupal, 2020). Practicing sports, gettingin touch with nature, and being creative
in personal leisure time were also found to foster resilience in young carers (Ungar et al., 2005;
Cunninghametal., 2016) and help young carers find balance in their complex lives (Matzka &
Nagl-Cupal, 2020). Young carers appreciated leisure bothindependently and with othersin
structured programming, like extra-curricular activities; however, structured programmingis
not often possible (Matzka & Nagl-Cupal, 2020; Ungar et al., 2005). Independent leisure has
been found to provide youngcarers with time alone to reflect on their own experiences and
thoughts, find peace of mind and relaxation, as well as to pursue their personal interests, all of
which are fundamentalto theirindividual and familial well-being (Doutre et al, 2013; Grobe
Shlarmann, 2008; Nagl-Cupal & Hauprich, 2018).

Opportunities for social interaction and connections through leisure can also be
important foryoungcarers. Accordingto Matzka and Nagl-Cupal (2020), friendship was a

resource that was universally addressed by all young carers in their study as an essential
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resource for them. Further, Ungar et al. (2005) mentioned that structured leisure activities may
provide important opportunities for young carers to develop meaningful relationships that help
foster resilience. Specifically, Matzka and Nagl-Cupal (2020) found that young carers met peers
in similar situations through activities organized by social service providers. Young carers were
more willingand comfortable socializing with these peers, indicating that they could discuss
their experiences more freely without fear of judgement.

To sum up, there are very few articlesin the youngcaring literature that mention
leisure. Of those that do, the majority focus on understanding youngcarers’ care experiences
andin turn, briefly report on leisure as a domain thatisinfluenced by the care experience. |
could only find two articles that specifically explore leisure in the lives of young carers, which |
view as very problematic. Further, leisure in the lives of young carers is likely far messier and
more complicated than the current literature suggests. For example, although leisureis
identified as an important benefit and copingresource for young carers, there might be
instances when it also is problematic or harmful for youngcarers. As mentioned earlier, when
harmful leisure experiences, such as drinking or use of illegal drugs, are used as a primary
coping mechanism, leisure could have significant detrimental consequences for youngcarers.
Additionally, in leisure spaces where young carers do not feel understood or where they might
experience bullyingor other forms of abuse, these opportunities likely exacerbate rather than
assist youngcarers in their care roles. When exploringleisurein the context of adult carers,
Weinblatt and Navon (1995) found that, for some carers, leisure was actually perceived as
threateningto the health and well-being of carers, and a breeding ground for feelings of

depression, anxiety, loss of control and betrayal of the person they were caring for. For these
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reasons, adult carersintentionally avoided leisure. Whatever the case, our understanding of
meanings and experiences of leisure in the contexts of care for young peopleis extremely
limited. Thereis an urgent need to better understand the range of ways leisureis understood
and experienced in the lives of youngcarers.

Insights from the Literature on Leisure in the Lives of Adult Carers

Giventhatthere is little research specific to leisurein the lives of youngcarers, | found
myself turningto the literature on leisure in the context of adult carers to see if insights might
be gained to inform this study on youngcarers. Much of this literature highlighted the
challengesin accessing leisure for adult carers, with many studies reporting that adult carers
are likely to disengage from leisure activities due to lack of free time (Becker & Sempik, 2019;
Dupuis & Smale, 2000; Stanfors et al., 2019; Stevens et al., 2004) and/or feelings of worry in
spendingtime away from their loved ones (Pienaar & Reynolds, 2015; Romero-Romeno et al.,
2014). According to Bedim and Guinan (1996) adult carers “tend to reduce or abandonsocial
interactions, hobbies, church-related activities, and fitness pursuits” (p. 228). Similarto the
young caring literature, various studies have found that when unsupported, adult carers may
experience health consequences and restrictionsin social and leisure opportunities (Lakman,
2015; Williams et al., 2014; Sawatzky & Fowler-Kerry, 2003).

Consistent with the limited literaturefocused on youngcarers, leisureis described as
playinganintegral role in satisfyingadult carers’ needs and contributingto physical,
psychological, and social well-being (Chattillion et al., 2012). Specifically, leisure opportunities
provide adult carers with “time for reflection, mental peace, and tranquility, liberating renewal

and revitalization” (Chiu et al., 2020, p. 125). Further, meaningful leisure engagement is
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identified as an important coping mechanism for adult carers (Chiu et al., 2020) and contributes
to increased physical and mental well-being (Losada et al., 2010; Schryer et al., 2015).
According to Bedini et al. (2018), when adult carers are satisfied with the time they spend
engagingin leisure and the quality of the leisure experience, they are better able to cope with
stressorsin theirlives, such as caring for a loved one. These resultsindicate thatitis not simply
the frequency of leisure involvement that influences adult carers’ ability to cope, but ratherthe
quality of the leisure experience (Bedini et al., 2018).

Largely missing from the young caring literature are studies that explore leisure as
“defined according to the situational context of events or activities, rather than the activities
themselves” (Dupuis, 2000, p. 260). Although Jonzin and Goodwin (2012) mention that young
carers in their study were eager for them to understand the contexts in which their play
experiences were embedded, their focus was predominantly on gainingan understanding of
participants’ experiences of play. In this way, they did not specifically explore how experiences
of playare influenced by care contexts but noted that leisure as context-dependentshould be
further understood. Itis here that | turn to literature on adult carers to gain further insight into
how meanings and experiences of leisure are influenced by care contexts.

According to Dupuis and Smale (2000), carers may ascribe very different meanings to
leisure which, in turn, influence how they might experienceit. For example, adult daughters
caring for a relativein a long-term care home who did not define their care as an obligation,
experienced it differently, more positively, than carers who did view their roles as an obligation,
and this further shaped their meanings and experiences of leisure in the care context (Dupuis &

Smale, 2000). Further, Dupuis (2000) mentions that “the qualities and characteristics of a
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specific context as a whole influence individuals’ perceptions of that context as leisure” (p.
260). This means that leisure could be experienced in any type of activity beyond traditional
leisure-type activities if the context is defined as leisure by the individual experiencingit.
Leisure as context-dependentis very important to considerin this study, as young carers may
ascribe meanings of leisure to activities that are not traditionally assumed to be leisure. Dupuis
and Smale (2000) also brought attention to the notion that carers might intentionally choose to
avoid leisure because of the problems that it might evoke for them. In this way, many adult
carers felt that leisure was a waste of time given their efforts toward keeping their family
member alive or well and, as a result, engaging in leisure brought negative feelings. As |
mentioned earlier, it is crucial to consider that leisure in some circumstances may be perceived
as harmful instead of helpful. In this study, | remained open to the range of ways that young
carers might describe and experience leisure, paying close attention to howyoung carers
described their specific care experiences and how those meanings might have shaped
understandings and experiences of leisure in their lives. This literature also reminded me of the
importance of being aware of and critically reflecting on my own assumptions throughout this
research as leisure might not always be beneficial or helpful in specific care contexts.

Although some of the challenges to and the benefits of leisure are relatively similar
between adult carers and young carers, both Rose and Cohen (2010) and O’Dell et al. (2010)
emphasise that the youngcaring experience is vastly different than the adult caring experience
dueto societal norms surrounding childhood, adulthood, and the roles expected within each
life stage. As a result, youngcarers have unique experiences that may differ greatly from what

is known about adult carers (O’Dell et al., 2010; Rose & Cohen, 2010; Wyn, 2015).
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Summary of the Literature

Youngcarers take on a wide variety of care responsibilities and may experience multiple
challenges and rewards within their care roles. There are important gapsin the literature that
we set out to address with this research. First, the young caring literature predominantly
focuses on emphasizingthe challenges and consequences of caring at a young age, compared
to therewards. In this way, the young caring literature depicts young carers as living outside
the ‘norms’ of childhood, operating from a deficit-based approach instead of a strengths-based
approach. Thus,the common construction of young carers in existing literature depicts all
young carers as abnormal and in need of protection. | believe this negative constructionis
problematicand largely due to the lack of critical theoriesin the young caring literature and the
lack of participatory methodologies and methods, which are designed to emphasize
participants’ own voices and shed light on their lived experiences. Since CYS and CPAR upholds
young carers’ voices and actively involves them in decision-making, we addressed the lack of
emphasis on youngcarers’ own voices by groundingthisresearch in principles of CYS and
utilizing CPAR as an approach and methodology in this research. Second, the young caring
literature consistently identifies the lack of supports available to young carers, however, little
attention has been brought to the ways that support services -includingleisure-can be more
accessible to young carers within their care roles. Further, thereis a lack of understanding of
what young carers themselves believe is needed to better supportthem in their roles.
Therefore, this research aims to identify ways to better support youngcarers in their lives and

leisure. Finally, very little research has explored leisure in the lives of young carers. We aimed
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to fill this gap by exploringthe complex ways that leisure might be understood and experienced

in the lives of youngcarers.
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SECTION TWO
Chapter Three: Our Path to Understanding Young Carers and their Leisure

As mentioned in my first chapter, critical participatory action research (CPAR) was used
as the methodology for this research. In this chapter, | outline our CPAR approach and process
that guided our exploration of leisure with young carers. More specifically, | first describe the
meaningof PAR and its principles, our CPAR team, and our CPAR process. | then move towards
outlining our decision-making stage, followed by a brief note on ourresearch context, and
ethical considerations to account for in this project. Next, | provide a discussion on the steps
involved in our chosen data collection method, narrative research conversations. Last, | discuss
how our data analysis framework, critical creative hermeneuticanalysis (CCHA), unfolded
throughout our CPAR process.

Before | turn to my discussion of CPAR, | would like to remind readers about the
purpose, the objectives, and research questions of this CPAR project. The purpose of this
research was to partner with young carers to expand our understandings of young carers'
experiences of care and how those care experiences shape leisure. In doingso, we aimed to
provide a platform to privilege the voices of youngcarers, challenge dominantperspectives of
young carers through bringingawareness to their unique experiences, and ensure young carers
are better supported in theirroles by identifying specificways to support youngcarers,
includingin their leisure. Our study was guided by the following questions:

1) how doyoung carers story their experiences of care and leisure in their unique contexts

of caring?
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2) howdothe stories of young carers’ experiences of care and leisure contrast with the
dominant constructionspresented in theliterature?

3) how might service providers and leisure professionals better support youngcarersin
their care roles, includingin their leisure?

Democratising the Research Process through PAR/CPAR

“[T]he focus of social change is not entirely about escaping oppressive situations; it is
also about escaping that piece of the oppressor planted deep within each of us”
(Freire, 1970, as cited in Grimwood, 2015, p. 180).

Throughout my own experiences as a youngcarer, | rarely if ever felt that | had control
over my own story. Often, | found that the adults in my life took ownership over my story to
advocate for me. Although | always appreciate the advocates in my life, | was not often enabled
or supported in advocating for myself with my own story. As a result of these experiences, my
perspective upholds that youngcarers should have active control over their stories and voices
in our research. Not only did this entail capturingyoungcarers’ elicited wordsin our study but
also providingyoung carers with the tools to maintain ownership overthose words. PAR is an
approach thatallowed meto do just that; “bring peopleinto research through affirming their
own knowledge, regarding them as active agents of change instead of research subjects and
recognizingthatthey are the most capable of analyzingtheir own situations and theirown
solutions” (Grimwood, 2015, p. 169).

In PAR, researchers develop partnerships with community members to identify issues of
localimportance, determine ways to explore these issues, and take action on the newly

acquired knowledge (Fortune et al., 2015). As Trinh-Minh-ha (1989, p. 101) emphasised:
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... Speaking nearby or together with certainly differs from speaking for and about

(cited in Watkins & Shulman, 2008, p. 266).

As mentioned by Dupuis and Whyte (2017), “people who are marginalized in our
communities can and should actively contribute to planningand evaluating services and to
research intended forthem” (p. 103). Through a CPAR approach, knowledge is democratized
(Groundwater-Smith, 2012), and power relations are reconceptualizedin ways that move away
from traditional views of researcher as ‘expert’ (Fortune et al., 2015). In this way, social change
is at the heart of CPAR, with change also happening within the research process. Through
challengingthe traditional distance between the researcher and the researched, PAR brings
together community members and participants, creating collaborative space to generate
“significant questions forresearch, to gatherrelevant ‘data,” to work together toward
understandings, and to embody thesein action, creatively transformingtheir situations”
(Watkins & Shulman, 2008, p. 270). This type of research partnership requiresongoing
commitment to reflexivity to ensure the consistent engagement in authenticdialogue with all
members of the research process (Liebenberg, 2018). Through deepened dialogue, we become
more aware of not only common ground but also differences within ourteam, maintainingour
own accountability to each other and the CPAR process (Watkins & Shulman, 2008).

Principles of PAR/CPAR Guiding our Study

Liebenberg(2018) described four essential elements of PAR: participation, action,
research, and social change. Participation in the form of direct research collaboration with
participantsand communities throughout the projectis a focus of PAR (Dupuis & Whyte, 2017;

Fortuneet al., 2015; Liebenberg, 2018). In other words, PAR team members are actively
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involved in decision-making throughoutthe process and have a direct say in the focus of
research and how it will be conducted and shared. This requires themto be aware of and
understand the research process and the importance of theirinvolvementin it (Liebenberg,
2018). According to Shamrova and Cummings (2017), children and youngadults are often left
out of decisionsin the research process, preventingtheir voices from being heard. In
supportingyoung peoples’ right to participate in research, CPAR steers away from the sole use
of children and youngadults as sources of data. To support the active participation of co-
researchers, | was responsible for preparingthem for our research process and sharing my
research experience and knowledge so that team members had the tools necessary to make
informed decisions throughout the research process. In this sense, “power comes from
collective commitment” in which team members are actively involved in the project
(Liebenberg, 2018, p. 2; see also: Fortune et al., 2015).

PAR/CPAR s also action-oriented and uses research as a means of determiningand
promotingaction:itis “action combined with participationand research thatintendsto bring
about social change” (Liebenberg, 2018, p. 2, emphasis added). Specifically, PAR/CPAR
demands careful consideration of how findings are shared, ensuringthat relevant messages are
communicated and understood to advocate for and prompt the desired change. In this way,
CPAR is emancipatory and critical in our process as individuals examine and challenge therole
of larger social, political, economical, and cultural conditions that shape their identities and
actions (Miskovic & Hoop, 2006). As Freire (1989, p. 81) noted:

[T]rue dialogue cannot exist unless the dialoguers engage in critical thinking [...] thinking

which perceives reality as process, as transformation, rather than as a static entity —
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thinking which does not separate itself from action, but constantly immerses itselfin
temporality without fear of the risks involved (as cited in Watkins & Shulman, 2008, p.
281).

Buildingon these essential features, Kemmis and McTaggart (2005) outlined seven

features of PAR that we used to guide our CPAR process:

1)

2)

3)

PAR is a social process: a process that explores the relationship between individual and
social realms. In our study, we expanded ourunderstandings of young carers’
experiences of care and of leisure as itis influenced by care rolesand dominant
discourses of youth. We relied on critical conversations within the team aboutissues
thatimpacted ourindividuallives and what social realms those issues stemmed from.
PAR is participatory: PAR “engages peoplein examiningtheir knowledge and the ways
in which they interpret themselves and theiraction in the social and material world”
(Kemmis & McTaggart, 2005, p. 567). In our study, young carers came together with
staff working in young carer organisationsto serve as members of the CPAR team. Both
co-researchers and participants had an active role in exploring what leisure means to
them in relation to their care roles. Further, young carer co-researchers reflected on
their own roles and relationships throughout the CPAR process, leadingthem to explore
who they are and the actions they undertake as youngcarers and young people.

PAR is practical and collaborative: Our project unfolded through acknowledgingthat
young carers are unsupported, unheard, and predominantly without access to

resources that might supportthem in their care roles. Co-researchers, which included
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4)

5)

community partners and youngcarers, were active in collaborative decision-making
throughout the entirety of the research process.

PAR is emancipatory: PAR “aims to help people recover, and release themselves from,
the constraints of irrational, unproductive, unjust, and unsatisfying social structures
that limit their self development and self determination” (Kemmis & McTaggart, 2005,
p.567). In a society that constantly conceptualizes young caringas “not ‘real life’ butan
obstaclein the way of achievingthe ‘reality’ of life” (O’Dell et al., 2010, p. 652), itis
empoweringand comforting to build friendshipswith peers who are also young carers.
Meaningful relationships have developed amongteam members throughout the CPAR
process. Specifically, young carer co-researchers have mentioned that they can fully be
themselves when interacting with team members. Since there is not often
opportunitiesforyoung carers to share their own stories and hear stories from other
young carers, young carer co-researchers have especially valued conversations with
each other. Youngcarer co-researchers have expressed on multiple occasions that
conversations within the team have inspired them to think differently about young
caring, leadingthem to challenge and question the structures that influence their own
lives. Further reflections on meaningful relationships are discussed in Chapterfourand
five of this thesis.

Although PARis taken up and used in many different ways, in this study PAR is critical:
This feature partly refers to helping people recover and release themselves from
constraints within publicand social media including problematicdominantdiscourses,

their modes of work, and social relationships of power (Kemmis & McTaggart, 2005). It
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6)

forces us to intentionally attend to structures and relational processes that oppress
young carers. Through engaging with co-researchers as active decision makers in this
research, we have challenged traditional powerimbalances between the researcher
and researched, adult and young person. Although power in research can never truly be
balanced, | ensured that each CPAR team member was as actively involved in the
process as they felt comfortable and motivated to be. Additionally, we allowed spacein
CPAR meetings to reflect on discourses of youth and taken-for-granted assumptions
aboutyoungcarers and young people. Having this space to critically reflect on the ways
young carers and young people are understood encouraged our team to reconsiderand
navigate our own assumptions. These critical reflections will be discussed furtherin
Chapter four of this thesis.

PAR is reflexive: PAR involves a deliberate process through which people hope to
transform their practices through ongoingcritical and self-critical reflection and action
(Kemmis & McTaggart, 2005). In one of our first team meetings, we developed ateam
meeting guideline that has provided us with the opportunity to be critical of ourselves
and the process we were working together to design. Additionally, we continued to
create and maintain space for critical and self-critical reflection in our meetings.
Specifically, we intentionally built-in time within our process for reflecting on the
research process, our own perspectives, assumptions, and experiences, and how those
perspectives and experiences might be influencingthe team, research, and decisions

made.
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7) PAR aims to transform both theory and practice: Theory and practiceis of equal valuein
PAR. Documentingour process contributes to theory through bringing attention to the
importance of working alongside young carers in research (Kemmis & McTaggart, 2005)
Activelyinvolvingand hearing from youngcarers in this research provided animportant
opportunity to critique dominant discourses and theorizingabout young people and
young carers. Understanding care from their perspectives and experiences we hope will
also provideinsights that might change present and future services and supports for
young carers. Transformation within the CPAR team was also evident throughoutthe
process as we opened spaces to critically reflect on our assumptions aboutcare. We
hope that this study continues to transform theory and practice well after its
completion.
Introducing the Young Carers and their Leisure (UYCL) Team
Establishing the UYCL Team

Caringfor my family member is a significant and influential part of my identity. It both
influences and is influenced by my daily experiences, and | embody this part of my identityin all
| do. Naturally, | gravitated towards doingresearch alongside young carers, and after delving
deeperinto different methodologies, CPAR resonated the most with me. Through reflecting on
my own knowledge and experience, | knew that it would be crucial to draw on the expertise
from both community partners working with young carers and young carers themselves in this
research. In doingso, | began to flow in the direction that CPAR would take me in. | began by
reaching out to Cayleigh Sexton, who is the Director of Programs and Services at the YCA, to

learn more about youngcarers and the services that were available to them. Cayleigh hasan
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academic background in Concurrent Educationin Child and Youth Studies and a Master’sin
Child and Youth Studies. She has worked with the YCA for six years. After talking with Cayleigh
about my thesisideasand hope of using CPAR, she enthusiastically agreed to join me as a
partnerinthisresearch. Through ourinitial conversations, | then decided to reach out to
Chelsea- Anne Alex, who is the Young Carers Program Coordinatorat the YCP, to widen the
knowledge and experience within our team. Chelsea has an academic background in psychology
and has experience working with young peoplein positionssuch as a Child and Youth Worker
and Community Support Worker for young adults with dual diagnoses. She has worked with the
YCP for four years. The first few meetings consisted of conversations with Cayleigh and Chelsea
about CPAR and how we wanted to approach ourresearch. Once we aligned in our
understanding of CPAR principles, | planned a rough schedule of the research process that
included all the potential decisions that needed to be made in partnership with the team. When
Cayleigh, Chelsea, and | had a better understanding of what the CPAR process might look like,
Cayleigh and Chelsea reached outto the youngcarers to explore theirinterest and willingness
to join the CPAR team as co-researchers.

In conversations with the Research Ethics Office at the University of Waterloo, it was
determined that | would not need ethics approval in the planning phases of this CPAR process.
However, the young carer organisations| partnered with wanted to ensure that young carers
had information about the project and informally agreed to participate as co-researchersin the
project. | developed an informationsheet (see Appendix A) that Cayleigh and Chelsea passed
alongto potential youngcarer co-researchers and their guardians (if necessary) to ensure they

were well informed of their role as co-researchers in the planning phases of this CPAR process.
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Within a month or so, we had four young carers join the CPAR team, ready to make decisions
abouttheresearch.

Our final CPAR team included seven co-researchers, including myself. Co-researchers
agreed to be identified as members of the CPAR team and included community partners,
Cayleigh Sexton (YCA) and Chelsea-Anne Alex (YCP), and young carers, Saige Johnston, Chloe
Chomos, Emaan Fatima, and Bernadette Sarmiento. Saige and Chloe support their parent, and
Emaan and Bernadette support theirsibling. Each team member was acknowledged and valued
as a co-researcher, each activelyinvolved in ongoing decision-making. Together, we engaged in
critical, authenticdialogue as we made decisions about our research. Our project and team
name (UYCL) was developed by the youngcarer co-researchers.

Once we confirmed ourteam, we began meeting bi-weekly to begin the steps of the
action research spiral, which are to plan, act, observe, reflect, re-plan, act, observe, and reflect
again, andso forth (Kemmis et al., 2014). Throughout the process, we continued to engage
deeplyin the action research spiral (see Figure 2), supported by an AuthenticPartnership
Approach (Dupuisetal., 2012a) as described in Chapter One (see Figure 1), seeingthe spiral as
beingfluid and emergent, ratherthan a linear process. Accordingto Kemmis et al. (2014), the
CPAR process is not often as neat as this spiral; however, what matters mostis that co-
researchers have a “strong and authenticsense of development and evolution in their
practices, their understandings of their practices, and the situations in which they practice” (p.
19).

Recognizingand appreciating that participation exists on a continuum was a necessary

element of our process. Specifically, since young carers are very busyin their personal lives and
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their care roles, we intentionally built flexibility into our process. That means that throughout
the research process, some co-researchers were more involved at certain stages than others.
For instance, Chloe Chomos, who is one of our young carer co-researchers, was heavily involved
in our decision-making phase and stepped back duringthe later phases of the project. Chloe
and | remained in contact, checking in and updatingeach other as necessary during these later
phases of the research. Within our team, co-researchers’ desired role and level of participation
were negotiated throughoutthe entirety of the research process

As the facilitator of the CPAR team, there were times when schedules just did notline
up. Thisis when | especially drew on an authentic partnership model, to ensure that | supported
the needs and preferences of ourteam instead of prioritizing my own timelines. Since thereis a
specific window of time to complete research within a Master’s thesis, stayingtrue to the
principles of an authentic partnership model proved challenging at times. This is where the
action research spiral was useful in our CPAR process, as it provided us with a loose cycle that
encouraged ongoing collaboration, reflection, and action. This ongoing collaboration, reflection,
and action encouraged us to maintain our team guidelines (please see Appendix B), such as
honesty and transparency, and supporting each other through continuously checking-in with
each other. Below | outline our CPAR process while usingthe action research spiral asa guide to
represent our process in a structured way. However, as previously mentioned, our process was

complex, and sometimes messy, and far more fluid than this structure implies.
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Figure 2.

The Action Research Spiral (Kemmis et al., 2014, p. 19)

Stage 1. Connecting and Committing

Plan

Although coordinating our first meeting in the middle of the summer proved
challenging, our first meetingas a complete team was held on July 19th, 2021. In the
conceptualization phase of this project, as we made decisions to support the development of
my research proposal, we met regularly, usually bi-weekly, with some breaks in between to
accommodate team members’ schedules and periods when we were waiting for ethics
approval. We then aimed to meet at least monthly and returned to meeting more frequently
duringthe analysis phase of the project.

Prior to each meeting, | developed a preliminary meeting outline thatIsent outto each
co-researcher. These outlinesinclude the meetingtopic, the activity, the agenda, and questions

to thinkabout before the meeting. For a summary of each meeting, please see Table 1: A
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Summary of UYCL Team Meetings and each team meeting outlinein Appendix C. The outlines

served as a guide for our meetings; in instances when other items or topics for conversation

came up, we were flexible and open to go where the meeting needed to go. Additionally, to

accommodate theteam’s changingschedules, some meetings were splitinto two small group

meetings or one-on-one catch-up meetings with individual co-researchers and myself. For the

purposes of thisthesis, | recorded these split meetings as one team meeting. Additionally, there

were times duringthe decision-making phase that were very busy for co-researchers, for

instance, between Meeting 5 and 6. Thisresulted in meetings occurring less frequently at times.

Table 1.

A Summary of UYCL Team Meetings

Meeting #/Date Primary Purpose of Meeting Key Tasks
Meeting 1: July 19", 2021 Introduction and Developing | Action
the Purpose of Research -Determined individual
strengths
-Developed purpose
statement
Observe

-Sat with developed purpose
statement

-Decided thatit needed to be
more specific

Meeting 2: August 2™, 2021

Revisitingthe Purpose,
Exploring Leisure in the
Context of Care, Developing
Research Questions, and
Exploring Participatory Action
Research

Action

-Adjusted purpose statement
-Brainstormed questions
aboutyoungcarers that we
wanted answered

Observe
-Sat with adjusted purpose
statement

63




-Decided to refine statement
with emphasison
partnerships

Meeting 3: August 17%, 2021

Revisitingthe Purpose,
Developing Research
Objectives and Further
Developing Research
Questions, and Exploring
Methods of Data Collection

Action

-Refined purpose statement
-Developed research
objectives

-Explored method of data
collection

Observe

-Sat with research questions
-Determined that research
guestions need to be more
critical

-Reflected on choice for data
collection method

Meeting 4: September 20",
2021

Recappingand Reflecting on
Team Process to Date

Reflection

-Reflected on meetings and
decisions thus far

-Reflected on what we
wanted out of these
meetings and if we were
achievingthose goals thus far
-Reflected on how we feel in
meetings and about the
research thusfar

Meeting 5: October 14",
2021,

Re-visiting Research
Objectives, Developing
Interview Questions,
Determining Next Steps, and
Reflecting on Our
Experiences

Action

-Revisited and Simplified
research objectives and
ensured theyaligned with
the critical lens grounding
the research

-Began developing potential
narrative research
conversation questions
-Talked about collaborative
data analysis

Observe

-Sat with our newly
developed research
objectives
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Meeting 6: December 3¢,
2021

Revisitingand Developing
Research Questions,
Summarizing and Discussing
all Decisions Made to Date

Action

-Revisited and brainstormed
research questions
-Developed a summary of all
decisions made to date

Observe

-Sat with our newly
organized research questions
-Read over and reflected on
our summary of decisions
made to date

Meeting 7: January 21°, 2022

Checking in with Team
Members, Reflectingon
where we are in the Process,
Reflecting on Care
Experiences

Reflection

-Reflected on meetings and
decisionsthusfar
-Reflected on supports that
we needed to continueinthe
process

-Reflected on the roles we
wanted to havein the
process

-Reflected on what we
learned thusfarinthe
process

-Reflected on our own
experiences

Acting and Observing

The focus of our planning process was on getting to know each other, building

relationships, learningabout CPAR and critical youth studies, and solidifyingimportant details

of our research process. So, the actions we had taken to this point focused on the tasks

associated with this planning. After each team meeting, each co-researcher left with a sense of

next steps. In thisinitial phase of the research process, it was my responsibility as the research

facilitator to ensure that team members were provided with the necessary tools to make

research decisions. Therefore, in this phase, in addition to reviewingthe meeting plans prior to
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the meetings, team members actions involved actively contributingto the decision-making
processes and activities within the meetings.

To prepare for each meeting, | ensured thatteam members had the meetingoutlinein
advance. This allowed team members to reflect on the outline, add feedback or additional
items for discussion, or document any thoughts priorto the meeting. As mentioned above,
oftentimes our meetings did not end up flowing exactly as planned; however, this speaks to the
collaborative nature of our meetings and allowed us to dive deeperinto our process and
aspects of it that were most importantto the co-researchers. Within each meeting duringthe
decision-making phase, there was an action (see table 1), with the exceptions of meetings four
and seven which were reserved primarily for reflection and sharing stories.

Reflect

At the beginningand end of each team meeting, we allowed time to reflect on the
research process, our own thoughts and perspectives, as well as our team guidelines (Appendix
B) and the authentic partnership model. Specifically, we were guided by reflective questions
identified in the authentic partnership process. We explored questions such as: What supports
or resources do I/my partners need in order to support my/theirinclusion; How can I/we
nurture and supportthe strengths and uniqueness of others; How are the opinions and
perspectives of all partners shared; | have learned thus far that....; How can I/we ensure that all
partners are supported, heard, and valued in our meetings; How have my/ourunderstandings
of others changed over time and; what actions are needed to move forward? (Dupuis et al.,
2012a, p. 440-442). In addition to the reflecting we did during our meetings, young carers

specifically expressed that they wanted more time to share stories, experiences, questions, and
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advice with each otherin meetings. We decided to devote specific meetings for this purpose,
including meetings fourand seven. As a result, we worked hard togetherto create an inclusive
and safe(r) space where we could all share in our knowledge and experience of being a young
carer without fear of judgement or misunderstanding and so we could learn from each other.

At the end of our first planning cycle, the team had come to consensus about the
purpose and objectives of the research and began making initial decisionsabout key aspects of
the research process so | could include these decisions in my proposal. These decisions were
finalised in Stage 2 and Stage 3 of our process, including reachingout and communicating with
participants, data collection strategies, and our analysisframework. After a brief note about the
context of our study and a discussion on how we attended to ethical considerations, these
decisions will be described next.
COVID Considerations

Heavilyinfluencingthis research is the context within which this study was conducted.
Specifically, with the COVID-19 pandemicfar from beingeradicated, there were special
considerations that arose throughout the research process. The presence of COVID-19 played a
role in how CPAR looked in this study, bringing specificattention to how we might re-imagine
partnershipsand collaborative decision-makingin an online environment. Our CPAR meetings,
recruitment, data collection, analysis, representation of data, and interpretation of data looked
different thanintended because of the pandemic. As a result, this study took place completely

virtually.
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Attending to Ethical Considerations

After the proposal defense, this project protocol was submitted to the University of
Waterloo Research Ethics Board prior to approaching potential participants. At this stage in the
process, we collected formal consent from all co-researchers. This consent form emphasised
the importance of confidentiality and co-researchers were asked to acknowledge that they
were bothinformed and aware of their responsibility to keep information private during our
process. Co-researchers were told that they were not to share anything outside of meetings
and to keep all documents shared in a safe and private space where others could not see the
documents. Especiallyin the presence of research conversations containing descriptions of
experiences that may contain sensitive and personalinformation, reviewing the importance of
confidentiality was critical. Please refer to Appendix D for the Co-Researcher Formal Consent
Form. Written consent was also obtained from all participantsinvolved in this projectand |
describe what thatinvolved when | describe our recruitment and data collection processes later
in this Chapter.

Maintaining safety and ensuring co-researchers and participants were well supported
was crucial duringthis project. To ensure safety, the YCA and the YCP had access to resources
and services that they were ready to provide to young carers if support was needed throughout
and followingthe research process. Given that the youngcarer co-researchers and participants
involved in this study were also time-limited people, it was crucial to maintain flexibility and
understandingthroughoutthis research. Specifically, research conversationsand team
meetings often took place in the eveningto accommodate the unpredictable schedules of

young carers. Further, since | had to maintain my own timelines as part of this thesis work, co-
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researchers were constantly reminded that their participation and roles could look differently
dependingon theirown contexts. In this way, co-researchers took on stronger roles at different
times duringthis study. Sometimes research conversations and team meetings needed to be
rescheduled, and | ensured that | accommodated participants and co-researchers to the best of
my ability while still remaining honestabout my own timelines.

Through recognizingthat| am aninsiderto the young carer population, self-care ethics
were animportant part of our research. Accordingto Kumar and Cavallaro (2017), researchers
must recognize the need to assessrisks to their own safety in addition to that of participants’.
Throughout the process beginningin the early phases of planning, I regularly met with my
supervisor, Dr. Sherry Dupuis, where we de-briefed about different aspects of the project and
my experiences as a facilitator of this CPAR process. Committed to beinga relational scholar
and to supportinga mutual sharing of experiences, | also needed to be open to sharingmy own
experiences as a youngcarer who provides support to a family member. This was emotional to
me at times, and | found drawing on my support networkaround me and attendingto
reflexivity helped me navigate my own emotional journey throughout this process. Accordingto
Johnson and Parry (2015), reflexivity is an often-used self-care strategy in which a researcher
documents their own positionality and subjectivitiesthroughout the research process. |
followed through with reflexivity in the form of an ongoingjournal, where | documented my
intimate feelings and closely followed the nature of my own well-being. When | diveinto my
own experiences as a youngcarer, | sometimes feel overwhelmed and emotional. Regular
communication with Cayleigh and Chelsea was extremely helpful for me and integral to

ensuringthat | was conscious of, and attended to, my own mental well-being. Throughoutthis
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CPAR process, | have moved through multiple challenges and exciting milestones. Duringthese
times, | have relied on my family, our CPAR team, and my supervisor, Dr. Sherry Dupuis, which
has been an enormous support.

Stage 2. Reaching Out and Communicating with Participants

Plan
To obtain rich descriptions and depthinto participants’ understandings of young carers

experiences of care and leisure, this study involved a small number of seven participants. As
there is no generally held guideline for the number of participants requiredin a CPAR study, we
drew on the principles of CPAR to make a case for our decision. Since CPAR prioritizes strong
collaboration with participants, choosinga smaller sample led to greater quality of
conversations between the research team and participants (Liebenberg, 2018). As a result,
young carers’ needs and wants were more effectively heard (Liebenberg, 2018). Given that
young carers are often misunderstood and not comfortable sharingtheir personal stories
(Becker 2007; Becker & Sempik, 2019), it is especiallyimportantto build space for trustworthy
and safe relationships to flourish withinand between the team and the young carers involved in
this study (Roulston, 2010). In other words, encouraging honest, open communicationthrough
providing a safe(r) space for young carers to contribute to this study was paramount. In
addition to our three youngcarer co-researchers, who were interested in also being
participants, we reached out to four youngcarers to participatein ourresearch and share their
stories with us.

Since Roulston (2010) indicates that participants should be able to speak to the

phenomenonthatis beingstudied, in order to participate in this study, participants needed to
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identify as a youngcarer, between the ages of 12 to 25, and provide support to a family
member due to a chronicillness, disability (physical orintellectual), mental health concern,
substance misuse, parental absence, or another social, economic, or cultural factor (language
barrier, etc.). Our team decided that our study would involve participants between the ages of
12-25 due to the virtual nature of the study and the methods of data collection beingused.
Specifically, both Cayleigh and Chelsea indicated thatin their experiences, young carers twelve
and older were better able to navigate virtual spaces and articulate their experiences during
open-ended research conversations.

Prior to reachingout to participants, co-researchers Cayleigh with the YCA, Chelsea with
the YCP, and | engaged in two meetings to plan out how recruitment might work. After these
two initial meetings with Cayleigh and Chelsea, the whole team came together to finalize co-
researchers’ roles and availability for research conversations. We also took this meetingas an
opportunity to celebrate accomplishmentsin the CPAR process and in our lives thus far. To see
a summary of these meetings, please refer to Table 2: Drafting a Plan for Recruitment. Within
these meetings, we decided that participants would be purposefully recruited in partnership
with co-researchers, Cayleigh and Chelsea. More specifically, | provided Cayleigh and Chelsea
with a recruitment details form for themselves (Appendix E), and invitation email templateand
(see Appendix F) that they then shared with young carers and/or their guardians within their
organizations. The youngcarers and/or their guardians communicated with Cayleigh or Chelsea
theirinterestin participatingin the study. Once Cayleigh and Chelsea identified potential
participants, they provided participants with a consent and confidentiality form to sign

(Appendix G). The young carers and/or their guardians passed their signed consent and
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confidentiality forms to Cayleigh or Chelsea, who then returned them to me. Once consent to
participate was confirmed, | began speaking directly with participants and/or their guardians to
schedule the narrative research conversations.

Table 2.

Drafting a Plan for Recruitment

Meeting #/Date Primary Purpose of Meeting Key Tasks
Meeting 1A: February 10%" Determininga Plan for Action
2022 Recruitment, Solidifying -Developed details for
Recruitment Details, recruitment
Reviewed Consent Forms -Determined a timeline for

recruitment

-Established details about
participants

-Reviewed consent forms
-Reached out to participants

Observe

-Sat with edited consent
forms

-Waited to hear back from
participants

Meeting 1B: March 10™ 2022 Discussing Recruitment Action:
Progress, Discussing -Talked about where we
Timelines, Discussing Co- were atin terms of

Researchers’ Different Roles | recruitment

-Discussed involving co-
researchers as participants
-Determined a realistic
timeline for recruitment
-Explored how each co-
researcher wanted to be
involved in the process
-Reviewed and edited
information letter and
confidentiality and consent
form

Observe
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-Sat with idea to involve co-
researchers as participants
-Waited to hear back from
participants

-Sat with plan for new
timelines

Meeting 2: March 10" 2022

Discussing Timelines,
Becoming Familiar with
Narrative Research
Conversation Guide,
Discussing Participation,
Availability, and Scheduling
for Data Collection, Decided
on Data Analysis,
Celebrated Achievementsin
Process and Life

Action

-Confirmed the timelines we
want to try tostick to
-Reviewed narrative research
conversation guide
-Discussed co-researchers’
interestin being participants
-Determined availability of
each co-researcher
-Developed a plan for
schedulingresearch
conversations
-Brainstormed what we
wanted analysis to look like
and decided on Critical
Creative Hermeneutic
Analysis

-Celebrated
accomplishmentsin process
and changesinour lives

Observe

-Made some last editions to
the narrative research
conversation guide

-Sat with decisions about
becominga participant as
well as co-researcher

-Sat with decision about
analysis

-Reflected on availability

Coordinating and Conducting Narrative Research Conversations

The team chose to use research conversations as the primary data collection strategy

for this research. Through taking guidance from a Critical Creative Hermeneutic Approach
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(Lieshout & Cardiff, 2011), ourteam chose to purposefully referto ‘interviews’ as research
conversationsin our study (Watkins & Shulman, 2008). Research conversations recognises the
relational nature of conversations. To encourage my own vulnerability as the research
facilitator, Watkins and Shulman (2008) suggest the loosening of the formal interview process
of question and response. Thisincludes facilitatinga more open process and talkingback and
forth with participants, viewingtheinterview as a relational conversation. Not only does this
allowfor the exploration of commonalitiesand differences, but it also introduces greater
complexity to the research process through encouraging co-creation and reciprocity.
Specifically, when both participants and research facilitators have the space to engage in
collaborative authentic conversations, deeper meanings and diverse perspectives may surface.
Further, when interviews are considered research conversations, power dynamics between the
researcher and participantare challenged. This allows for more relaxed, honest conversations,
where trust and authenticity are of the utmostimportance. Given the power of languagein
maintaining research power dynamics, replacing “interview” with “research conversation”
promotes “mutuality, reciprocity, free-ranging, and spontaneousaspects of the research
encounter” (Watkins & Shulman, 2008, p. 285). To ensure the dialogue in data collection aligns
with CPAR and an authenticpartnership approach, we continued with this language.

Many CPAR processes also drew on arts-based approaches, particularly when working
with marginalised people (Dupuis et al. 2012b), lending well to inquiry methods such as
narrative storying (Shamrova and Cummings, 2017). Specifically, Marsh et al. (2018) suggest
that narrativeis “based on the beliefthat we are able to understand and give meaningto our

lives, as human beings, through our stories” (p. 335). In this way, narrative aims to understand

74



life asitis lived and interpreted in participants’ own words (Toolis & Hammack, 2015).
According to Grant et al. (2015), narrative re-storying, “defined as a personally and relationally
transformational method of reflexive inquiry,” often plays a significant rolein providingrich
descriptions of experiences (p. 280). Since narrative research conversations heighten
participants’ stories, supportthem as partnersin meaning-making, and ensure their voices are
heard (Anderson & Kirkpatrick, 2016; Toolis & Hammack, 2015), the method fit well with our
objective of privileging the voices of youngcarers.

Prior to engaging in the narrative research conversations, our team met once on March
10", 2022, to prepare for the narrative research conversations. We started this meeting off
with a game and a check in to reflect on how we were feelingat this pointin the process. After
the game and reflections, we discussed what the narrative research conversations might look
like, whatrole we each wanted to have in the narrative research conversations (ifany), and we
finalized any decisions about the narrative research conversationguide (Appendix H). We also
determined young carer co-researchers’ availabilities so that we could schedule the narrative
research conversations with participants more seamlessly. Young carer co-researchers were
adamant that we continue to represent the narrative research conversations as informal
conversations as they believed that this might help youngcarer participants feel more
comfortable sharingtheir stories with us. Further, we reviewed the research conversation guide
and as part of that process our team decided that we would rephrase question two in our
narrative research conversation guide. Specifically, the young carer co-researchers mentioned
that free time might not be the best phrase to use given youngcarers’ busy lives. As a result, we

started brainstorming words that could replace free time in our second question. Words such
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as rejuvenate, refresh, and fun came up duringthis brainstorming session, leading us to change
‘What do you like to do for fun in your free time?’ to ‘What do you like to do for fun or to
refresh?’ Youngcarer co-researchers’ rationale for this decision was that theyfelt the terms
refresh and rejuvenate aligned better with theirunderstanding of leisure compared to a term
such as free time.

Acting and Observing

Within this study, participants were asked to engage in one individual narrative research
conversation lastingapproximately one hourin duration virtually with assigned co-researchers
and me. Since co-researchersindicated an interestin sharingtheir stories during meetings, |
reached out to young carer co-researchers to ask if they would also like to engage in research
conversations as participants. Three young carers on the team indicated interest in engagingin
the research conversations as participants. When young carer co-researchers were facilitating
research conversations with me, Cayleigh, Chelsea, and | ensured that co-researchers were
matched with participants that they did not know from the YCA or YCP.

Together our team conducted seven research conversations over a period of
approximately one month. Three of these were with young carer co-researchers and four were
with young carer participants. Of the four research conversations with young carer participants,
two of them were co-facilitated by me and one young carer co-researcher. The third research
conversation was co-facilitated by me and another member of the research team, and the
fourth research conversation was facilitated just by me due to last minute scheduling conflicts.
As requested by some of the co-researchers, two of the three narrative research conversations

with youngcarer co-researchers were facilitated by me; the third was co-facilitated by me and
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another member of the research team. Please refer to Table 3: Summary of Participant Group
for more information about participants. Pseudonyms are used in place of participants real
namesin orderto protect the identities of the participants.

Table 3.

Summary of Participant Group

Participant Pseudonym Age Description

Brandon 13 Carer to parent living with Multiple Sclerosis (MS); enjoys
listeningto music, playingvideo games, and hangingout
with friends

Evelyn 19 Carer to older brother who is on the autism spectrum;

enjoys doingcreative activitiesand spendingtime
hanging out with their brothers

Johnny 15 Carer to parent living with Multiple Sclerosis (MS); enjoys
playingvideo games, participatingin team and individual
sports, and going on long walks or jogs

Maya 15 Carer to younger brother whois on the autism spectrum;
enjoys watching movies and shows (alone and with
family), readinga good book, and hanging out with
friends

Layla 13 Carer to younger brother whois on the autism spectrum;
enjoys reading, activities such as sewing and baking,
sports such as squash and boxing, and spendingtime
alone and with friends

Alice 18 Carer to older brother who is on the autism spectrum;
enjoys reading comic books, drawinganime, hangingout
with friends, and playing musical instruments

Rose 17 Carer to parent living with Amyotrophic Lateral Sclerosis
(ALS); enjoys cleaningtheir room, havingthe tv as
background noise, spendingtimelyingin bed on their
phone, watching movies, spending time with friends and
family, and going for runsin the mornings

All research conversations were facilitated on Zoom. Following guidelines from narrative
interviewing (Pederson, 2013), the research conversations replicated a free-flowing

conversation to support the telling of stories and the participants’ own words and thoughts to
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come more easilyto them (Anderson & Kirkpatrick, 2016; Quinney et al., 2016). Therefore, the
narrative research conversations were loosely structured, includingthree open-ended
guestionsthat generally addressed who participants are as young carers and how they
experience their care roles, how they experience leisure and what it means to them, and their
perspectives of supports/services available to them. Co-researchers and | used specific probes
to support thetelling of stories, which can be seen in our narrative research conversation guide
(Appendix H). Given that we intended for the research conversations to be loosely structured
and supportthetelling of stories, there were multiple instances where co-researchersand |
asked questions that were not on our research conversation guide. Forinstance, when a
participant would begin to discuss a story that related to dominantdiscourses of youth, | would
probethem further to learn more. Additionally, one co-researcher asked a participant about
theirsiblings and another co-researcher wanted to learn more about an activity thata
participant mentioned they liked to do to refresh. | video/audiorecorded and transcribed
research conversations verbatimto ensure that participants’ own words were heard effectively.
Further, | transcribed all narrative research conversations shortly after they were completed.
Identifyinginformationaboutthe youngcarer participants was removed duringtranscription
and prior to analysis with ourteam. Each young carer co-researcher who agreed to also become
a participant felt confident in identifying themselves as a participant duringanalysis withinthe
PAR team; however, all identifyinginformation about all participants was removed prior to

analysis.
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Reflect

The narrative research conversations provided young carers with the foundationsfor
relationally transformative conversations, which | will speak more aboutin Chapter 4 of this
thesis. Multiple conversations extended beyond the time allocated for the narrative research
conversations. Forinstance, once |l stopped the recording for the narrative research
conversations, multiple young carers wanted to continue sharingtheir storiesand hearing
mine. For some young carers, conversations were about topics that came up duringthe
research conversation that they wanted to talk more about and for others, they simply wanted
to continue the conversation beyondthe narrative research conversation. Even though the
young carers who participatedin research conversations were all associated with either the YCP
or YCA, theyindicated that beyond those organizations they do not have a lot of opportunities
to speakabout youngcarers with youngcarers. This made our research conversations quite
special.

In addition to the reflections we had as a team after facilitatingthe narrative research
conversations, conversations with young carer participants encouraged my own reflexivity. For
instance, in one conversation that extended beyond the narrative research conversation, Rose
and | spoke about similar experiences of havinga parent (or adultin our life) with a substance
misuse. As we had the conversation, | found myself pulling back against how much to share
with Rose and how much not to. Although this may seem innocent of a decision at first glance,
my reasoningbehindit was that | felt the need to protect Rose from the reality of my
experience. After decidingto share my story with Rose, | realized that they had already been

exposed to my reality in their own lives. This conversation truly challenged my own
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assumptionsabout youngpeople and caring. Specifically, the idea that caring should be hidden
from young people, even though young carers often experience the very things that adults try
to hide from them. Without the narrative research conversations opening space to talkabout
these stories, | would not have had the opportunity to trouble my own assumptions about
young people and caring.

After conversations with our team about the data collection process, we recognized the
role that mentorshipsmay have in young carers lives. Specifically, the narrative research
conversations acted as an outlet for younger young carers and older young carers to connect
with each otherand share their experiences, stories, and perspectives. The youngcarer co-
researchers mentioned that they wished they had young carer mentorsin their own lives; older
young carers who they could establish a relationship with and connect with over time.
Throughout each research conversation, participants and co-researchers were personallyand
relationally transformed. Our team wonders if the same could happen for youngcarers through
mentorship opportunities. My recommendations for mentorship opportunities will be discussed
furtherin Chapter five of this thesis.

Stage 3. Making Sense of the Stories Using Critical Creative Hermeneutic Analysis

Plan
To ensure that co-researchers were actively involved in interpretingand analysingthe

study data, ourteam decided on Critical Creative Hermeneutic Analysis (CCHA) to guide the
analysis of the data collected. CCHA is “a research strategy for the analysis of textsin
collaboration with others” (Lieshout & Cardiff, 2011). The researcher and/or co-researchers

become the facilitator(s), who encourage “the movement between parts and the whole,
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offering creative expression to blend cognitive and embodied knowledge/perspectives” (p.

226). As Lieshout and Cardiff (2011) emphasize:

CCHA is like a tango, a dance of independent souls who connect and contest,
continuously moving to and fro, illuminating a new story in the movement (p. 232).

CCHAis designed to be participatory and involves the use of narrative data, both of

which complement CPAR and narrative storying. With very few participatory analysis

frameworks available, we decided that CCHA best fits our vision to engage in collaborative

analysis with the intention of emphasizing the voices and perspectives of youngcarers.

1)

2)

Lieshout and Cardiff (2011) suggest that CCHA consists of three principles:
Hermeneutic Principles: This principle upholds that “understandingarises from
repetitive reading of the data; beingopen to the concepts being sought; beingaware of
one’s prejudices and critiquing/allowing them to be critiqued in light of newly
formulated meanings” (p. 225). In this way, two processes emerge: the hermeneutic
circle and the fusion of horizons. The hermeneuticcircle proposes that neither a whole
text northe parts of a text can be understood withoutreference to the other. This
resultsina constant circle of movement between the partsand the whole. The fusion of
horizons begins with the idea that each person hasa ‘horizon’ or presuppositionduring
dialogue with others. This horizon becomes challenged when engaging in dialogue with
co-researchers, which resultsin understandings that are fused with theirs.

Principles of Criticality: This principle suggests that “a pre-requisite for critical dialogue
is that all stakeholders have a need to understanda situationso that options foraction

remain relevant and valid for each participant” (p. 225). This consensus is termed
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“mutual adequacy,” and requires reciprocal trust, deepeningtruthfulness, morality, and
authenticity (p. 226).

3) Principles of Creativity: Critical creativity indicates that the use of creativity and the
expressive arts have the potentialto reveal unknown aspects of self, bringingembodied
knowledge to the forefront, and facilitating data interpretation. The principles of
creativity encouraged us to rely on the blending of all types of knowledge to prevent
ourselves from being bogged down by linguisticactivity and discussions over semantics.
Further, Lieshout and Cardiff (2011) provide a seven-phased framework (see Figure 3) of

which we drew onin our research. The purpose of the framework was to support co-
researchersin developingthemes from narratives within this study. Therefore, since this
framework is thematic, we collected quotes verbatim, ensuring participants’ own words were
represented. As we began the analysis process, we started to reimagine what CCHA might look
like in our project. Our CCHA process consisted of four analysis meetings, through which we
integrated different phases of Lieshout and Cardiff’'s CCHA framework (see Figure 3). Below |
outline Lieshout and Cardiff’'s CCHA framework as the grounding for our analysis process and

follow it with a representation and discussion of how CCHA truly looked in our process.
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Figure 3.

Critical Creative Hermeneutic Analysis Framework (Lieshout & Cardiff, 2011, p. 228)

Phases

1. Preparation
2. Familiarisation

3. Contemplation

4. CApresson

5. Contestation & critique
6. Blending

7. Confirmation

P

e ————

Wider
criique

Phase 1: Preparation.

Lieshout and Cardiff mention that thisis “where the raw datais prepared/re-presented”
(p.227). To begin the preparation phase of analysis, our team had a meetingon Friday April
22" 2022, and, for team members who couldn’t attend the Friday meeting, we met on
Wednesday April 27", 2022. During this meeting we discussed our vision for our CCHA process
and how much each member wanted to be involved duringthe analysis phase. From our
previous conversationsabout how we wanted analysis to look, | developed ourown CCHA

framework and shared it with the team duringour preparation meetingto ensure it fit with our
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collective vision for analysis. Please refer to Figure 4: UYCL Critical Creative Hermeneutic
Analysis Framework in Action to see the CCHA process we followed.

Our CCHA framework outlines important questions that were asked duringthe
preparation meeting such as: How will we analyse/readthe data? Who will read the data? Do
we want time on our own or go through the data together? We also discussed the team’s
preferences for the recording of analysis meetings, specifically our ‘Expression,’ ‘Contestation
and Critique,” and ‘Confirmation’ meetings. All co-researchersinvolved in analysis were
comfortable with our meetings being recorded. Besides one young carer co-researcher who
wanted to take a step back during the data collection and data analysis phasesof this research,
all co-researchers engaged in analysis.

In our preparation meeting, we decided that | would assign each co-researcherto a
transcript, ensuringthat the youngcarer co-researchers were not assigned a youngcarer
participant that they may know from either the YCA or YCP. As the research facilitator, |
analysed all transcripts, paying specificattentionto the two transcripts that were not analysed
by any other co-researchers. | kept thisinformation in an encrypted excel file, on my personal
computer. After | assigned each co-researcher to a transcript, | prepared an analysis package to
send to each co-researcher for analysis. In this package was our CCHA Framework (see figure 4),
Instructions for Research Analysis (see Appendix|), Questions to Ponder- Research Analysis (see
AppendixJ), and the assigned transcript with all identifyinginformation removed. The analysis
packages were individually emailed to all the co-researchers involved in analysis on Monday

May 9%, 2022.
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Figure 4.

UYCL Critical Creative Hermeneutic Analysis Framework in Action
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Acting and Observing

Phase 2: Familiarization.

In Phase 2 of CCHA, Lieshout and Cardiffindicate that co-researchers are “encouraged
to be aware of and document their questions, images that come to mind, and (bodily) feelings
when readingthe texts and preparing for the meetings” (p. 227). In the familiarization phase,
co-researchers were given until Wednesday May 18", 2022, to familiarize themselves with the
data; however, co-researchers continued to familiarize themselves with the data until creative
expressions were due. Co-researchers were encouraged to check in with the ‘Questionsto
Ponder - Research Analysis’ document while they were readingtheir transcripts, recording their
thoughts and feelings related to the questions. Specificinstructionsgiven to co-researchers for
the familiarization phase can be seen in Appendix I: Instructions for Research Analysis.

During the familiarization phase, all co-researchersinvolved in analysisfilled out a
doodle poll, whichis an online resource used to schedule meetings. This doodle poll was
intended to outline when co-researchers were available for the next three analysis meetings.
Although we did use the doodle poll as a guide for when co-researchers were available, | found
it was important for me to remain flexible to any changing schedules. During the familiarization
phase, we decided to split our future analysis meetings into two group meetings to
accommodate youngcarers’ unpredictable schedules.

Phase 3: Contemplation.

Lieshout and Cardiff consider this phase a “warming-up exercise to assist co-researchers
in quietingthe mind, enhancingfocus, and letting go of any hectic daily practices before

startinganalysis” (p. 228). The contemplation phase of our CCHA process consisted of one team
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meeting, splitinto two 30-minute group meetings. We met for our contemplation meetingon

Wednesday May 18", 2022, at which point each co-researcher had read through their

transcript at least once. In this meeting, we reflected on initial thoughtsabout our transcripts

and participated in an activity to bring our minds back to the data in our transcripts. The

guestions and activity we engaged in duringthe contemplation phase can be seen in Appendix

K.

Our contemplation activity involved choosing between two options: 1) Find an object

around you that says somethingabout whatyou saw in the data and describe it; or 2) find an

object that reflects how you thinkabout beinga youngcarer and describe it. From this activity,

all co-researchers shared detailed metaphors, thoughts, and feelings related to youngcaring,

leisure, and critical youth studies. Please refer to Table 4 for descriptions of co-researchers’

reflections duringour contemplation meeting.

Table 4.

Co-researcher Contemplations

Metaphors/Images of Young Leisure Critical Youth Studies Feelings
Caring
Candy Wrapper: Sometimes Isthere a way to Society views childhood | Co-
it’s nice tojust sitin bed and provide both as a time for play, researchers
munch on a candy barall asynchronousand | which makes young mentioned
alone. The candy wrapper synchronous carers feel like they thatreading
represents the value of opportunities have been robbed of a aboutyoung
havingtime aloneand being | throughyoung better childhood. Co- carers is
ableto cherish time alone. caring researchers do not comforting
Umbrella: Youngcarers often | organizations? know what this ‘better’ | since they
open up andshield theircare | Thereisan childhood looks like, experiencea
partner(s) from the bad assumptionthat | justthattheydo not lot of the
weather. Sometimes the young people have it. same things.
weather can benice and have lotsof time | The phrase ‘maturing Reading
sometimesit can be bad.In for leisure faster than expected’ aboutyoung

otherwords, youngcaringis

whereas, young

draws on assumptions

carers helped
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not static, it shiftsand there
are times where youngcarers
need to care more or less.
Flower: Taking care of a plant
requires wateringand
nurturing for the plantto
grow healthyand strong;
however, the plant does not
give the water back. Young
carers do not ask for anything
in return when they care, itis
selfless. Although young
carers do not ask for
somethinginreturn, it
doesn’t mean they do not
receive something. When the
flower grows and blooms, it
gives the carer happiness. The
relationship between a young
carer and their care partner(s)
is reciprocal, you do not have
to get back exactly what you
give.

Sunscreen: It is harderto
apply when you are puttingit
on someone else first. In
otherwords, when you are
caring for a family member, it
is sometimes more
challengingto care for
yourself. It is easy to forget to
putsunscreenon, andthe
first few times it is much
more difficult to remember.
But as time goes on, it gets
easier.The longer you care,
the easierit gets.

Candle: Youngcarers give so
much light and sometimes,
their light gets diminished.
There are times where young
carers have to be on, burna
lot stronger, but then there
are times when young carers

carers have a
smallamount of
leisure time (that
is, if we are
drawingon
dominant
conceptualizations
of leisure as non-
obligatoryand
free time).
Parents or adults
pushingyoung
carers to do
certain activities
duringtheir small
window of time
may feel a lot
more intense than
if they had lots of
time to
themselves.
Youngcarers do
things for fun and
to refresh both
spontaneously
and during
scheduled time,
although
scheduled time is
unpredictable.
Caringis leisure.
Youngcarers feel
recharged by
helping other
people.Some
young carers
engage in caring
to refresh.

There are
assumptions
about what types
of leisure are
more healthyand

aboutyoungpeople.
Why is there a certain
speed thatyoung
people are supposed to
mature at? Maturity is
relative. Maturing
faster than expected
perpetuatestheidea
thatyou lostout on the
maturity you were
supposed to have had
otherwise.

Society doesn’t view
young caring asthe
same obligationwhen it
is a parentcaring for a
child, even thoughit is
almost completely
similar. Just because
the personisyoung,
does not mean they are
not supportinganother
person and thinking
aboutthat personall
the time. That person s
a part of everything
they do.

Sometimes parents
and/oradults withhold
information from young
carers about their care
partner even though
they do not need to.

co-
researchers
see how
another
young carer
might think
abouta
situation very
differently
compared to
them.
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can rest. Youngcarers give a helpful foryoung
lot of theirlightand they do carers.

not have a lotof time to
replenish. Theytry to let the
candleburnaslongas
possible.

Pencil: Sometimes young
carers thinkabout goingback
in time and erasing or
changing somethingin the
past. As they spend more
time in their care roles, they
are trying to write their own
stories, express themselves,
and develop theirown
identity. A pencil can be
sharpened, can break, and
become dull dependingon
how it is cared for.

Phase 4: Expression.

Within the Expression phase, Lieshoutand Cardiff suggest that co-researchers are
“asked to express the ‘essence’ of the narrativesin any creative way they feel comfortable” (p.
228). Thatis, they are asked to create a reflection that highlights the key messages that stand
out for them after reading the text. Within the contemplation meeting, our team decided to
design our creative expressionsindividually outside of a meeting. We began creating our
expressions at the conclusion of our contemplation meeting.

| instructed co-researchersto create a creative piece that expressed the essence of what
they read in their transcripts. This piece could be represented in any way they wanted (e.g.,
poem, a quote from the transcript, drawing, painting, symbol of what you saw in the transcript,
collage, short story, etc.). Additionally, | asked for co-researchers to develop a description of

their creative piece that expresses what the piece meansto them, why they thinkit is
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importanttorepresent, and why they feel the piece speaks to key ideasin theirtranscript. In
the description of their creative piece, co-researchers added a substantial number of quotes
from their assigned transcripts that they felt represented theirideas. Our creative expressions
were due Thursday June 2", 2022; however, to give co-researchers more time, we landed on
our expressions being due Wednesday June 8", 2022, which was before our next meeting.
Please see Figure 5 for two examples of creative expressions developed by co-researchers and
Appendix M for examples of more co-researchers’ creative expressions.

Figure 5.

Co-researchers’ Initial Creative Expressions

slivength “Istand;
“als was like, 1 jus now thal other people had p

ol B oo it re ors Do rt

people out there, but | didn't know that there are people out there. And so | think also

like when you grow up in something, where it was just like normal.” e
g preserveran

“I don't even know what to say is that, like, he's my brother. There, in my mind,

there's nothing wrong with him. Like | see he has differences from me. But he's, he's Care
just my brother. That's just the way he is. Right?" | FA
play Balance ILY
‘And | didnt find that weird unil a few years ago. And | was like, oh, you know, like, Choreg ;
as a young girl, | should have been able to do that. hobbies fun 6

and didn't notice that either. Because sometimes | get to school, and then to be like,
hat, | don't want o be here. So Id go to the office and be like. my

pimgter refresh
I'm like, no, I'm just being lazy. | don't want to be here. But looking back at that, I'm L' h x

like. no. | really could not be there that day. WWe weren't fine. | wasn't skipping tests, | lg time
just could nat be there.”

rts and then go homie as soon as | got off the bus. And like, in m

"Alright. we're going to the movies, because we can. So they definitely kind of URITY
walched oul for us. | think | slruggled with my mental health, evan when | was young, MA ane rgy I l support

“,V(,lﬂll_lsl)‘;‘s

SIeep  friends

school work

“I feel like as & yous 'ma su r anybod ke, A
averybody in my ho ther itinto. a
caregiver”

“He's, like, independent, but also kind of, like, not independent. You know, like, if |
didn't remind him to do certain things he just wouldn't.”

rest

humour

‘Going out in public is sometimes a lttle difficult for us. just because. like, he's a 23
year old man. and you know, that, like, he looks like a 23 year old... he's a five year
old, in a man's body...his aging [stopped].”

Leadership

Phases 5 to 7: Contestation and Critique, Blending, and Confirmation.

| have presented Phase 5 through Phase 7 of our CCHA process togetherto represent
thatthese three phases were integrated. Specifically, Phase 6, which Lieshout and Cardiff
(2011) describe as the blending phase of CCHA, happened organically and fluidly in our CCHA

process and not necessarily as a fixed phase. Therefore, | will begin with a description of how

90



blendingunfoldedin our CCHA process, then move to a discussion on Phase 5: Contestation
and Critique and Phase 7: Confirmation.

Lieshout and Cardiff (2011) describe the blending phase of CCHA as a time where co-
researchers “can expand their horizons through meeting with others, revealingshared
understanding, and exploring divergent understandings” (p. 229). In our CCHA process, we
started blendingourideastogether during conversations in our contestation meetingand
continued blending until the end of our confirmation phase. Please refer to Table 5, which
outlines some of the questions thatinspired blendingin phases5and 7.

Table 5.

Questions that Inspired Blending

Phase 5: Contestationand Critique

Phase 7: Confirmation

How did your transcript make you feel?
What were you excited about when
readingthe transcripts? What were you
surprised about?

How was this experience for you? What
would you have done differently?

What changes in society or for young
carers did the transcripts make you think
about?

How is power functioningin these
transcripts (e.g., between young people,
between adults, teachers, organization
staff)?

How does this piece challenge the
dominant understanding of young people
(e.g., challenge that young people
shouldn’t beinvolved in decision-making,
thatyoung people areimmature, that
childhood is atime of innocence and
dependency, etc.)?

What similarities (ifany) can you see
between your piece and the pieces of

What are the key/importantideasthat we
feel we need to capture?

How does this piece help provide an
alternative understanding/discourse of
young carers?

How is youngcaring described? Why is
caring described in a specific way?

What do the transcripts say about the
experience of young caring?

What does this piece say about the
experience of young caring?

How do these transcripts challenge the
dominant understanding of young carers
(e.g., challenge the idea thatyoungcarers
are livinga life they shouldn’tbe, that the
caring experienceis primarily negative,
etc.)?

How does this piece challenge power
dynamics (e.g., adults’ power over young
people)?
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others? (Asked after each co-researcher e Whatsimilarities (ifany) can you see

presented their piece) between our collaborative piece and your
e Whatdifferences (if any) can you see piece?
between your piece and the pieces of ¢ Whatdifferences (if any) can you see

others? (Asked after each co-researcher

between your collaborative piece and your
presented their piece)

piece?

Phase 5 of CCHA, contestation and critique, is where collective interpretation can start,
with co-researchers sharingtheir creatively expressed interpretation of the narratives (Lieshout
and Cardiff, 2011). Critical questions, alterative interpretations, and contradictions help elicit
more depth, detail, and clarity. In this phase, our contestation meeting was set for one hour
and ended up beingsplitinto two smaller group meetings, both occurring on June 8", 2022. In
this meeting, we planned to share our creative pieces with each other and reflect on our
contestation questions (see Appendix Land Table 5). Figure 5 and Appendix M shows that co-
researchers’ creative expressions were unique, with some includingimages, words,
descriptions, and direct quotes from the transcripts. Since co-researchers spent much time
sharingtheir rich descriptions of their creative expressionsin our meeting, we did notend up
havingthe time to approach our list of contestation questionsuntil our next meeting, when we
also focused on confirmation. Although notintentionally, we did address some of these
qguestions more informally in our discussion. Within this phase, we primarily focused on
explainingour creative expressions and commenting on similarities and differences between
our expressions. After establishing a description of each individual creative expression, our
team decided that | would take all co-researchers’ creative pieces and blend them togetherinto
an integrated collaborative expression of the data. This blended creative reflection of the data

acted as a guide for us to develop our themes, as each image and quote in the creative piece
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had a specific meaningand connection to each transcript. Please refer to Figure 6 for our
collaborative creative expression of the data.
Figure 6.

Our Collaborative Creative Expression of the Data
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Confirmationis thefinal phase of the CCHA process where themes are well established
together (Lieshout & Cardiff, 2011). After we had our collaborative creative piece with all our
loosely developed key themes, we participated in a meeting to discuss the piece and our
contestation and critique questions, which we were not ableto directlytouch onin our
previous meeting (see Appendix Land Table 5). This meeting was splitinto two smaller group
meetings occurring on Thursday June 237, 2022, and Friday June 24%™", 2022. Both group
meetings were one hourin length. This combined contestation/critique and confirmation
meeting helped to confirm the importance of key themes represented within our creative
expression piece. We also worked collaboratively duringthese meetings to develop
descriptions for each of the key themes identified within our creative expression piece. Since
we had individually collected participant quotesfrom our transcripts to support ourindividual
creative expressions, we had a substantialnumber of quotes that supported our key themes.

Lieshout and Cardiff (2007) mention that, in the confirmation phase, researchers can
“return to the original narratives, retrievingthe raw data that supports the developed thematic
framework” (p. 229). After our confirmation meetinghad ended, | went back to the raw data to
ensure the quotes that each co-researcher pulled for their individual creative expression
matched our key themes in the collaborative creative expression. Additionally, | began to build
on ourtheme descriptions with additional quotes | found in the data. After strengtheningour
themes, | brought them back to the team for confirmation in our next team meeting.
Information on our next team meeting, which is named ‘UYCL Team Celebration Meeting,” and

the results from our CCHA process are presented in the next chapter.
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SECTION THREE
Chapter Four: Challenging and Expanding Understandings of Young Carers and their Leisure
In our confirmation meeting, we talked about how our collaborative expression piece
might lookto people who were notinvolved in our CCHA analysis process. Although we wanted
our creative expression to be open to multiple interpretations, | begin this chapter with a
breakdown of our creative expression of the data and discuss how each image and quote
connectsto key themes in Table 6. Next, | provide a multivocal and integrated discussionon the
results of our CCHA process. Last, | outline our team celebration meeting and how | attended to

authenticity throughoutthis research process.

Reflect
Table 6.
A Breakdown of our Collaborative Creative Expression of the Data

Key Theme Subtheme Corresponding Component in Creative Expression
There is Nothing | YoungCaringas -Participant quote to the left of the youngcarer: “/
Unnatural About | Naturaland do it naturally”
Beinga Young Widespread -Participant quote atthe top and in the middle: “It
Carer: It's About also was so normal to me that | was like, | just didn’t
Just Being Human know that other people had similar experiences...”

-On the bottom of the image, roots are spreading
which represents youngcarers’ care roles extending
towards other peoplein their lives.

-Towards the rightand at the top, the youngcarer is
holdingan umbrella which represents that some
young carers often shield and protect their care
partner(s). The umbrella does not decide to shield
the youngcarer from bad weatherin thisimage
which is similarto many youngcarers who do not
chooseto engage in care roles, it is instinctual.
-Participant quote to the far left and at the top: “But
people just give the reaction of oh, you don’t have to
do that. But like its natural instinctin a way because
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Young Carers
Hidingin Plain
Sight

its comparing mom, like a mom with a kid, and like
me with my mom.”

-The youngcarer is watering the flowers, nurturing
them and helpingthem grow. This represents how
some youngcarers help support the growth of
peopleintheirlives by developinga greater
understanding of them and their life experiences.
The youngcarer is smiling while doing this, which
represents that some young carers are grateful for
developinga newfound sense of empathy and
understandingtowards the people aroundthem.

-Young carer multitaskingin plain view, but the adult
lookingaway does not see all that she is doing. This
is based on dominant discourses that suggest young
people should not be carers. Therefore, the adultin
thisimage is not able to recognize the role of the
young carer becauseit is not compatible with
assumptionsabout therolesand abilities of young
people.

-Participant quote in thought bubble: “/ don’t think
anyone really knows...it’s not something | would say
I actively try to hide, it’s just that | don’t feel the
need to bring it up...then I’d have to eventually start
to explain, like, oh it’s because of this and this”
-Participant quote in bottomright: “So a /ot of
people, just, I’'m not sure what the right word is. But
like pushed me aside, just because | am 16...”
-Another participant quote that reflects this theme:
“Yeah, | personally, like don’t discuss it. But if I, if |
were to ask for like an extension, based on like, if, if
it had to do with my caregiving, | feel like they would
give me an extension. But I’m always scared that,
you know, it’ll be seenas I’m just making excuses.
And I’'m like, you know, I’'m just bluffing. And I’m not
actually doing all the things that I’'m saying | need to
do.”

Tensionsin

Understandings
and Experiences
of Young Carers

Navigating
Assumptions
about Maturity

-In the middle, the word maturity is written in
capital lettersandis surrounded by multiple other
words that were pulled from participantquotes. This
represents that maturityis only a part of what
makes up a youngcarer asa whole person.

-The word “maturity” being surrounded by multiple
otherwords represents that not all young carers
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Navigating
Challenges
Associated with
Mental Health

identify with or want to identify with the word
maturity, but instead describe themselves with
different words such as strength, knowledge,
empathy, and humour.

-Participate quote about navigating the concept of
maturity: “/ think as of right now, at the top of my
head, it's the expectation from my parents. | have a
few conversations with my mom and it's like, your
brother's like this so you should be more mature. You
should be more understanding, more
compassionate, you should dedicate more time to
him. “

-Above the youngcarer, there are squiggly lines that
look like lighteningbolts. This represents the mental
health challenges that youngcarers experiencein
their care roles. This also represents that young
carers often navigate mental health challenges on
their own but are not recognized in doing so.

-In addition, stigma sometimes creates or enhances
young carers’ mental health challenges. Particularly,
young carers mentioned having constant worries
that other people might not understandtheir care
partnerinthe same way that they do.

-In the middle, thereis a candle that holds words of
importance to young carers that were pulled from
participant quotes This candle represents that when
young carers are not able to take time to engage in
the things that help them navigate their mental
health, they do not burn as brightly as before.
-Allthe words in the candle are things that young
carers need to navigate in their care roles.

-One participant quote that representsthisimageis:
Um because | don’t always want to be in the
mindset of, | have to be doingsomethingto help
someone right now. | want to be somewhat thinking
about how| can take care of myself.

Leisure as
Relational
Moments of
Rejuvenationin
Everyday Life

The
Entanglement of
Leisure and Care

-The youngcarer is smiling, enjoying caring, with the
traditional ways of engaging in leisure to the side.
-Participant quoteinside the tree to the far right
about feelinguncomfortable when leisureis
separate from caring: “If I'm like, sitting upstairs
alone, while like, my family’s awake downstairs, I’'m
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Resisting Youth
Discourses
Through Leisure

always like, what if they need my help...it’s like
anxiety or guilt for being alone”

-Sometimes leisurein the lives of young carers looks
like spontaneous and fun activities with their care
partner(s). For instance, hereis a participant quote
that reflects this theme: “Sometimes my free time is
just hanging out with [brother’s name]. Because like,
we’ll do fun activities. Like over the summer, my
parents like to take us out a little bit more just
because like, I’'m not in school, and we have that
time. So, we were gonna do mini golfing on
Saturday, but it was the end of March Break. So, we
got there and there was a whole lot of kids. He’s like,
no, we’re not doing that. So, we went to Walmart
instead, and like, that was fun.”

-All the objectsin and around the bucket such as the
music note, the basket-baseball, the pencils, the
broom, and the squash racquet representyoung
carers taking ownership over their lives through
decidingwhat leisure means to them and how they
want itto lookin theirlives.

-The broomto theright of the bucket represents
that leisure depends on context in which it is
experienced ratherthan the activity itself. The image
of a broom came from a young carer quote about
cleaningher room as leisure: “I think to refresh for
me, like I didn’t think much of cleaning my room as
something | do for me. Like mom would usually say
[participant name] go clean your room. And it was
like a chore. But | think I’'m now grateful for the time
I have to even clean my room. Some days. I’'m so
busy. | don’t even have 20 minutes to clean my
room.”

-Bucket beside young carer that says “Fun + Refresh”
represents leisure as somethingthat can be for fun,
to refresh, or both, dependingon youngcarers’
context and how they are feelingin that moment.

Being
Acknowledged as
Relational Beings

Having Relational
Opportunities
and Spaces

-At the bottom, the roots coming from the tree
represent the important relationships present (or
not present)in youngcarers lives.
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Raising
Awareness and
Being Recognized

-Participant quote at thetop and inthe middle: “/t
also was so normal to me that | was like, | just didn’t
know that other people had similar experiences...”
-Words such as family, understanding, alone, love,
and friends.

-Another participant quote that reflects thisthemeis
aboutthevalue of havingolder youngcarer in
programs: “We had a summer camp program, | think
when | was in grade nine, so | was like, still not
worrying about this at all. But | was like, oh, what
happened to so and so- | feel like she was here like
everyyear, she was here all the time, whatever. Like,
I actually was able to have people who are older
than me in my program. So, when | was like, | think,
like ten, they were like four years older than me. So,
there were people- | didn't really talk to them that
much, but they took care of you in your programs.
And now I'm like, where are all these people, like |
had so much fun talking to them, whatever. And
then someone told me like, oh, you know, the age
limit is like 18, right? Like, they're not here anymore
and | was like, what?”

-Youngcarer is not hiding her role but still she is not
noticed by the adult who is standing so close to her.
-The adult’s bodylanguage shows that he is closed
off which represents how powerful perceptions lead
adults to misunderstand youngcarers.

-Participant quotein bottom right: “So a lot of
people, just, I’'m not sure what the right word is. But
like pushed me aside, just because | am 16...”

-A participant quote that reflects this themeis: “/
think if young carers- just young carers as a whole,
were more known about, like, when people think
about disabilities, they think about all of the people
who have disabilities, they’re so affected by this, we
should be more compassionate towards them. But
no one really talks about people who are affected by
them, like firsthand, siblings and their family
members.”

-Youngcarers mentioned that being recognized by
society would supportthem in feelinglike they do
not have to hide their care roles from others
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-A participant quote that reflects youngcarers’ call
for awareness: “I think it’s just like, awareness. |
think to be supportive just for people to know what
I’m going through. And like just so I’'m no-t because
right now, | feel like when | go to school and talk to
my friends, I’'m like, hiding, I’'m like living two lives.
Because | have like life at school with my friends and
then I have a life when | come home and | have my
mom and none of them know about it.”

A Multivocal Discussion on our CCHA Results

Before | begin the discussion on our CCHA results, | would like to outline my decision to
presentourresults as a multivocal and integrated narrative. Our CPAR process did not unfoldin
a clean and uniform way, but rather each phase of our process was entangled with the next in
an integrated way. | feel that presenting my discussion separate from ourresults does not
accurately represent how our entire process was designed, which was to include multiple
perspectives and voices together. Since our entire CPAR process involved the blending of
multiple voices, | felt it was suitable to present our CCHA results as a multivocal narrative. In
this way, the followingdiscussion will bringin young carers’ voices, my own voice, and relevant
literature toillustrate the storythatis reflected in our collaborative creative expression of the
data.
There is Nothing Unnatural About Being a Young Carer: It’s About Just Being Human

Our first theme deconstructs dominant conceptualizations of young carers and young
people asinnocent, dependent, and in need of protection. Through representing caringas a
natural and instinctual part of beinghuman, youngcarers’ own words challenge underlying and
pervasive assumptions about their own lived experiences. Within this theme, there are two

subthemes: Young Caringas Naturaland Widespread and Young Carers Hidingin Plain Sight.
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Young Caring as Natural and Widespread.

Youngcarer participants described their caringas normal, natural, and instinctual.
Johnny, a young carer participant, supports his parent who lives with MS. In our research
conversation, Johnny said:

I don’t really think about it. | just do it. Because I’m so used to doing it. That | don’t even

think about what | did- that | was just helping somebody.

In Johnny’s experience, caring is not premediated but rather ‘[he] just [does] it.” Like Johnny,
Rose described caring as a reflex. Specifically, she talked about supporting her mom:

I don’t really think about doing it. It’s just something that is just like a reflex kind of. You

can- |l like, | care for my mom, and | can see when she needs help. Or just like, it’s just

obvious. And | don’t ask | just do it. Yeah.
Both Johnnyand Rose described caring as instinctive;itis not somethingtheythinkabout doing
butsimply somethingtheyjust do. It is natural to them, yet in the young caring literature,
caring at a youngage is depicted quite negatively and as an unnatural circumstance that young
people must be rescued from (Chojnacka & Iwanski, 2021; Frederick et al., 2020; Hendricks et
al., 2021; Kavanaugh & Stamatopoulos, 2021; Parys et al., 2014). This literature draws on social
constructions of child and adult roles, supportingdominantdiscourses that suggest young
people can notor should not care for others, again denyingtheirrelational being. In this way,
young carers’ care roles are represented as problematicand in turn, youngcarers as vulnerable
and at-risk (Aldridge, 2018; Kavanaugh, 2014; Stamatopoulos, 2016). Although manyyoung
carers’ experiences are complex and involve challenges, Johnny and Rose describe young caring

in a positive, innate way. Through mentioningthat ‘they do not thinkabout caring’ but rather
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‘justdoit,’ Johnny and Rose suggested that caring can be a natural phenomenon in the lives of
young people.

Youngcarers expressed that their care roles helped them develop a deeper
understanding of the different experiences young people may go through in their lives.
Matthew, a young carer participant who cares for his parent living with MS, spoke about how
his care roleled him to develop a greater understanding of other young people:

Like understanding that people, like everybody goes through something different. So, it’s

not like, oh, you can’t do this- but why?

Matthew mentioned that ‘everybody goes through something different,” whether they are
young carers or not. In this way, Matthew challenged discourses that draw on ‘norms’ to
dictate what young people should experience in their lives. Specifically, Matthew mentioned
that his care role helped him understandthat all people have different experiencesin their
lives, meaningthere is not one way of experiencinglife. Not only did Matthew talk about
understanding everyone’s different lived experiences, but also, he discussed probing deeper
into what those different experiences are. For instance, Matthew said “it’s not like, oh, you
can’t do this-but why?” In this sentence, Matthew exposed common first reactions to different
experiences as ‘oh, you can’t do this?’ This statement reads as being judgemental,
misunderstanding, and surprised. Given that some experiences in childhood, such as young
caring, challenges dominant narratives that suggest there are a specific range of experiences
acceptablein childhood (Robson, 2004; Smith, 2015; Wihstutz, 2017; Wyn, 2015), society’s
initial reaction to ‘non-traditional’ experiences is misunderstandingand in turn, judgement.

Matthew took his understanding of the different lived experiences of young people one step

103



further when he suggested that society should ask ‘but why’ instead of settlingon
misunderstandingand judgement. Through stating that ‘everybody goes through something
different,” Matthew brought attention to the importance of questioning why some young
people are pushed aside and misunderstood in society. Perhaps, if all people go through
somethingdifferent and may experience caring in all kinds of unique ways, why aren’t all
people considered carers and recognized for the contributions they make to others’ lives,
whetherthey are young carers or not?

In research conversations, youngcarer participants talked about how their care roles
were essential to their growth and how those roles emphasised the importance of helping
others. Specifically, Johnny said:

Um because | was helping my father at such a young age, | have learned how to deal

with people and help them in their scenarios. Which is why most people come to me

when they have questions.
Johnny expressed that beingknowledgeable about helping peoplein their specificexperiences
was a direct result of caring for his parentata young age. He went on to mention that people
gravitate towards him for help, suggestingthat he supports both his parentat home and other
people outside of home. In this way, Johnny’s young caring extends beyond supporting his
parent. It is here that we used the image of tree rootsin our creative expression to represent
thatyoung caring is widespread.

Similarly, Evelyn talked about how her care role had influenced her career goal, which is

to help transform the accessibility of the tourismindustry:
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Yeah, | want to like, | want to be the person at the front desk that makes sure | know, to
come around the counter to see somebody in a wheelchair instead of leaning over the
counter. Or, like, just making the small changes in making sure things are accessible. Cuz
like, I've seen so many people who go about it, like, the wrong way, like working at Tim
Hortons for four years, | watched somebody come in, like, | think they were hearing
impaired. And the cashier was like yelling at them, or like talking really- like talking to
them like they were stupid. Like really enunciating the word almost in like a really rude
way and I’'m like, no that’s not at all what you’re supposed to do. So, like, | want to be
that person that like, knows what to do and make sure your vacation is comfortable.
In our research conversation, Evelyn spoke about multiple instances when she witnessed
persons with disabilities being discriminated against, including her brother who lives with
autism. Through these experiences, Evelyn has developed a greater understanding of
accessibilityand how to treat persons with disabilities with respect and dignity. Evelyn
mentioned that she ‘wants to be that person that knows what to do and makes sure your
vacation is comfortable.’ In other words, Evelyn’s desired career in the tourism industryisto
support the travel experiences of persons with disabilities.

Statements made by Evelyn and Johnny express that young caring does not only occur in
private spaces. Specifically, both Evelyn and Johnny spoke about supportingorhavinga desire
to supportother peoplein theirlives. In this way, Evelyn and Johnnyrepresent caring as
widespread and challenge the notion that caringis predominantly a hidden, private matter

(Stephenetal., 2017). It is through Rose, Johnny, Matthew, and Evelyn’s representations of
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caringthat| turnto a discussion on relational caring to propose that youngcaringis indeed
natural and widespread.

Relational caringis a philosophy of care that prioritizes relationships as the core of care
processes (Engell, 2020). Dupuis et al. (2016) suggests that relational caringupholds
interdependence, compassion, and growth promotingrelationships as being “at the core of
human wellness” (p.1). In addition to depictionsof relational caringas a philosophy and
practice, some scholars describe relational caring as a model that transcends a focus on the
individual to include their entire social network (e.g., family, carers, community) (Rockwell,
2012). Itis here that| find relational caring particularly applicable to dominant representations
of care in the lives of youngcarers as it challenges the notion that caringis localized and
unnatural. Youngcarer participants described the caring process as instinctive and existing
within a broad web of connections. This leads me to wonder if models of relational caring may
supportyoungcarers’ representations of caring processes as intrinsically human experiences
andin turn, expand surface-level understandings of youngcaring as unnatural and private.

Young Carers Hiding in Plain Sight.

Despite caring being a natural part of being a human and important part of youngcarers
lives, young carers talked about feeling pushed aside and undermined by adults in their care
roles. Specifically, young carers talked about their care roles being dismissed and unrecognized,
feeling the need to hide away due to the assumption that caringat a young age is unnatural.
One young carer participant, Rose, supportsher mom who is living with ALS. Although initially
she is hesitant aboutsharing her experience, she proceeds by expressinghow adults make her

feel in her care role:
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I think, oh, actually, a big one, I’m not sure if- well I'm just going to say it. I'm like, I'm
mom’s primary caregiver. And then she’s in the hospital. And it’s like, her friend or my
grandfather getting the news and being told everything, and | don’t get told anything.
Like well she had surgery and like, | have no idea. But I’m her main caregiver. So, a lot of
people, just, I’'m not sure what the right word is. But like they like, pushed me aside, just
because I’'m 16. Like, I'm a 16-year-old girl. That’s like, I’'m not seen as like mom’s
caregiver in a way. I’m just seen as her daughter who helps a mom. So that annoys me
very much.
As Rose indicated, sheisher mom’s main carer, yet the adultsin her life undermine herrole
through withholdingimportantinformation from her and notincluding herin important
conversations and decisions. This clearly annoys Rose and causes her to feel unnecessary stress
and frustration. Rose mentioned that adults ‘pushed her aside, just because she is 16" and that
‘she’s just seen as a daughter who helpsa mom.’ In this way, the caring responsibilitiesthat
Rose takes on in herlife are undermined, leading to a lack of recognition of her role altogether.
The lack of recognition about Rose’s experiencesin her care role is consistent with dominant
narratives that represent young people as dependent, innocent, and care-free (O’Dell et al.,
2010; Wyn, 2015). Rose, however, challenges this perspective by identifying herself as her
mother’s primary carer and engaging in significant care responsibilities. Although Rose is her
mom’s main carer, CYS scholars would suggest that her age allows adults to feel the need to
shield her from the dangers of the adult world, or in other words, experiences that involve
responsibility and sometimes hardship (Wihstutz, 2017). In this way, adults maintain the view

that caring at a youngage is unnatural and unacceptable during childhood (O’ Dell et al., 2010)
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Rose’s story suggests that adults’ understandings of young carers are rooted in assumptions
aboutthe competence and abilitiesof young people and the need to only protect. These
misunderstandings have the power to hide the reality of young carers’ care roles through
uncoveringonly specific parts of the whole story. In thisway, the adultsin Rose’s life only see
thatshe is ‘a daughter who helpsa mom’ but not that she is her mom’s main carer; that beinga
caring daughter also means providingthe care her mother needs. It is here that Rose’s care role
is not seen nor accepted for what it trulyis and meansto her. As a result, our teamthoughtit
was necessary to feature Rose’s quote in our creative expression piece.

Youngcarer participants also talked about keepingtheir experiences to themselvesin
fear of adults’ downplayingor rejecting their care roles. Maya, another young carer participant,
supports her younger brother with autism. When asked about if she speaks to any teachersat
school about her care role, Maya said:

Yeah, | personally, like don’t discuss it. But if I, if | were to ask for like an extension, based

on like, if, if it had to do with my caregiving, | feel like they would give me an extension.

But I’'m always scared that, you know, it’ll be seen as I’m just making excuses. And I’'m

like, you know, I’m just bluffing. And I’m not actually doing all the things that I’m saying |

need to do.
Although Maya believes that teachers would provide her with an extension, she mentioned
feeling ‘scared’ that they will downplay herrole or reject it completely. Maya specifically
addressed a fear that her teachers will not believe sheis ‘actually doingall the things she is
sayingshe needsto do.” The responsibilities that Maya takes on in her care role transcend

taken-for-granted assumptions aboutwhat experiences are acceptable in childhood (Robson,
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2004; Smith, 2015; Wyn, 2015). Given that her experience does not fit within a childhood
characterized by learningand play (Wihstutz, 2017), Maya feels as though adults will think she
is ‘bluffing.’ In fear of misunderstanding or lack thereof, Maya mentioned that she ‘does not
discuss her care role’ with teachers at school.

Rose and Maya expressed feelings and fears regarding adults misunderstandingand
downplayingorrejectingtheir care roles and experiences. Adults’ misunderstandings stem
from the dominant casting of young people, which includes youngcarers, as ‘becomings’ rather
than ‘beings’ (Wihstutz, 2017), essentially relying on adults to develop and educate them
toward adulthood and denying their being-ness from the start. In this way, adults’ perceptions
of young carers are clouded by theirassumptions that young people cannot and should not
care for others or be carers, resultingin missed opportunities to acknowledge young carers’
humanness as demonstratedin their care roles.

In my own experiences as a young carer, | rarely confided in adults about my care roles
in fear of them assumingtherolel hadin childhood was not safe or acceptable. As a young
carer to my parent who lives with a rare schizoaffective condition and is recovering from
substance misuse, many of my experiences did not align with societal expectationsof childhood
(e.g., dependence, innocence, absence of hardship, etc.) (O’ Dell et al., 2010; Earley & Cushway,
2002). Specifically, as much as my siblingsand | engaged in learningand play throughout our
childhood, we also participated in a lot of serious conversations and took on significant
responsibilities. | remember confidingin a teacher at schoolabout my role and at one point,
beingrequired to speakto the children’s aid society and a school counselor to explain my

situation more. | felt very uncomfortable in that moment, because | had to almost ‘prove’ to
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adultsthat | was safe and that my care role was normal to me and a natural part of my life.
Since | already felt that there was a lack of misunderstandingaboutmyrole, | sometimes
wanted to withhold the truth or downplay my own experience when speaking with adults to
protect my role from being made outto be somethingabnormal. As a result of adults’ reactions
to my care role, | remember thinkingthere must not be many young people with similar roles
to me. | left that encounter feelingrelatively alone in my situation, leading me to question if my
role was in fact, ‘unnatural.’

The discourses of what it meansto be youngare pervasive, so it is not surprising that
young carers themselves come to adopt discourses that are used to define and describe who
they should be and how they should behave. For instance, Evelyn cares for her older brother
who lives with autism. When describing her experience, she said:

Maybe like, it’s not supposed to be our responsibility to take care of our siblings. The

adults should be in charge of that.

Through suggestingthat ‘it’s not supposed to be’ young peoples’ responsibility to care for their
siblings butinstead that ‘adultsshould be in charge of that,” Evelyn draws on dominant
assumptionsthat suggest young people should not be carers. It is here that | turn to literature
on therights of children, often referred to as childism, to further contextualise Rose, Maya, and
Evelyn’s experiences.

According to Prilleltensky et al. (2001), adults often ignore the social and political
contexts in which children’s problems occur. In other words, childism scholars describe
childhood as an apolitical space created and dominated by scientificformulas of child

development (Mayall, 2000). In this way, developmental models are challenged for promoting
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universal claims about how a ‘normal’ child feels and acts, and how a ‘normal’ childhood looks.
Unfortunately, representations that draw on developmental approaches to understanding
young people are pervasive and deeply embedded in education and healthcare (Gladstone et
al., 2006), often resultingin young carers, like Evelyn, internalizing problematicassumptions
about theirlives and what it means to be a relational being.

Childism scholars bring attention to the term social competence, which is about young
peoples’ rational, purposeful interactions in a variety of social contexts (Gladstone et al., 2006).
Due to models of development, adultsreserve social competence for those who have
transitioned into adulthood, restricting young people from actively contributing to the world
duringchildhood (Hutchby, 2005). According to Malorni (2022), “adults, the main actors of this
limitation of agency, can normalize this disenfranchisement by judging youth on the premise of
developmentalimmaturity” (p. 2). When youngcarers like Rose, Maya, and myself then come
forward with theirroles and responsibilities, it is seen as incompatible with the dominant
developmental understanding of young people and their abilities. The inability to acknowledge
young people as carers is driven by the faulty developmental perspective carried by adults, and
has serious consequences for young carers, making them feel like they are hidingin plain sight
or thatthey have to hideimportant aspects of their lives from others. Therefore, even when
young carers’ responsibilities are evident and are a natural part of their lives, adults overlook

and undermine thereality of their lived experiences.

Tensions in Understandings and Experiences of Young Carers
Our second theme refers to the complexitiesinvolvedin the understandings and

experiences of youngcarers. Young carer participants expressed contradictions that they
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consistently navigatein their lives to try to understand their own lived experiences and the
experiences of others. Within this theme, there are two subthemes: Navigating Assumptions
about Maturity and Navigating Challenges Associated with Mental Health.

Navigating Assumptions about Maturity.

The concept of maturity was mentioned multiple times throughoutour research
conversations. Particularly, young carer participants discussed being described as mature by
adultsin their lives, identifyingas mature in relation to the positives involvedin youngcaring,
and times when they felt the concept of maturity was pushed on them. Rose, a youngcarer
who supports her parent living with ALS, spoke about how she feels more mature as a result of
her care role:

Um, | think I'm more mature. | like- | actually, not just people telling me, like a lot of

people tell me, but | actually see it like when dealing with situations. Because | can talk

to mom about MaiD [Medical Assistance in Dying] and, like, just, like, just have a

conversation about it. But my mom’s friend who has a grandmother wants to do MAID,

and they’re, like, 45-year-old daughters can’t talk about it civilly while, | can. And that
just kind of shows me how, like, ’'m more mature than | actually thought | was. So, |
think being a young carer has, like, just made me more mature, | guess, to put it in
simple terms.
Rose mentioned that ‘a lot of people’ tell her that she is mature; however, there are certain
instances, such as speaking with her mom about MAID (Medical Assistance in Dying), where she
personally identifies with the concept of maturity. She is able to compare herself with adults

’

much olderthan she is and see her maturity. Rose continuously used the phrase ‘more mature,
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suggesting that sheis positioning her maturity in comparison to someone who is ‘less mature’,
and she associated this maturity, in part, to her caring role. Given dominant understandings of
young people as ‘immature’ and ‘innocent’ (O’ Dell et al., 2010), Rose draws on assumptions
thatyoung people are generally ‘immature’ unless they have experiences outside the’norm’in
which case they become more mature than theirinexperienced counterparts. Itisimportantto
notethatl am notintendingto invalidate Rose’s maturity, butinstead bringing attention to the
flaws of usinga concept such as maturity due to its connection to taken-for-granted
assumptionsabout the competence of young people.

Like Rose, | often used the concept of maturity to describe myself in relation to the
positives of my care role. In fact, it is one of the first descriptions |l use in this thesis to describe
the strengths | have developed because of my care role. During research conversations, |
started to notice how much the concept of maturity came up when we discussed the rewards
associated with caring at a youngage. Since going back to the literature, | noticed that the
concept of maturity was often used by scholars to explain the benefits of caring at a young age
(Matzka & Nagl-Cupal, 2020; McDougall et al., 2018; Rose & Cohen, 2010). Upon reflection, |
often used the concept of maturity to balance out the positives and challenges of young caring
when | described my roleto others. In doingso, | drew on the narrative that youngcaring has
resulted in me losingout on a ‘normal’ childhood (Aldridge & Becker, 1993). To justify that this
‘loss’ was not for nothing, | relied on the notion of maturity to express to othersthat | have
indeed gained somethingfrom the perceived sacrifice of caring at a young age (O’ Dell et al.,
2010). In thisway, | do identify with the concept of maturity when | thinkabout the skills | have

gained as a result of my care role; however, in doingso, | am also suggesting that | lostout ona
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childhood where | would have been ‘less mature.” | view this tension as problematicbecause
my identityis tied up with assumptions that being ‘less mature’ or not caring at a young age is
preferred, leading me to feel the need to justify that my care experiences have an underlying,
positive silver-lining, which in this case, is maturity.

Youngcarer participants, Johnny, and Matthew, also draw on dominantnarratives
about the abilities of young people as a result of descriptions about their competence placed on
them by adults. In our research conversation, Johnny said:

I had to grow up a little faster than most kids. So, like, | have been told I’'m mature for

my age, or whatever.

In this statement, Johnny described a hierarchical, stage-like transitioninto adulthood when he
says that he “had to grow up a little faster than most kids.” Specifically, he compares himselfto
‘norms’ that suggest young people are accorded specific strengths and abilities at particular
ages (Smyth et al., 2011; Wihstutz, 2017). When Johnny talked about being ‘told he’s mature
for his age,” he brought attentionto assumptions aboutdevelopment that dictate how a young
person should behave at specific ages (Rose & Cohen, 2010). In this way, Johnny’s
understanding of maturity is based on a model of childhood that does not accommodate young
carers since they take on specific responsibilities ‘earlier’ than socially accepted (Charles et al.,
2008; O’Dell, 2010).

Matthew, a young carer who supports his parent with MS, talked about feelinglike he
was “More mature, younger. As opposed to acting like a child.” In this statement, Matthew’s
foundation for his maturity is based on descriptions of how children act. Specifically, maturity is

positionedin oppositionto ‘actinglike a child,” which then positions Matthew as ‘not acting like

114



a child.” This representation presentsyoungcarers as being different than dominant
constructions of children (e.g., immature); however, it maintains that all other young people fall
within these same constructions. Therefore, youngcarers like Rose, Johnny, Matthew, and |
understand ourselves as different (or more mature) compared to all other young people who
are notyoung carers or have not had similar experiences.

Although manyyoungcarer participants were described as mature by adultsand
identified with that description, some young carers mentioned that the concept of maturity put
added pressure on them to be someone that they felt they were not. Specifically, Alice, who
cares for her brother living with autism, talked about challenges regarding the expectation that
she should be more mature given her care responsibilities:

I think as of right now, at the top of my head, it's the expectation from my parents. |

have a few conversations with my mom and it's like, your brother's like this so you

should be more mature. You should be more understanding, more compassionate, you
should dedicate more time to him. And I'm graduating so | am like yes and yes, [laughs].

I know, | could probably do better. But there's just so much | have to take in like school,

like school alone. And with all the stuff that's happening, COVID on top of that, like I just,

there's so much | have to think about and | know, like, | know, inside I'm kind of
neglecting my duties as a young carer. But I'm trying.
Alice mentioned that the expectationfrom her parents to be ‘more mature, more
understanding, more compassionate, and dedicate more time to her brother’ adds additional
pressurein her life. In this way, the expectation for Alice to be ‘more mature’ leads her to feel

as though sheis ‘neglecting her duties as a young carer.’ This statement suggests that Alice
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views concepts such as maturity, understanding, and compassion as descriptions that must be
achieved in youngcaring. Thisis problematicbecause Alice, who already takes on significant
responsibilities in her life, feels as though she needs to achieve specific traits to be considered a
‘better’ young carer. In this way, Alice is also comparing herselfto an idealized norm, such as a
‘typical youngcarer’ who is always ‘mature, understanding, and compassionate’ (Matzka &
Nagl-Cupal, 2020; McDougall et al., 2018). Young carers are predominantly described as
mature, compassionate, and resilient in the young caring literature (Banks et al., 2002; Fives et
al., 2013; Nagl-Cupal et al., 2014; McDonald et al., 2009), which may lead to the assumption
that all young carers identify with these descriptions. As a result, young carers are held up toa
standard that they feel may not represent their lived experiences and what traits they want to
identify with at different moments in their life. In the young caring literature, some young
carers were “concerned about beinglabelled as ‘angels’ or ‘heroes,’ as it left them with no
room for failure or need for support (Rose & Cohen, 2010, p. 478; see also: Moore & McArthur,
2007). Perhapsthen, relying on concepts such as maturity to describe all youngcarers resultsin
both comparisons between youngcarers and young people, and comparisons between young
carers themselves. This leads young carers, like Alice, to feel as though they ‘could do better’
compared to another youngcarer, even though their experiences are likely very different.

In research conversations, young carer participants experienced tensions whereby they
challenged dominantassumptions about young people through their significant responsibilities
and supported dominant assumptions of young people through understanding their own
maturity in relation to a ‘normal’ child counterpart who is not mature. Further, some young

carers felt the concept of maturity added additional pressure to their lives, since they felt they
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must measure up to dominant representations of who young carers should be and the traits
they should have. It is here that | suggest troublingthe pervasive use of maturity to describe
young carers in the young caring literature. Although describing young carers as mature may
seem positive and harmless, it perpetuates underlyingand problematicassumptions about
young people and young carers that cause tensionsin understandingthe real lived experiences

of young carers.

Navigating Challenges Associated with Mental Health.

In research conversations, young carer participants shared challenges within their care
roles that were related to their mental health; however, many young carers mentioned that
their mental health challenges were either created or enhanced by the stigma associated with
their care partners’ lived experiences. Layla, a young carer participant, supports her brother
who lives with autism. Layla talked about feelinglike she needed to be in control all the time
dueto the responsibility of her care role:

And then like people like notice that like [participant name] your kind of a control freak.

I’m like, oh, sorry. | just like, that’s like the way that I’'m like, wired now, because it’s like,

if ’'m not in control- in control of it, then who is, you know?

Layla expressed that she feels a constant need to be in control. She mentioned that the people
around her notice her need to be in control, which suggests that her tendency to maintain
control extends beyond her relationship with her care partner. Layla talked about how she is
now ‘wired’ to remain in control out of fear that if she is not, nobody else will be. In this way,
Layla expressed that sheis in a state of long-term stress where she needs to constantly stayin

control.
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In the youngcaring literature, scholars often describe young carers’ mental health
challenges, bringing attention to feelings such as stress and anxiety (Becker & Sempik, 2019;
Stamatopoulos, 2016; Stephen et al., 2019); however, this literature tends to focus on
intervention and prevention (Purcal et al., 2012; Gray et al., 2008), both of which are informed
by assumptionsabout the emotions and responsibilities accepted in childhood. In other words,
it is not necessarily thatinterventionand preventionservices do not have their place in
supportingyoungcarers but rather, that they are based on a web of assumptions that suggest
caring, and the complexities that come with it, should not be taken up in childhood (O’ Dell et
al., 2010). For instance, in Gray et al.’s (2008) study, a social worker talks about how young
carers care responsibilities should ultimately be the responsibility of the parent. In this way, the
social worker draws on assumptions aboutwhat roles are acceptable during childhood and
adulthood. Instead of supporting young carers through assistingthem in navigating their own
mental health challenges, scholars and health professionals advocate forinterventionsthat
place youngcarers into roles that they deem more ‘suitable’ in childhood (e.g., challenge free)
(Aldridge, 2018; Gray et al., 2008; O’Dell et al., 2010).

In our research conversation, Johnny talked about navigating his own mental health
challenges though identifyinghowto support himselfin his care role. Specifically, Johnny spoke
about how he feels when he goes for walks: “I calm myself down because | get into the right
mindset.” When | asked Johnny why he goes for walks, he said:

Um because | don’t always want to be in the mindset of | have to be doing something to

help someone right now. | want to be somewhat thinking about how I can take care of

myself.
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Johnny expressed his efforts in navigating his mental health when he spoke about taking walks
to ‘calm down’ and get into the ‘right mindset.’ Through identifyingthat he ‘wants to be
thinkingabout how he can take care of himself’ sometimes, Johnny challenges assumptions
thatyoung people are ‘dependent’ and ‘in need of protection’ from others (Bolas et al., 2006;
Cooklin, 2010; Frank & Slatcher; 2008; Kavanaugh, 2014). Specifically, Johnny determined how
to navigate his own mental health, without interference from adults. Withinthe youngcaring
literature, scholars often make decisions and recommendations for youngcarers, assuming
they know what is best for them (Joseph et al., 2019). This contrasts Johnny’s experiences; heis
the one who determined how to navigate his own mental health effectively. Perhaps then,
scholars should focus less on discussingamongst themselves how to address youngcarers’
mental health challenges and simply ask young carers directly about what they already do to
navigate their mental health (Joseph et al., 2019).

In research conversations, some young carer participants talked about experiencing
mental health challenges as a result of worrying about how other people might react or
respond to their care partners. Maya, a young carer who supports her brother living with
autism, talked about being over-protective because of a fear that people might not understand
her brother like she does:

Me personally, sometimes | can be a bit too protective. Like this happens a lot when we

go outside, like, he will be wandering off...But | think it's like my personal anxiety about

him getting hurt or like somebody getting mad at him because like, you know, people
might not be as understanding. People might not understand why he's touching their car

or touching their purse. So, | always like try to keep him back and hold him. And | feel
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like, you know, that's just- it's a lot in my mind constantly watching him making sure he

doesn't touch anything or do anything. But it's also like not great for him because he

needs to, like have freedom. So that can be a challenge.
Maya discussed that she experiences ‘anxiety’ and ‘a lotin her mind’ when she is supporting
her brother. These feelings are not necessarily due to Maya’s care role directly, but more so
because she is worried about her brother’s safety. Maya mentions that she hasa ‘personal
anxiety’ that ‘somebody will get mad’ at her brother because of misunderstanding his actions.
In this way, Maya is concerned about the way other people might respond to her brother,
which leads her to experience mental health challengesin her care role. Further, Maya feels
guilty about ‘beinga bit too protective’ of her brothersince she suggested he also needs his
‘freedom.” This adds another layer of challenges to Maya’s experiences, since she feels her fear
that other people will not respond kindly to her brotheris pushing her to keep him from
experiencing life.

Fear of stigma is consistently mentioned in the youngcaring literature, particularlyin
the lives of young carers who support a parent with mental health challenges (Gray et al., 2008;
Gray & Robinson, 2009). According to Rose and Cohen (2010), stigma was often mentioned by
young carers who support a parent with mental health challenges, alcohol or drug misuse,
and/orlearningdifficulties. In the context of young carers who support siblings, there is much
less attention brought to how stigma influences young carers’ mental health. Although the
young caring literature mentions stigma as an element that influences young carers (Frank et
al., 2009; Gray & Robinson, 2009; Smyth et al., 2011), thereiis little literature that focuses on

exploring the extent to which stigma causes and/or enhances youngcarers’ mental health
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challenges. Of this literature, there is an underrepresentation of youngcarers’ own voices and
stories, resultingin simplified understandings of stigma and the role it may have in influencing
young carers’ mental health. Therefore, given that Maya’s mental health challenges are
exacerbated by her fear that other people may stigmatize her brother, | suggest that we need
more research that both emphasizes youngcarers’ own perspectives of stigma in their lives and
brings attention to the complexitiesinvolved in young carers’ mental health challenges,
especially as they interact with stigma. Further, Maya’s experience emphasises the relational
nature of care, bringing attention to how experiences of one person influence the experiences
of another. In this way, there is a crucial need for more relational understandings of young
carers’ lives and experiences, especially in relation to young carers’ mental health challenges
and how they interact with stigma.
Leisure as Relational Moments of Rejuvenation in Everyday Life

Our third theme encompasses young carers’ representations of leisure as relational
moments of rejuvenation in everyday life. Youngcarer participantsdescribed leisure in their
lives as complex, malleable, relational, and context-dependent, and challenged simplified,
contemporary conceptualizations of leisure in the lives of young people. Within this theme,
there are two subthemes: The Entanglement of Leisure and Care and Resisting Youth
Discourses Through Leisure.

The Entanglement of Leisure and Care.

In our research conversations, young carers described leisure and care synonymously in
that they did not always existinisolation from each other. Evelyn, a young carer who supports

her brother livingwith autism, described leisure as spending time with her brother:
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Sometimes my free time is just hanging out with [brother’s name]. Because like, we’ll do
fun activities. Like over the summer, my parents like to take us out a little bit more just
because like, I’'m not in school, and we have that time. So, we were gonna do mini
golfing on Saturday, but it was the end of March Break. So, we got there and there was a
whole lot of kids. He’s like, no, we’re not doing that. So, we went to Walmart instead,
and like, that was fun.
In Evelyn’s experience, leisure is not separated from her care role. Specifically, Evelyn
mentioned that her leisure time is sometimes ‘just hanging out with her brother.’” In this
context, Evelyn does not stop her care role to engage in leisure with her brother, butinstead
leisure and care are entangled together. Through her discussion of jumping from mini golfing to
Walmart, Evelyn described leisurein her life as spontaneous and flexible, as it depended on
how her care partner felt in that moment. Further, Evelyn mentioned that leisurein her life
often takes the shape of fun activities with her brother, suggesting that the entanglement of
leisure and care positively impacts her leisure experiences.

Evelyn suggested that she understands and experiences leisure through her relationship
with her care partner. In this way, care becomes a mechanism for learningand developmentfor
both Evelyn and her care partner. For Evelyn, leisure is not necessarily defined by an activity or
‘what’ leisure mightlook like but rather, by the relationship or the ‘who’ leisure is experienced
with. | could not find any literature that explores the relationality of leisurein the lives of young
carers; however, Aitchison (2009), a critical disabilities scholar, emphasizes that youngpeople
with disabilitiesin her study demonstrated that “leisure was not defined so much by when they

took part (leisure time), what they did (leisure activities) or where their leisure took place
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(leisure spaces), but by who they encountered and interacted with as part of their leisure” (p.
383). In this way. Aitchison suggests that leisure may be influenced by and contingent upon the
extent to which meaningful social interaction is experienced. It is here that “the ‘who’ aspect of
leisureis as significant asthe ‘when,’ ‘where,” ‘what,’ and ‘how’ or leisure” (p. 383). Given that
young carer participantsemphasized the relational nature of leisure, | suggest that more leisure
research privilege the ‘who’ when exploringleisurein thelives of young carers. Thisincludes
findinga range of ways to connect young carers with others, such as through leisure-related
technologies.

Literature that explores leisurein the lives of young people prioritizes conventional
understandings of leisure as a non-obligatory activity, free-time, or a state of mind (Russel,
2013; Lopez et al., 2021). Amongst the two studies that explore leisure and play in the context
of young carers, neither discuss the complexity of leisure in that it transcends boundaries of
care in young carers’ lived experiences. Lopez et al. (2021) introduces alternative
conceptualizations of leisure as amorphous, “transcending segmentationand binaries of time,
role, and place” (p. 4). Still, | could not find any literature that represents leisure as messy in the
lives of young people and youngcarers. | view this as problematic since traditional
representations of leisure in the lives of young people do not bring attention to the
complexities that exist in leisure-care experiences. This is especially concerning for young carers
like Evelyn, whose lived experiences of leisure-care are not represented or understood. Given
that leisure professionals draw on contemporary conceptualizations of leisure, it is likely that

young carers, who have the time and opportunity to participatein leisure servicesand
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programs, are learningabout and tryingto engage in leisurein a way that may not reflect their
real lived experiences or meanings of leisure.

Maya, a youngcarer supporting her brother who lives with autism, talked about feeling
emotions such as anxiety and guilt when she engages in leisure separate from her care role.
Specifically, in a quote we featured in our creative expression piece, Maya expressed tensions
in tryingto engage in contemporary conceptualizations of leisure:

Um, | like, it’s very limited to what | can do during the day, because | need to be home

most of the time to help out. And it’s just | feel like, | don’t know if it’s like separation

anxiety. But if I’'m like, sitting upstairs alone, while like, my family’s awake downstairs,

I’'m always like, what if they need my help, or if | need to do something, like they’re

gonna call me down to help any minute. So, | kind of, it’s like, anxiety and guilt for being

alone during the day when other people could be using my help. Or like, | could be

helping other people. But | feel like, like watching movies and TV shows and stuff, if I’'m

just sitting in the living room with everyone, | could do that. But things like going out a

lot and things like that. | like- it’s not that | can’t, but | just get this like anxiety around

and guilt around it for not being more present that it kind of just yeah.
Maya discussed contemporary descriptionsof leisure such as ‘beingalone’ or ‘going out a lot’
as challengingto participate in. Specifically, she talked about experiencing separation anxiety
and guilt when leisure time was separated from her care role. To mitigate the challenge of
participatingin binaries of leisure/care, Maya indicated that she could ‘watch movies and TV
shows and stuffin the livingroom with everyone.’ In doingso, Maya suggested that her

negative feelings of anxiety and guilt may be reduced if she was to participatein leisure and
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care synonymously. Although Maya would still be watching a movie or TV, she would be doing
so with her family and care partner, causing her to feel more at ease thanif they were
separated. Maya and Evelyn’s experiences of leisure and care speak to the need for alternative
conceptualizations of leisurein the lives of young carers. Given her feelings of anxiety and guilt,
when Maya experiences leisure in the way it is traditionally taken up in the literature, it may be
harmful to her and exacerbate the challenges she may already experience in her care role.

Of the two studies that exploreleisurein the lives of young carers, both suggest that
young carers view leisure as obligation-free time and use it to distract themselves from
challengesin their lives (Jonzon & Goodwin, 2012; Matzka & Nagl-Cupal, 2020); however, in
Maya and Evelyn’s experiences, leisure is heavily embedded in care roles, which may or may
not be viewed as obligatory. Itis here that more notions of leisure as messy, complex, and
entangled within experiences of care are needed to betterrepresent leisurein thelives of
young carers.

Resisting Youth Discourses Through Leisure.

Youngcarers described leisure as being somethingthat they liked to do for fun, to
refresh, or both, depending on the context in which it was experienced. Through taking
ownership over their meanings and experiences of leisure, young carers resisted dominant
understandings about what leisure should look and feel like in the lives of young people and
young carers. Rose, a young carer who supports her mom, described what she likes to do to
refresh:

I think to refresh for me like | didn’t think much of cleaning my room as something I do

for me. Like mom would usually say [participant name] go clean your room. And it was
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like a chore. But | think I’'m now grateful for the time | have to even clean my room. Some
days. I’'m so busy. | don’t even have 20 minutes to clean my room.
Rose described cleaningher room as ‘somethingshe now does for her.” What once was a
‘chore,’ has now become somethingthat Rose is grateful to have the time to engage in.
Although the activity of cleaning her room has not changed, Rose’s context has changed,
leading her to experience the activity in different ways. Largely missing from literature on
leisurein the lives of young people, includingyoungcarers, is representations of leisure as
defined by the situational contextin which it is experienced rather than the activity itself
(Dupuis, 2000; Dupuis & Smale, 2000). In Rose’s experience, one of the ways she understands
leisure is as somethingthat helps herto refresh. As a result, when Rose was pushed to clean
her room, she did not view it as refreshing; however, when cleaning her room became
somethingthat she actively chose to do, thatis when she viewed the activity as refreshing. It is
here that we used the image of a ‘broom’ in our creative expression piece to represent that
leisureis defined by the contextin which itis experienced rather than the activity itself.
Through her discussion of leisure, Alice brings further understandingto leisure as
contextual and complex:
Yeah, if | am going to take on piano, for example if | had to bring something else in.
Piano can be both a fun thing to do, like | can learn this new like song and its so fun, like |
like this anime and | am going to learn the theme song- or it can be a refresher. Like, oh,
I like playing the same songs. I’m gonna play it for a little bit. But it could also be like a
stressor. So, like, do the repertoire and | like, | hate this so much. My moms like you need

to practice this. It can be like all of that into one.
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Alice explained how the same activity can be ascribed to different meanings of leisure.
Specifically, she talked about how piano can be both fun and refreshing, but also a stressorin
different contexts. In this way, leisurein the lives of Rose and Alice is defined accordingto the
situational context in which they experienceit. Like Rose, Alice’s interactions with the same
activity are only defined as leisure when she has active control over her participationin that
activity. In Alice’s experience, piano becomes a stressor when her mom pushes her to practice
the repertoire. In contexts where she is in control of how she experiences piano such as when
she is learninga new anime song or playing what she wants to play, pianois considered fun
and/orrefreshing(e.g., Alice defines piano as leisure).

Literature that explores leisurein the lives of young people predominantly draws on
developmental modelsto understand how young people experience leisure (Caldwell & Witt,
2011; Fredriksson et al., 2018). In this way, leisure is conceptualized by its role in transitioning
young people towards adulthood in specificand preferred ways (Cassidy, 2005). Specifically,
Cassidy (2005) suggests that “it is important to understand the patterns of child leisure
behaviour which predict constructive leisure attitudesand engagementin adulthood” (p. 65). In
this way, ‘constructive leisure attitudes’ such as resilience and competence, are encouraged
through specific leisure-type activities in childhood as they are preferred in adulthood (Caldwell
& Witt, 2011; Matzka & Nagl-Cupal, 2020). Lopez et al. (2021) suggests that leisure can be a
vehicle for resistance. Through taking ownership over how they understand, take up, and
experience leisure, young carers resist dominant assumptions that suggest young people do not
have the capacity to make decisions about their own lives, includingtheirleisure. In her

discussion on leisure, Layla talked about navigating what leisure means to her:
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I think it’s kind of, okay. So, when it comes to specifically like, sewing, boxing, and
squash, so, okay, so my old, my old main sport used to be tennis, because my parents
loved it. And | was like, pushed into it. | hate tennis. I’'m so bad at tennis. It was a, it was
a shit show, let’s be honest if I’'m being honest, anyways. And then | got into squash and
that was like, kind of my own thing. And I like | don’t really, | think it was like a kind of a
combo of the sport. And also like, just like, | got to do something that like was my own
thing, if that makes sense.
Layla discussed being ‘pushed into’ tennis because her parents love it. Although her parents
consider tennisto be one of their preferred leisure activities, Layla mentioned that she ‘hatesiit’
and described herself as performing badly at it. She then transitions into participatingin
squash, an activity she chose for herself, and suggested that it was ‘her own thing.’ Through
moving away from tennis and towards squash, Layla created a space where she could use her
power to set boundaries on how she experienced leisurein her life. In Layla’s situation, she did
not considertennis leisure since she did not actively choose to participateinit. Once Layla
found a sport that was ‘her own thing,’ she ascribed meanings of leisure toit. Like Rose and
Alice, Laylarepresents leisure as complex and defined in relation to the situational contextin
which it is experienced. Through taking control of their own meanings and experiences of
leisure, Rose, Alice, and Layla challenge dominant conceptualizations of young people as lacking
the ability to make decisions about their own leisure experiences (lbrahim et al., 2014; Smith,
2015; Wright, 2020; Wyn, 2015). In choosingand definingleisure on their own terms, they not
only challenge dominant conceptualizations of leisure, but also dominantdiscourses of what it

means to be young.
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Being Acknowledged as Relational Beings

Our final theme brings attention to supportsthat young carers’ identified as being
importantto assistingthem in their care roles. Within thistheme, there are two subthemes:
Having Relational Opportunities and Spaces and Raising Awareness and Being Recognized.

Having Relational Opportunities and Spaces.

In research conversations, young carers spoke about the value of relationshipsand
beingable to talk to others about themselves and their experiences. Specifically, Alice, a young
carer who supports her brother, talked about the support that comes with havingrelationships
with friends:

Hanging out with my friends just kind of grounds me a little bit it. Yeah, | think it allows

me to be a bit more in the moment because like, oh, there is this group of people, and |

just have to think about them right now. | don’t have to think about schoolwork or this
and that. It's like, | get to hang out with these people that | like. And it's yeah, it's
refreshing. And | just get to hear what they're going through. And even if it's something
that's stressing them, it's like a refresher for me, because like, oh, yeah, we're not like
completely different. Like, it's not just me in this world kind of thing.
Alice talked about how ‘grounding’itis to be ‘in the moment’ with friends. She mentioned that,
even when her friends are sharingtheir challenges with her, it is ‘refreshing’ because she can
see how they are not ‘completely different.’ In this way, Alice identified developingand
maintaining friendships asanimportant support, since it helped her to recognize that ‘it’s not
justherin thisworld.’ In additionto helpingAlice feel refreshed, learning more about her

friends encouraged her to challenge dominant conceptualizations of young people that
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perpetuate representations of childhood as a time free from challenge or hardship (Wihstutz,
2017). After ‘hanging out’ with her friends and ‘hearing what they are going through,’ Alice
recognized that other young people also experience challengesin theirlives, leading her to feel
less alonein her experiences.

Like Alice, | have found immense support through the relationships | have with my
friends. Given my care experiences, it took a while for me to feel comfortable enough to share
the intimacies of my life with others. Although | spent most of my life thinkingthat there were
very few young people with similar experiences to me, | have come to realize that almost all my
friends are young carers in some way. It was only through developing relationships overalong
period of time that | was able to come to thisrealization, since | did not often have a lot of
opportunitieswhere my care role would organically come up in conversation. In addition to not
havingmany opportunitiesto bringup my care role, | was not aware of the term ‘youngcarer’
until well after my undergraduate studies. In this way, | can relate to young carer participants
who discussed wanting more opportunities to connect with other young carers. Although young
carer participants were connected with eitherthe YCA or YCP, many of them expressed a desire
for more opportunitiesto talk with young carers who have similar roles to them. Matthew, a
young carer who supports his parent, said:

I think | need just clarity that there are people that are like- you know that there are

people that are going through what I’m going through.

Matthew’s statement suggests that it helps him to know there are other people who are going
through similar experiences to him. Therefore, Matthew indicated that he would feel supported

through having more opportunities to talk to other youngcarers who ‘are going through what
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heis going through.’ Like Matthew’s desire for more opportunities to talk with young carers,
Alice, a youngcarer participant, described the feelingthat comes with establishingvaluable
relationships with youngcarers:

But then you realize a lot of people out there who have similar situations, and who might

even be going through like, other difficult things as well. So, it’s easy to feel like you’re

alone. But I feel like, having other young carers around you, and hearing their stories,

makes you feel like a lot more accepted, and less alone in your situation.
Alice mentioned that having opportunities to have other youngcarers around helps her feel
less isolated in her experiences. Specifically, she talked about how ‘hearingyoungcarers
stories’ makes her feel ‘accepted,’ as she is able to realize that there are ‘a lot of people out
there going through difficult things as well.” In this way, Alice suggested that having
relationships with other youngcarers supports herthrough helping her feel less alonein her
situation.

In addition to establishingrelationships with young carersin general, youngcarer co-
researchers discussed the potential of developingrelationships with older young carers at the
YCA and YCP. Specifically, one youngcarer co-researcher talked about her appreciation for
havingolder young carers at the young carer organization she was a part of:

We had a summer camp program, | think when | was in grade nine, so | was like, still not

worrying about this at all. But | was like, oh, what happened to so and so- | feel like she

was here like every year, she was here all the time, whatever. Like, | actually was able to
have people who are older than me in my program. So, when | was like, | think, like ten,

they were like four years older than me. So, there were people- | didn't really talk to
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them that much, but they took care of you in your programs. And now I'm like, where are

all these people, like I had so much fun talking to them, whatever. And then someone

told me like, oh, you know, the age limitis like 18, right? Like, they're not here anymore

and | was like, what?
Thisyoung carer co-researcher mentioned that she had become familiar with some of the older
young carers in her program. Although she stated that she ‘didn’t really talkto them that
much,” she discussed missingtheir presence because when she did talk to them, it was ‘so
much fun.” Given this youngcarer co-researcher’s disappointmentwhen hearingthat the older
young carers who used to ‘take care of herin her program’ were gone, she suggested thatshe
may have wanted more opportunities to establishrelationships with older youngcarers in her
program. Through vocalizingthat she was ‘actually able to have people who are older than her
in her program,’ this young carer co-researcher indicated thatitis not very common to have
relationships with older youngcarers at the young carer organizationsheis connected to.
Similarly, Matthew, a young carer participant, spoke about feeling more comfortablein
programs with older youngcarers compared to young carers that were closer in age to him:

I just find it a lot easier to talk to some older kids. Like | find it a lot easier to talk to, like,

older kids than ten-year-olds and eight-year-olds.
Matthew talked about beingin programs where almost all the young carers were younger than
him. Through mentioningthat he finds it ‘a lot easier to talk to some older kids,” Matthew
suggested that he would value opportunities to speak with older young carers. It is through this
desire to connect with olderyoung carers that| wonder how mentorship relationships might

introduce new possibilities for establishing connectionsbetween young carers. According to
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Ellis et al. (2007), mentorship opportunities have the potential to provide reciprocal conditions
such as nurturance, and shared knowledge, values, and culture; however, McNeven et al.
(2020) states thatrelational quality is fundamental to ensuring these conditions are possiblein
mentorship relationships. Therefore, | turn to literature on relational theories and approaches
to understanding and working with young people, to further understandthe possibilities for
relational mentorship opportunitiesin the lives of young carers.

Freeman and Garfat (2014) suggested that a “relational practice involves much more

m

than just ‘havinga relationship’” (p. 14). Instead, a “relational practice shifts the focus from the
actors engaged in some form of interaction to the experience of interacting regardless of the
specific actors” (Gharabaghi, 2014, p. 8; emphasis added). From this relationalapproach to
working with young people, Freeman and Garfat (2014) established a relational child and youth
care approach that mobilizes 25 characteristics within three categories: being, interpreting, and
doing. For the purposes of this discussion, | will focus on the category named ‘being’ which
Fewster (2004) describes as:
“Beingin relationship meansthat we have what it takes to remain open and responsive
in conditionswhere most mortals —and professionals —quickly distance themselves,
become ‘objective’ and look for the external ‘fix.”” (as cited in Freeman & Garfat, 2014,
p.18).
Freeman and Garfat (2014) suggested that ‘beingin relationship’ meansinteracting with
another personinanintimate and profound manner, which is often achieved through ‘hanging
out’and ‘hangingin.” Hanging out refers to spendingtime doing things with people and hanging

in refers to committing to hanging out even when times are tough. Hangingout, particularly,
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takes time due to the requirement of “investingin buildingrelationships of trust, safety,
connectedness, and professional intimacy” (p. 23).

Itis through ‘hangingout’ that | suggest mentorship relationships may supportyoung
carers in their care roles. Specifically, our research provided us with a space to essentially ‘hang
out’ over a long period of time. As a result, our team was able to establish the conditions
necessary for ‘beingin relationship’ with each other. Given that there were young carers of
different ages on ourteam, our research provided a unique opportunity for mentorship
relationships to flourish. Forinstance, multiple young carer co-researchers would come to
Chelsea, Cayleigh, and/or | for support, advice, or just to talk about their experiences. In this
way, the relationships that have developed within our research suggest that relational spaces
have the potential to establish mentorship opportunities for youngcarers, which may support
them in navigating their care roles.

Since young carers have unpredictable schedules, programming for young carers is not
often provided as a series of small hangouts butinstead as drop-in events or activities for larger
groups (Stamatopolous, 2016; Young Caregivers Association, 2020). In this way, programmingis
less concerned with facilitating intimate, authenticrelationships like Freeman and Garfat (2014)
suggest but rather, is predominantly focused on supportingthe perceived needs of young
carers, including peer support groups, workshops for developing self-help tools, and activity-
based life skills programming. When reflecting on her time at a young carer organization, Maya
talked about how she enjoyed activity-based programming when she was younger:

But | feel like when you're young, that's like a really good place because | would just go,

they would pick me up. | would go do some fun activities. Come back, it would be a great
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time. But yeah, | just- the things that | really liked about it was the interactive-ness. And

the just like community, you kind of get out of it and just being able to like, have

somewhere to go for something to do.
Maya brought attentionto the sense of ‘community’ that she felt when attending programs at
the youngcarer organizationsheis connected to. Specifically, she talked about how the
programs were very interactive and activity-based, allowing her to connect with others through
engaging in fun activities. Maya talked about how the programs were a ‘good place when you
are young,’ because they allowed for opportunities to interact with others through various
activities.

Although programmingat the YCA and YCP support manyyoungcarers, there may be
additional ways to support youngcarers who are interested in developingrelationshipswith
others. While commentingon her experience with the youngcarer organizationsheis
connected to, Alice discussed how she would prefer supportsthat are morerelational instead
of activity-based:

Yeah. And | think in young carers program | am in right now, they have a lot of fun

activities, and like, kind of chill activities, but they aren’t- up to my knowledge, as much

like group talk, like, we all have this thing in common. So, let’s talk about it. It’s more like
we all have this in common, let’s do like fun things together. And | like the fun things
together, but | would like to know about their situations as well, which would kind of
help me. | think | enjoyed the fun activities a lot more when | was younger, | think those

fun activities were geared towards younger ones. But now that I’m a bit older, I’d like a

few more conversation type, go into depth about what we’re going through kind of talks.
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In her reflection on the programmingat the young carer organization sheis connected to, Alice
suggested that, as she had grown older, she has come to want to engage in ‘more
conversations’ that go ‘into depth’ about her experiences. In this way, Alice brought attention
to a need for programmingthat places authenticrelationshipsatits center, in additionto
activity-based programs.

Although programmingat young carer organizations is makingenormous strides in
supportingyoungcarers, young carer participants expressed continuingto feel uncomfortable
talking about their experiences and reaching out for help. Maya, a young carer who supports
her brother, said:

| think it’s still pretty uncomfortable and like, to get you to- yeah, to get out of yourself

to talk to somebody or admit that you might need help with something.

Maya mentioned that she still feels uncomfortable talkingto others about her care role and
admittingthat she may need support to do so. Although there are outlets at young carer
organizations for Maya to express herself, the conditions necessary for ‘beingin relationships,’
such as ‘hangingout’and ‘hangingin’ are missing. Perhaps then, relational practices may
provide youngcarer organizations with importantinsightsin supporting relationships between
young carers.

Raising Awareness and Being Recognized.

Youngcarer participants expressed that there needs to be greater awareness,
recognition, and understanding of young carers and their care roles. Specifically, Layla talked
about how she wished her friends had a better understanding of how her care role influences

her:
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Yeah, it’s like | know, it looks like a bad day. But | think they just think like, oh, she didn’t
get enough sleep last night or something like that. Or like, oh, really, she over- like she
might have like overslept this morning and had to get up really quickly. But it’s like, kind
of, I'm like, kind of trying to communicate with you that like, it’s more than that. And
like, | just wish they would like understand any of it.
Layla talked about tryingto communicate with her friends about how her care role has a direct
influence on her day; however, her friends are not able to fully understand how her care role
affects her. Similarly, Rose called for more awareness through expressingthat she wanted her
friendsto understand her more:
| think it’s just like, awareness. | think to be supportive just for people to know what I’'m
going through. And like just so I’m no-t because right now, | feel like when I go to school
and talk to my friends, I’'m like, hiding, I’m like living two lives. Because | have like life at
school with my friends and then | have a life when | come home and | have my mom and
none of them know about it. And I’'m just like, if only you knew, but | just wish without
me saying- going up to them saying here this is what | do, this is what | do, and listing all
the things trying to make myself ‘ound like, like | do a lot but just somehow for everyone
to know, but | don’t know how they would do that.
Rose mentioned that she lives ‘two differentlives,’ one at school and one at home. In our
research conversation, she suggested that awareness may help support herin feelinglike she
can be herself completely at school with her friends. Both Layla and Rose discussed wanting

theirfriendsto understandtheir experiences more without them havingto explain their

137



experiences in too much detail. Another youngcarer participant, Alice, talked about how she
would feel more supported if people knew more about youngcarers, especiallyin schools:

I think if young carers- just young carers as a whole, were more known about, like, when

people think about disabilities, they think about all of the people who have disabilities,

they’re so affected by this, we should be more compassionate towards them. But no one
really talks about people who are affected by them, like firsthand, siblings and their
family members. And | don’t think anyone really consciously thinks about that. But
they’re everywhere. And people don’t know that they are one as well, they think like, oh,

I have to do this and oh, well, it’s okay. Stuff like that. | think if young carers, like, as a

group, were more known as mental health is, | know, schools are trying to push towards

mental health being like, a normal thing, like you should get help and stuff like that.

Young carers should also be more known at least to schools- | think at the start, like,

these students aren’t lazy, like we have other things in their life to do. If they can’t do

this homework by this deadline, you shouldn’t be so hard on them.

Much of the young caring literature brings attention to awareness and recognition asan
important step in supportingyoungcarers (Aldridge, 2018; Stamatopolous, 2015;
Stamatopolous, 2018); however, much of this literature draws on problematicassumptions
aboutyoungpeople, includingyoungcarers. Alice calls for youngcarers ‘asa wholeto be more
known about,” which suggests that awareness about the complexities involvedin youngcarers’
lived experiences is generally missing from society. This resultsin understandings of young
carers that only take into consideration specific parts of a whole experience (O Dell et al.,

2010). Wyn (2015), a CYS scholar, suggests that adult-centricspaces, such as schools, often take
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up assumptions that separate childhood from adulthood, which allow for the representation of
young people as beingwithoutinsight and agency (O’ Dell et al., 2010; Smith, 2015). As Alice
mentioned, teachers generally assume that young carers are ‘lazy’ when they cannot complete
homework due to time spentin their care roles. In this way, Alice suggested that teachers
‘shouldn’t be so hard’ on youngcarers because they have ‘otherthingsin theirlife to do.” Layla,
Rose, and Alice described their experiences at school negatively, suggestingthat they have to
hide certain parts of theiridentity due to misunderstanding from friends and teachers.
Although the YCA has begun to integrate their powerhouse programmingto support
young carers in local schools (Young Caregivers Association, 2020), there are no policies that
intentionally bringawareness to young carers within the broader Canadian education system
(Aldridge, 2018). Given that most of the current youngcaring literatureis grounded in
problematicassumptions about youngpeople, any new policies that are intended to support
young carers in the education system may work to reinforce misunderstandings thatin turn,
maintain inaccessible spaces, opportunities, and resources (O’ Dell et al., 2010; Wright, 2020;
Wyn, 2015). CYS scholars suggest that when schools, which are intended for growth and
exploration, draw on assumptionsthat make universal statements about the lives of young
people, they become oppressive spaces (Carey et al., 2020; Wyn, 2015). Therefore, in addition
to a call for greater awareness and recognition of young carers’ care roles in schools, | suggest
that we need more complex understandings of young peoples’ lived experiences, including
young carers. Given that young carers are experts on their own lives, havingyoung carers be
directlyinvolved in describing their own experiences in awareness and recognition initiativesis

vital.
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UYCL Team Celebration Meeting

Our team came together on ThursdayJuly 21%, 2022, to celebrate the wrappingup of
our analysis phase and the completion of our decision-makingand data collection phases. We
used this meeting as an opportunity to check in with each other, discuss our collaborative
creative expression and key themes, reflect on the research process, and loosely plan the
resource we intend to create from the results of this research. In this meeting we also reflected
on the transitional events that many of us had experienced throughout the year. For instance,
Chloe, Emaan, and Saige graduated and are moving into their next year of high school.
Bernadette graduated grade 12 and will be attendinguniversity soon, and I got engaged, soon
to be married, and am moving from my hometown to a different city. Youngcarer co-
researchers talked about wantingto continue to stayin touch beyond our research, specifically
sharing pictures with each other of excitingevents (e.g., co-researchers requested that | send
the team a picture of my wedding dress and of the wedding). Although we still have plansto
develop ourresource in future meetings, | started to feel a little emotional in this meeting. It
was in this meeting that | could really see the strong relationshipsthat have developed over the
last year between team members. Not only were research meetings a place to discuss our
research, but a space to establish the trust and comfort needed to share stories with each
other. Bernadette, one of our youngcarer co-researchers, described ourteam meetings:

| think that [the team meetings] always felt like a safe space to kind of share what we

wanted to. And you’ve always made it a like no pressure kind of thing. And that really

helped me to feel comfortable to open up and say stuff about my experience, even

though | would think like, maybe | don’t really want to share this because it feels private,
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but then | can- just the environment, like the atmosphere of the meetings like this is very

inviting, to kind of say whatever you want to.

Beyond providing a space to celebrate ouraccomplishments, our celebration team
meeting motivated all co-researchers to speak openly and honestly abouttheir experiences
throughout the research process. Specifically, for the latter half of our meeting | prepared a list
of questions that would encourage usto thinkaboutifand how | facilitated specifictenets of
authenticity throughoutthe research process. The conversations co-researchersand | had

aboutif and how | attended to authenticity within this research isthe discussion | turn to next.

Attending to Authenticity

Given the importance of personal and social change to critical CPAR processes, Manning
(1997) argues for the need to attend to authenticity. Specifically, Manning outlines that
authenticity involves a specific set of criteria: fairness, ontological authenticity, educative
authenticity, catalyticauthenticity, and tactical authenticity. Each of these criteria commits a
researcher to a set of actions to maintain the integrity of the research. In the following
paragraphs, | bring specific attention to co-researchers’ perspectives as | discuss how | attended
to authenticity throughout our research process. Co-researchers felt confident about their
identities beingconnected to their statements regarding authenticity.
Fairness

Fairness refers to the balance of voices throughout the process. In this way, fairness
asks: Who speaks? For whom? To whom? For what purpose? And how? To attend to fairness, |
began by continuously attaining informal consent from co-researchers throughout the research

process. Manning (1997) suggests that researchers have an obligation to invite co-researchers
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to express their desires about distribution restrictions, authorship, and the use of their words
and experiences. To maintain informal consent, | made sure to communicate with co-
researchers anytime their words or experiences were going to be used. During these
conversations, co-researchers were continuously made aware that they owned their own words
and could always decide whether they wanted them used in this research. Saige spoke about
beinginformed throughout the process:

I think you made it very clear, like, and especially, to know what we were comfortable

with, to each person about when our names would be used and even when our like- we

say one word, when that word would be used. And like, | know, | feel comfortable with
using it, but | know others don’t, but you made it very like it’s okay if you don’t want this-
like not pressured. Yeah, you didn’t like pressure us which made it way easier.

In addition, conversations aboutauthorship were engaged in continuously throughout
the process. Specifically, | consistently asked all co-researchers if they wanted to be identified
as co-researchersin thisresearch and any materials that came from it, with all co-researchers
indicatingan interest throughout the entirety of the research process. As a result, young carer
co-researchers were aware that havingtheir names attached to this research would identify
them as youngcarers. Co-researchers were verbally made aware that they could participate
duringthe research is any way that felt comfortable to them and that they did not have to
identify as a co-researcher to participate in the research. In our celebration meeting, Chelsea
with the YCP reflected on the different levels of participation and sharing that was present

throughout ourresearch process:
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Yeah, | was just going to say | think you explained all the- | think you also gave options,
so people didn’t feel like either they had to participate or not. | think you did a really
good job of explaining that and then also giving different options too for the level of
participation or like the level of which they’re sharing.

Using a CPAR process, | intentionally worked hard to ensure that young carers voices
were privileged in all phases of the research process. During the decision-making phase, that
meant ensuringthat young carer co-researchers were provided with a meeting outline a week
or more in advance of our meetings. Providingthe meeting outline priorto our meetings
helped prepare youngcarer co-researchers for meeting topics and questions, encouraging them
to feel confident in sharingtheir voices and perspectivesin our meeting. Emaan talked about
how she felt her voice was heard throughout the process:

Um, for me, | feel like my voice was definitely heard because | think through every step of

the research, it was just, there was such an openness to, you know, hear us out on

whatever we had to say. And | felt really involved because there were a lot of questions
that we got to, you know, be involved with, as well throughout the entire process, we
kind of embedded or input into every single part of the entire project, | guess.

Along with preparing meetingoutlinesin advance, clarifying meanings, what others call
member checking, was important throughout our process. Specifically, Manning (1997)
suggests that member checking, or clarifying meanings, helps researchers represent
perspectivesin all their complexity, assures that the themes emerging throughout the project
arise from participants and co-researchers, and that the researcher is clear on the meanings

intended. In additionto checking in with my co-researchers often, | also debriefed regularly
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with my supervisor and colleagues, to ensure that | was doingas much as possible to prioritize
co-researchers’ voices throughout our research.

Throughout our collaborative analysis process, | worked hard to consistently involve co-
researchersin the development of key themes. Saige spoke about her contributionsto our
collaborative creative expression:

I think, like, when | saw the creative piece, | was like, really happy, because | could like,

point out what | did. And | felt really, like, proud, | guess.

Bernadette also discussed our collaborative creative expression piece and how it reflected her
own voice:

| felt like my voice was also heard through other people and their experiences. So yeah,

and yeah, during the final piece, | could see like, all these different things that | was

saying.
Although each co-researcher had a role in establishing key themes duringour collaborative
analysis, | checked in with young carer co-researchers during our confirmation meetingand
celebration meeting to ensure key themes were developed in collaboration with them.

In addition to attendingto fairness during our collaborative analysis and the
development of our key themes, it was important that | ensured a diversity of voices were
representedin ourdiscussion of the research findings. In this way, | tried to make sure that all
participantshad an opportunity to contributeto the story we were trying to tell. Recognizing
my own role in this story, | also worked hard to integrate my own voice into our discussion

without overpowering the voices of youngcarer participants.
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To attend to fairness, Manning (1997) also brings attention to prolonged engagement,

which is assessed by determiningif the researcher has engaged with co-researchers for a

sufficientamong of time to build any understanding of their perspectives, stories, and lives. Our

research team has been meeting for approximately one year, leadingus to develop close
relationships with each other. Our conversations in meetings often extended beyond research
topics, allowing us to get to know each otherina more intimate way over a long period of time.
| intentionally builttime for reflection into our process in the form of check-ins at the beginning
of every team meeting and team meetings specifically reserved for sharing stories. The time we
had for reflection throughout the process helped me develop a greater understanding of co-
researchers’ lives as well as my own life as a youngcarer. In our celebration meeting, | asked
the team: ‘Do you feel that | have a good understanding of your experiences?’ Saige said:

Um, | think, personally, for me, you did. And also, you made it, like, important not to

learn about my experience, but like to make sure | was okay. Which made me like-1 like

eventually shared a lot with you.

Emaan also discussed how she felt understood throughout the research process when she said:
Oh, me personally, | also feel like throughout the entire thing, whenever | talked about
an experience, you did a really good job kind of like relating to it. When you feel like you
relate to someone, it kind of helps you feel more understood. And you know, even if you
didn’t have similar experiences, | feel like you were very respectful throughout the whole
thing. So, | just, it felt like a safe place to talk about my experiences, and | did feel

understood.
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In addition to co-researchers feelingunderstood throughout the research process,
Manning (1997) recommends that researchers engage in reflexivity, which includes being
explicit about their own opinions, personal attributes, and values. To ensure that | facilitated
reciprocity and trust throughoutthis project, | shared stories about myself as a young carer and
researcher with co-researchers. For instance, Saige reflected on a time duringthe research
process where we shared stories with each other:

I think I learned about you because you- not like asked about me but because | shared

my experiences with you. In return, you shared some of yours back so we could like

connect. | remember one like one call. We were just talking. And then | learned a lot
about you but like, in a way because you connected it to my experience. So, it made me
realize | guess we’re not so different.
Participatingin safe conversations with co-researchers helped me share my opinionsand
perspectives openly and provided me with a way to maintain accountability throughout the
process. | believe thatif | am asking youngcarers to trust me with their stories, | should also be
trustingthem with mine.
Ontological Authenticity

Manning(1997) calls for ontological authencity, which asks if team members have
grown because of the process. To attend to ontological authenticity, | prioritized dialogical
conversations with co-researchers and participants, providing a space for reciprocal
conversations and learning. Dialogical conversations require the researcher to relinquish
control, realizingthat co-researchers and participants are the experts on the topic of discussion.

To doso, | actively listened to the voices of co-researchers and participants, recognizing that |
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held no prior knowledge of their stories and the meanings that would emerge from their
stories. It is through facilitating open and honest conversations that Manning (1997) suggests
co-researchers and participations have the space to create and discover new perspectives. This
was the case for Chelsea from the YCP who spoke often throughout the research process about
how her perspective of leisure had changed over time as a result of hearingabout youngcarers’
experiences of leisurein their lives:

Yeah, | think like even how like to look at like leisure as well. | think I’'ve always seen it as

something more like kind of scheduled or planned. And like, | think this really made me

aware of just how like, random it can be. And then like how important it is to also like,
emphasize the little, like five-minute breaks that happen during your day, that can just
be like looking at your phone, and that’s okay and that is leisure too.

Dialogical conversations were also present in our narrative research conversations.
Through ourteam’s decision to structure the research conversations as informal, free-flowing,
and reciprocal, | was ableto reduce uneven powerimbalances that often privilege researchers’
perspectives over co-researchers’ and participants’. Specifically, | worked hard to relinquish
control duringresearch conversations in hopes of encouraging participants to take
conversationsin the directions they wanted. At times, this required us to move away from the
guestions on our research conversation guide and towards conversationsthat participantsfelt
were important to engagein. In this way, participatingin the narrative research conversations
allowed young carer participantsto story their own experiences, transformingthem personally
and relationally as they reflected on their own lives and the lives of other young carers.

Specifically, during the research conversations, multiple youngcarers mentioned thinkingabout
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an experiencein their life differently. As previously mentioned, this may be because of the
informal and unstructured design of the narrative research conversations, as they encouraged
young carers to speak openly and safely about their experiences. For instance, when speaking
about helping peers who live with a disability, Alice, one of our young carer participants, said:
But when I, when | do have a chance, I try to just provide support to them. Because |
know, I didn’t really think about itin this way. But now that I’m talking about it, | know if
that was my brother, | would want someone to be there for him. So.
Through havingthe space to speak about how her care role influences other domains of her life
(e.g., peers at school), Alice reflected on how her actions are influenced by her care rolein a
way she had not thought of before.
Additionally, Evelyn, another one of our young carer participants, reflected ona timein
their life where they navigated their mental health. Specifically, Evelyn said:
Because sometimes | get to school, and then to be like, you know what, | don’t want to
be here. So, I’d go to the office and be like, my stomach hurts and then go home as soon
as | got off the bus. And like, in my mind, I’m like, no, I’'m just being lazy,
| don’t want to be here. But looking back at that, I’'m like, no, | really could not be there
that day.
In thisresearch conversation, Evelyn had the opportunity to reflect on an experiencein her life,
changingher perspective of that experience. Duringresearch conversations with all
participants, it was reallyimportant for me to create a space that encouraged young carers to
share their stories freely and openly. Manning (1997) discusses a caring and trustful

researcher/participantrelationship, which comes from sufficient effort to establish a trusting
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relationship with respondents. Through sharingmy own story with participants during research
conversations, participants and co-researchers felt comfortable enough to discovera new
perspective as they began to give their story a voice.
Educative Authenticity
Educative authenticity ponders if team members understandings of others’ experiences
have expanded. It addresses the question: “Did the experience of the research process broaden
the respondent’sunderstanding, not only of [themselves] (i.e., ontological authenticity), but of
the expressed constructionsof other participants?” (Manning, 1997, p. 108). Like ontological
authenticity, prioritising dialogical conversations and facilitating caringand trustful
relationships helped co-researchers expand understandings of themselves and deepen their
understanding of otheryoungcarers. In our celebration meeting, Bernadette shared how
participatingin thisresearch impacted her understanding of other young carers in a way that
encouraged her to take on more responsibilitiesin her care role:
Doing this research helped me to see like all the other young carers and their different
experiences. And I’m not my brother’s primary caregiver, as I’'ve said, and my mom is the
one who takes care of him the most. So, it made me feel like | want to get more involved
in caring for my brother in like the usual everyday things. And | know that | obviously
have a lot more to do with my brother’s condition than like, my friends who have like
‘regular’ siblings. But it makes me feel like, it kind of gives me more of a sense of
responsibility, because it’s really easy, when you don’t know what everyone else is going

through to kind of feel like, ‘Oh, why is it me?’ You know like ‘why is my situation like
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this.” But seeing how other people also have similar experiences makes me feel like, kind
of like I’'m now more mature in that kind of sense.
Through beingdirectlyinvolved in research conversationsand in our data analysis process, co-
researchers were able to hear and share stories with other youngcarers. As a result, co-
researchers, especially young carer co-researchers, were able to expand understandings of
themselves and youngcarer participants simultaneously. Emaan reflected on developinga new
understandingof other youngcarers and, through that process of understanding, learning more
about herself:
| feel like the experience really helped me understand other people’s situations and kind
of compare them to my own. And | really, like gained a new understanding of like, like
how other people have their own struggles and how | have my own. And it was just
really interesting to, you know, see how many people have similar and different
experiences. And yeah, it’s like made me more empathetic, and more understanding,
and grateful. And also, like, | don’t know what the opposite of grateful is, | don’t know,
it’s just really been eye opening, | guess.
Youngcarers rarely have opportunities to share stories with each other. Although the
YCA and YCP facilitate activities where young carers can interact with each other, there are not
many chances where youngcarers can establish the type of relationships necessary to feel
comfortable sharing personal stories. Since our team had multiple team meetings, we had a
unique opportunity to get to know each other quite well and learn about each other’s care
roles. When reflectingon what she learned duringthe research process, Saige mentioned

learning more about who young carers may supportin their lives:
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Um, I know | learned, because | guess | tend to do this, like when it’s my situation, |
really think that’s the only way it can be. So, for young carers, | only thought like about
caring for a parent. Then | learned it can be like, literally anything and not just like
someone with an illness, just a whole different variety of things. So, I’ve learned that.
Manning (1997) mentions caringand trustful relationshipsin the authenticity criteria

many times. Specifically, Manning suggests that establishing caringand trustful relationships
requires a sufficient investment of effort and time. | tried to facilitate caring and trustful
relationships throughout the research process through askingyoung carers about themselves at
the beginning of every meeting. For instance, | would ask co-researchers: How are you today?
How hasyour week been? Do you have any special plans for the weekend? Are you looking
forward to winter/summer break? What are your plans for your break? | would also share new
and fun facts about myself such as stories about movies or TV shows | had recently watched to
help spark conversations where co-researchers could get to know each other more informally.
During a team discussion about understandingthe diverse experiences of young carers, Emaan
reflected on understandingthe collective experience of beinga youngcarer:
I also just wanted to add that | think I’'ve kind of understood that, even though we do
have different experiences, we all have these kind of collective emotions that not a lot of
others do. It’s like things that | guess, not only but mostly young caregivers experience,
like guilt and anxieties that others wouldn’t understand. But even though young carers
have different experiences, we all kind of have those like same understandings of those

certain emotions.
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Through providing a space for mutual trust and understanding over a long period of time, this
research provided youngcarer co-researchers with the opportunityto learn and relate to each
otherin a more intimate way, which helped expand their understandings of the young care
experience beyond their own individual experiences.
Catalytic Authenticity

Catalyticauthenticity asks if the insights and interpretations of data facilitate and
stimulate action. Working with my partners, we planto develop an engaging and accessible way
to shareour findings, so they inspire changesin others. Specifically, we intend to create a
resource from our collaborative creative expression and the key themes within it. We hope that
this resource will challenge dominant discourses of young carers and young people, bringing
awareness to youngcarers unique experiences and the different ways to better support them
in their care roles, includingin their leisure. Within our team, we have had various
conversations aboutwho we wanted to share our resource with. During one of these
discussions, Saige suggested: “/ think any audience because the more the better” which aligned
well with Manning’s (1997) recommendation for the research findings and product to be widely
accessible. To add to Saige’s suggestion, Bernadette spoke about who she felt the resource
would applyto:

Yeah, | feel the same way. | also think it should, | think, just with exposure, | guess, like

more people should know. | think it should be- my first thought was like, it should be like

general public, like we need more people to know about this, but also people who it

would apply to, like young carers or like a relative of young carers so that we can get

young carers who might not know we exist, to kind of feel the same sort of calmness and
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community that we feel knowing there are young carers, so | think, both like people who

aren’t young carers and who are young carers.

Although our plans for our collaborative resource are still in the making, our team
decided that one of our main priorities with our resource is to spread awareness about young
carers to young carers. We have established that becoming part of a community of young
carers is very powerful. Youngcarer co-researchers were especiallyadamant that our resource
show youngcarers that they are not alone in their care roles. As Saige mentioned to me in our
celebration meeting: “Because look what happened once you figured out that you were a
young carer. Look where we got to.”

Tactical Authenticity

Tactical authenticity asks whether the team members were empowered to act on
findings. | attended to this criterion through careful negotiation of the research data and
outcomes, and upholding confidentiality. Specifically, Manning (1997) states that | must be fully
aware that co-researchers’ and participants’ meanings are not mine for the taking. Not onlydo |
need to be aware that co-researchers and participants have complete ownership over their
data and the meanings they attribute to them, but co-researchers and participants also need to
be aware of this. Taking guidance from Manning (1997), | ensured that co-researchers and
participants were made aware of our negotiations regarding data use, interpretations,
confidentiality, and cooperation through providing them with formal consent forms and
continuously obtaining their informal consent throughout the research process. To guarantee

that| was clear with co-researchers about confidentiality and the use of their data and
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meanings, | asked co-researchers: “Have discussions throughout the research explained that
the data about you ultimately and always belongs to you?” Emaan responded by saying:

| feel like yeah, because a lot of the times we were really like um reminded that you only

have to say what you want to say and it’s all up to you about how much you want to

share and how much you don’t want to share. And | think we’ve been reminded a lot
that we do have a substantial role in the project, | guess. And that yeah, that the things
that we say are not like, | guess traced back to us, kind of. Yeah, | feel like we definitely
have been taught that what we say is like, | guess | don’t really know the word but our
words, | guess.

Manning(1997) mentions that the research process meets the standards of tactical
authenticity when co-researchers understand themselves as knowing subjects with the power
to transform their world. When speaking with our team about transforming how organizations
work with young carers, Chelsea from the YCP said:

I guess | can share specifically that | already told, like in a meeting, everybody about the

creative pieces [laughs]. Yeah, I've definitely felt like a co-researcher and like echoing

what we said before- | really want to share everything we learned and share specifically,

I think about the- this process specifically, as well as the results like how well this can

work, and what happens and what you can create when you include, like the voices of

young carers as well and have like a full team like this.
Cayleigh from the YCA added to Chelsea’s comment by sharing that she taught her colleagues

about this research at a board meeting:
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I agree too. |, even in the beginning, | think it was maybe like, four- three or four months

ago, | was to go to a board meeting and talk about research and | think | had like 15

minutes, and | probably talked about this one for like, eight [laughs]. | was like, this one

was just a really cool opportunity and like it gives, like our young caregivers, like a

chance to grow and learn and like it’s just like a really unique way to kind of do things.

And it was- my purpose was to show like the different types of research that we were

doing. But | found that this one was the one that | was most passionate about and being

like, “we’re like fully integrated into the team and like, our kids get to be a part of it and
it's not just like kind of static, it’s like ongoing and a creative process, which is very
different and unique.” So, I feel like yeah, like our board of directors are well aware of
our research [laughs].

In addition to changinghow organizationsview and do research with young carers, co-
researchers talked about wantingto continue conversations about this research with others.
While talkingabout how she wanted to act on thisresearch, Bernadette talked about tailoring
her post-secondary courses to topics related to our research:

I really like this project. And I’m going to university next year, and | was kind of like,

looking over the different programs and like the hundreds of different programs and like

classes they offer is so overwhelming. And | was like looking at the minors and stuff. And

I was like considering taking up like, | forget what it’s called, but it was a disability

course. And | was thinking of taking some classes on like, disability, or at least

psychology classes because of this like, project was so interesting to me.
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In our celebration meeting, co-researchers expressed that they were all very passionate
about this research. Since our research centered around topics that were very intimately
meaningful to all of us, the process was very special. As our celebration meetingcame toa
close, youngcarer co-researchers expressed how grateful they were to be partnersin this
research and made it clear that we would all make an effort to stay in touch beyond the
completion of our resource and use our findings to make changes for the better for young

carers.
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Chapter Five: A Starting Point for Expanding Supports and Understandings of Young Carers

In this chapter| provide a discussion on implications of doing CPAR as it relates to
theory, methodology, and practice.

Theoretical and Conceptual Implications of our UYCL Project

In chapter two of this thesis, | explored representations of young carers and theirleisure
in the existingyoung caring literature. In doingso, | found that diverse understandings of young
carers and their leisure are generally lackingin the young caring literature. Very few studies
emphasize the voices and perspectives of young carers and | could find only two studies that
explore leisurein the lives of young carers. It is here that | discuss how our CPAR process and
collaborative findings contribute alternative conceptualizations of young carers and their
leisure to the young caring literature.

Looking back on the young caring literature, it was evident to me that young caring is
predominately represented using a deficit-based approach. Specifically, literature primarily
emphasizes the challenges and consequences of caring at a young age, compared to the
rewards or complexities of the role. Through over-representing challenges and consequences,
the youngcaring literature depicts youngcaring as unnaturaland outside the range of
experiences acceptablein childhood (Wihstutz, 2017). For instance, Aldridge and Becker (1993)
depict young carers’ care roles as disruptingthe ’normal’ process of transitioninginto
adulthood. This view has spawned a rationale for terms like ‘parentification’ (Borchet et al.,
2021; Boumans & Dorant, 2018; Charles et al., 2009; Chojnacka & Iwanski, 2021; Frederick et
al., 2020; Hendricks et al., 2021), which perpetuate the perspective that caringin childhood is

abnormal and dangerous (Chojnacka & lwanski, 2021; Earley & Cushway, 2002; Frederick et al.,
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2020; Hendricks et al., 2021; Kavanaugh & Stamatopoulos, 2021; Parys et al., 2014). Through
promotingthe adoption of a risk-oriented approach to understanding youngcaring, most of the
existingyoungcaring literature underestimates young peoples’ abilities and simplifies the
young caring experience (Heyman & Heyman, 2013). Findings from our project normalise young
caring as instinctive and represent caring as natural —part of beinghuman —in thelives of
young carers. Our collaborative expression piece intentionally represents caringas a natural
phenomenon, challenging discourses that young people should not care for others. While
depicting youngcaring as natural and instinctual, our research suggests that young caringis
widespread, often influencing young carers’ broader social circles and the ways they care for
othersin their lives. Specifically, young carers mentioned that their care roles helped them
recognize and understandthat young people have diverse experiences. In doingso, young
carers felt prepared and encouraged to support peoplein their unique situations. In this way,
our research provides an alternative conceptualization of young caring as a natural process
both within and beyond care roles. Through taking guidance from young carers’ own voices and
perspectives, our project critiques dominant narrativesthat misunderstand, downplay, and
reject the normalisation of care in the lives of youngcarers. Our findings do not intend to
disregard the challenges that young carers experience in their care roles but rather, shed light
on the complexitiesinvolved in youngcaringto break down restrictive frameworks that dictate
what experiences are appropriate, or not, during childhood.

In addition to normalizing caringin the lives of young carers, our findings emphasize the
tensions that youngcarers navigatein their care roles. Particularly, through prioritizingyoung

carer’s own voices and perspectives, our research challenges dominant representations of
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young people as ‘dependent’ and withoutagency or insight (Wyn, 2015). Stemming from the
perception that there are preferred ways of experiencingchildhood, the youngcaring literature
describes young carers as being ‘in need of protection’ (Ibrahim et al., 2014) and ‘children-first’
(O’ Dell et al., 2010; Rose & Cohen, 2010; Smith, 2015; Smyth et al., 2011; Wyn, 2015). As a
result, young carers are often described in comparison to their non-caring counterparts. Words
such as resilience, maturity, and adversity are frequently used in the young caring literature to
represent the benefits of caring at a young age (Banks et al., 2002; Fives et al., 2013; Matzka &
Nagl-Cupal, 2020; McDougall et al., 2018; Rose & Cohen, 2010). | would like to note that many
young carers do experience responsibilitiesin their roles that facilitate resilience, maturity, and
adversity; however, when these concepts are consistently used to describe young carers, they
reproduce singular understandings of young people and young carers. Specifically, in the young
caring literature, youngcarers are often described as being more mature because of their care
roles (Banks et al., 2002; Fives et al., 2013; Nagl-Cupal et al., 2014; McDonald et al., 2009). This
phraseis so common when describingyoungcarers that| have caught myself usingitto
describe my own care experiences multiple times. Our findings suggest that consistently
describingyoungcarers as ‘more mature’ positionsthemin opposition to taken-for-granted
assumptionsabout the competence of young people. Although youngcarers take up significant
responsibilities in their care roles thatresultin a variety of valuable skills, our research
represents the concept of maturity as problematic, since it draws on assumptions that young
people are generally not mature (O’ Dell et al., 2010). Our project and findings challenge these

assumptionsthrough recognizingand appreciating that young people, including young carers
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are experts on theirown lives and possess the power and agency to make decisions about their
lives.

Literature on leisurein the lives of young carers is severely lacking. With only two
studies that explore experiences of leisure and play among young carers (Jonzon & Goodwin,
2012; Matzka and Nagl-Cupal, 2020), our research provides necessary insight into the ways
leisureis understood and taken up in young carers’ lives. In the context of leisurein the lives of
young carers and young people, literature draws on developmental models of growth,
representing leisure as a non-obligatory activity, free time, or state of mind (Russel, 2013). Our
findings suggest that these representations may not accommodate all young carers’
experiences and meanings of leisure.

Our project and findings represent leisure as relational moments of rejuvenation in
everyday life. In doing so, we describe leisure in the lives of young carers as messy, relational,
and influenced by the context in which they experienceit. Youngcarers in our research
ascribed words such as fun and refresh to their meanings of leisure; however, youngcarers
mentioned that what they liked to do for fun or refresh depended on how they felt in that
moment and given their time constraints, was very valuable to them. Additionally, our findings
suggest that when traditional leisure-type activities are chosen for young carers instead of by
them, those experiences are described as being harmful. Specifically, young carers described
the same activity as beingfun and refreshing when they chose how to engage in it, but also as
stressful in situations when the activity was forced on them. Most of the youngcaring literature
draws on developmental approaches to understanding young people and leisure (Caldwell &

Witt, 2011; Fredriksson et al., 2018; O’Dell et al., 2010), which over-simplifies young carers’
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leisure experiences. Through bringing attentionto leisure as defined by the situational context
in which it is experienced rather than the activity itself, our findings contribute to the lack of
young caring literature that explores leisure as messy and contextual.

In her study with adult carers, Dupuis (2000) suggests that “the qualitiesand
characteristics of a specific context as a whole influence individuals’ perceptions of that context
as leisure” (p. 260). Our findings suggest that young carers experience leisure in activities
beyond traditional leisure-type activities, such as cleaningand within caringitself. Specifically,
within the two studies that focus on leisure and play in the lives of young carers, neither
explore the entanglement of leisure and care. Our findings suggest that young carers’ care roles
are often entangled with their leisure experiences. Particularly, youngcarers in our research
described leisure as time with their care partners. In situations where young carers had to
participatein traditional leisure-type activities without care partners, they experienced feelings
such as anxiety and guilt. As a result, our findings bring attention to representations of leisure
and care as synonymous. Although there are no studies in the young caring literature that
exploretherelationship between leisure and care, Weinblatt and Navon (1995) found that
some adult carers perceived leisure as threateningto their health and well-being. Our findings
suggest that young carers experience similar feelings of anxiety and guilt compared to adult
carers when they are only supported in experiencing leisure separate from their care partner(s).
As a result, our research calls for more scholarsin the young caring literature to explore diverse
understandings of leisure in the lives of young carers and subsequently, how to better support

experiences where leisure and care are entangled. This may require thinkingabout how to
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support family leisure experiences thatinclude the youngcarer and the family member they
support.

The youngcaring literature has begun to move away from prioritizingsupports aimed at
interveningor preventingyoung carers from takingon care roles; however, much of the
literature that discusses supporting youngcarers does not include the voices and perspectives
of young carers. In response to this, Joseph at al. (2019) critiques the young caring literature for
making claims about young carers’ perceived needsinstead of directly involvingthemiin
exploringhowthey can be better supportedin their care roles. As a result of growingresearch
that recommends assistance and mitigation-based supports for young carers, organizations
such as the YCA and YCP have made significant strides in developing programs “aimed at
assistingyouth in their care roles (via counselling, information on other services or self-help
techniques and access to peer support groups) and/or mitigating some of the negative
consequences experienced (via respite-based services, educational assistance and trainingand
employment assistance)” (Stamatopoulos, 2016, p. 190). Although many young carers suggest
that they receive significant support fromthese programs, | believeit is problematicthat young
carers’ voices are predominantly missing from conversations and decisionsabout theirown
lives. In this way, our research upholds youngcarers’ own perspectives about the supports that
they feel would assist themin their care roles. Through doingresearch in partnership with
young carers and recognizingthe valuableinsights they have into their own lived experiences,
our team suggests actively involving youngcarers in future research that explores how to better

supportthemin their care roles.
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Methodological Implications and Considerations

Reflections on an Authentic Partnership Approach

In all the young caring literature, our research is the first to draw on an authentic
partnership approach when doing research in partnership with youngcarers. Through making
decisions with young carers and not for them (Dupuis et al., 2012b), our research brings
attention to the value of young carers’ own knowledge and life experiences. The authentic
partnership approach provided ourteam with a moral compass which we used to establish
deep connections with each otherthroughoutthe CPAR process. To establish and maintain
meaningful relationships, we positioned a ‘genuine regard for self and others’ (Dupuis et al.,
2012b, p. 436) at the center of our process. This meant takingtime throughout our process to
tell stories that were not always related to research-level decisions. As a new CPAR researcher, |
was challenged in being open to the ambiguity and ‘messiness’ of participatory processes. To
‘focus onthe process’ and uphold a ‘genuine regard for self and others’ (Dupuis et al., 2012b, p.
436), it was important that co-researchers and | trust the process and where it would naturally
take us. Oftentimes it was very challenging for me to shed concerns about meeting specific
outcomes in our research; however, it was only through prioritizingtime to valueand learn
from co-researchers that | was able to navigate my own agendasin a way that maintainedan
environment of trust and respect. Much of our challenge as a team was navigating deeply
rooted assumptions aboutthe lives of young people and the ways leisure should be
experienced in childhood. In this way, an authentic partnership approach ultimately provided

us with the foundationto creativelyinterpret youngcarers’ meanings and experiences, which
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we were able toreflect in our collaborative expression piece and hope to reflect in our future
resource.
Challenges In and Implications of Doing CPAR with Young Carers

After beingintroduced to participatory research, | quickly started to outlinethe
intentions| had for our PAR project. | planned to follow the seven features of PAR that |
previously outlined by Kemmis and McTaggart (2005) and looked forward to collaborating with
staff from youngcarer organizations and youngcarers themselves as partnersin the research
process. As a young carer myself, | was very excited to share stories with otheryoungcarers as |
had never had the opportunityto do so. Although | passionately prepared for this research, the
explorative journey was not without its challenges and considerations. Especially through doing
CPAR entirely virtually, our process required careful navigation of barriers, and my own
personal and professional reflections. Although this thesis may present itselfas a clean, stage-
like process, it almost always unfolded in a messy and complex way. Therefore, to bring
attention to the complexities involvedin our CPAR process, | reflect on challengesrelated to the
overall process, in facilitationand in navigating disengagement, ending on considerations for

future research with youngcarers.

Participatory Process Challenges.

Doing participatoryresearch for the first time in a Master’s program was not easy. | was
fortunate enoughtolearn aboutthe challenges of PAR during coursework and from my
supervisorand colleagues who are well experienced in doing PAR. Although | felt prepared to
jump into participatory research, | quickly learned that every detail of CPAR cannot and should

not be planned out. It was important for me to come to team meetings prepared with our
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meeting outlines of course, but | never would have been able to anticipate exactly how our
process would play out.

The phrase, ‘trustin the process’ led me to engage in deep reflection often. As it turned
out, | found it quite difficult to embrace the ambiguity of our CPAR process when | had specific
deadlines to make as a Master’s student. Specifically, throughout our entire CPAR process, | had
to work hard to navigate partnershipsin a way that accounted for the tenets of CPAR and my
own timelines. Oftentimes, navigating partnershipsin a way that prioritized both myselfand
others, required trustingthat our process and our team would get our CPAR project where it
needed to go. For instance, there were multiple times when one team meeting would not
accommodate all the changingschedules of co-researchers. Given my experience as a young
carer, | could recognize that time is very valuablein the lives of youngcarers. In this way, it was
essential that | let go of the idea that we had to meet as a full team in every meeting. If | had
proceeded with our original meetingtimes instead of beingflexible, | would have restricted
opportunitiesforall co-researchers to share their voices and perspectives, which is one of the
important features of PAR.

Navigating partnershipsalso required that | support youngcarers in being as involved in
our CPAR process as they wanted to be. In this way, different co-researchers were more
involved at different times throughout the process. To ensure participation could existon a
continuum, it was important for me to regularly check in with co-researchers to determine if
they were comfortable with their rolein the process at that moment, and support changes

where necessary. For instance, one of our youngcarer co-researchers decided to take a lesser
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role duringdata collection and analysisto prioritize herselfand her care role. Conversations

about participation were ongoing and constantly negotiated within our team.

Facilitation Challenges.

Facilitatinga CPAR process is challenging, but doingit online comes with even more
barriersand challenges. There is a certain feelingof community when people come togetherin
person to sharein a collective experience. Although | have never met any of our co-researchers
in person, | felt an enormous sense of community through meeting with the same people for
over a year. Navigating CPAR in an online environment proves that not only CPAR with young
carers is possible, but CPAR online with young carers is also possible.

Throughout our CPAR process, | had to learn how to facilitate an online environment
where young people felt welcomed and safe. Although youngpeople can contribute to research
in the same meaningful way as adults, they are often left out of decision making, especiallyina
research context (Joseph et al., 2019). Therefore, it was my responsibility to ensure that there
was a balance of voices throughout our CPAR process. This meant that Cayleigh, Chelsea, and |
needed to be mindful that we did take away or impede on young carer co-researchers’
opportunitiesto share their voices and perspectives with us. Within our process, it was
important that we establish an understanding of young carers’ experiences through gettingto
know them better. Youngcarer co-researchers specifically wanted time builtinto our process to
talkabout theirlives in ways that were not always connected to research topics. This
encouraged all co-researchers to be open to learningand sharing which in turn, led us to better

understand and support each other as partnersin the process.
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Challenges in Disengagement.

As our CPAR process started to end, | realized that | had not really considered what
would happen when our UYCL project was over. | had been so involved in moving through the
process and in supporting co-researchers, that | hadn’t truly considered how relationships
within our team would continue (or not). Although our time together is not yet over, our
celebration meeting held bitter-sweet moments that jolted meinto consideringwhat would
happen to our UYCL team as we came to the end of my thesis. Since most co-researchers on
our team are young carers, including myself, our research created a rare space where we could
come together to share stories about a collective experience. For me, this project was a
personal exploration of my own experiences as a young carer, which led me to reflect onand
challenge assumptionsabout mylife and the lives of otheryoung carers. In our celebration
meeting, youngcarer co-researchers talked about how special our project was as it provided an
opportunity forthemto realize the similarities and differences between themselves and other
young carers. Since very few people are aware of young carers’ experiences, there are not a lot
of opportunities or spaces to establish relationships with young carers. This made our research
special since it provided us with an opportunity and space to create important friendships with
each other. Youngcarer co-researchers expressed that they wanted to stayin touch with our
team beyond the completion of my thesis and our collaborative resource. Knowingthat co-
researchers want to continue the relationships our team worked hard to build and maintain

makes disengagement much easier for me.
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Considerations for Future PAR Research with Young Carers
CPAR with youngcarers is extremely rewarding. Each member of ourteam adds unique
and valuableinsight to understandingthe lived experiences of youngcarers. As a researcher
who was drawn to CPAR, | had never really considered how critical participatory action research
might look to researchers who drew on more traditional methodologies and ways of exploring
phenomena. In this way, | realized that it was difficult for me to see both the strengthsand
challenges of participatory research from co-researchers’ perspectives earlyin the process. |
predominantly viewed CPAR for its strengths and in retrospect, communicating with co-
researchers more about what challenges might arise in participatory research would have been
very useful for a new CPAR researcher such as myself. Cayleigh, one of our co-researchers with
the YCA, shared her newfound perspective on doing participatory research with youngcarers:
I would say it’s helped me grow to see kind of the potential of what a team like this can
look like. And also, like how to be more creative with research and not so kind of
traditional, and kind of seeing the value in having multiple voices. And that it’s not like
too many cooks in the kitchen and actually really adds a lot of value through unique
perspectives, but still creates that kind of common ground that we all can kind of
connect in, in a very unique way.
Hearing Cayleigh reflect on the value of doing CPAR was powerful. As | previously mentioned,
there is no young caring literature that draws on participatory approaches to understanding
young carers, despite a call for it (Joseph et al., 2019). Our research suggests that working with
young carers instead of for themyieldsimportantinsightinto the experiences of young carers.

Since our project upholdsthat youngcarers are experts on their own lives and should be
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involved in the decisions thatinfluence them, | believe thatit is crucial for more research to be
conducted in partnership with youngcarers.

To support future research thatintends to partner with youngcarers, | provide the

following additional recommendations:

1. Be prepared.Provide clear (but flexible) agendas to all partners with enough time to
review those resources before meetings.

2. Make sure to clarify with partners often about the level of participation they would
like to commit to at various timesin the process. Not every partner will be ableto
commit to the same level of participation.

3. Beflexibleinterms of how meetings are structured. Sometimes not all team
members may be able to attend the same meeting. Therefore, having multiple
options for meetingtimes will support co-researchersin havingthe opportunity to
contribute. Askand explore with team members what will supportthem in actively
contributingthroughoutthe process.

4. Don’t be afraid to engage co-researchers in the facilitation of research
conversations. Not only does this often help establish an informal environment
where participants are more comfortable speaking openly but engagingco-
researchersin research conversations also helps them to be more engaged with
participants’ meanings and experiences.

5. Although many PAR projectsinvolve partnersin decision-making, there are few that
actively engage participants in the analysis process. CCHA provided a creative

collaborative process that supported co-researchersin contributing to the analysis
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process. The use of the creative expressions was particularly powerful in openingup
dialogue around the stories shared by participants.

6. Intentionally plantime forreflection into the process, creatinga safe space for
partnersto honestlyand openlytalk about their experiences and provide

suggestions for changes to the process.

Practical Policy and Practice Implications of our UYCL Project

In the youngcaring literature, young carers and their leisure are represented in ways
that do not take into consideration their real lived experiences and contexts. Through
partnering with youngcarers in thisresearch, we determined that problematicassumptions
aboutyoungpeople and leisure inform most of the young caring literature. Since these
assumptionsare embedded so deeplyin society’s understanding of young people, our team
was not surprised to see negative constructions of youngcarers as different, problematic
(Aldridge and Becker, 1993), and in need of protection (Ibrahim et al., 2014; Quijada Cerecer et
al., 2013). Youngcarers in our research challenge this dominant understanding of young caring
as producinga loss of opportunity to be a ‘normal’ child (O’ Dell et al., 2010; Rose & Cohen,
2010; Smith, 2015; Smyth et al., 2011; Wyn, 2015) when they represent youngcaring as natural,
instinctive, and animportant part of their daily interactions within their broader social circles.

O’ Dell et al. (2010) demonstrated that when policies and practices draw on normative
understandings of youngcarers, they promote theidea that thelife of a ‘normal’ youngperson
is free from disability and any form of difficulty. This representation of youngpeople simply
does not reflect the lived experiences of young carers and reproduces dominant discourses that

compare young people with different experiences, “holding up one version against which all
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whom are different fail” (O’ Dell, 2010, p. 653). Our research brings attentionto the messiness
and complexitiesin youngcarers lives, challenging dominantdiscourses that simplify all young
peoples’ lives and experiences. Ratherthan compare young carers to idealized norms, | suggest
that policymakers and practitioners acknowledge the diversity and complexities that exist
within young peoples’ lives and support them for the differences that they so readily want to
embrace.

Our research brings attention to the supports that youngcarers’ feel would help them
better navigate their care roles. Both young carer co-researchers and young carer participants
in this project brought attention to the importance of relationshipsin their lives. Opportunities
and spaces for young carers to learn and share stories are widely unavailable and inaccessible.
Our research is unique, as it provided young carers with a space to come together and critically
examine their situations to change them for the better. As our UYCL project and findings
suggest, young carers are experts on theirown lives and have importantinsights to share.
Therefore, we urge policymakers and practitioners to involve youngcarers in the decisions that
influence their lives. Besides the YCA, who has implemented a youth advisory council toinclude
the voices and perspectives of young carers in decision making, few organizations that provide
supports and services to youngcarers have addressed this call. In part, thisis due to a lack of
fundingand resources available to organizations, which aid them in creating opportunities for
young carers to be activelyinvolved in decision-making. Currently, the YCAis the onlyyoung
carer organization in Canadawith the fundingand resources to develop initiativesthat actively

include youngcarers in decisions about their lives and experiences.
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Beyond includingthe voices and perspectives of youngcarers, our research suggests
thatrelational practices are central to understandingthe complexities involvedin the young
caring experience. As mentioned in our discussion, Fewster (2004) suggests that professionals
quickly distance themselves, become ‘objective’ and look for the external ‘fix’, when young
people expose the challenges and complexitiesin their lives. In this way, our research suggests
thatrelationships be atthe heart of youngcarer supports and services, as they provideyoung
carers with acceptance, understanding, and a space to embrace their differences.

In research conversations and conversationswithin our process, youngcarers brought
attention to a specific type of relationship that was missing from the services available to them:
mentorship relationships. In additionto wanting a safe and trustworthy space to share their
stories meaningfully with others, young carers talked about the benefits of havingsomeone
guide them through all the complexities of the young caring experience. When discussing youth
mentorships, Lester et al. (2018) states that “the presence of an older mentor who has ‘been
there’ and can both emphasize and normalize [youths’] experiences is vital” (p. 158). Like an
authenticpartnership approach which provided our research with a foundationforthe
establishment of meaningful relationships (Dupuis et al., 2012a), mentorship relationships
foster empathy and authenticity through drawing on relational processes that build closeness
among young people (Lester et al., 2018). Given that our research represents young caring as
relational and extending beyond young carers’ immediate social circles, our research suggests
that mentorship relationships should also transcend the young person-mentordyad to include
multiple relations between young person, mentor, parent/guardian, and the wider context of

the community or program (Smith et al., 2016). Despite connections to youngcarer
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organizations, our findings suggest that many young carers feel uncomfortable sharing stories
about their care experiences with others and reaching out for help when they most need it. It is
here that ourresearch recognizes the important role that mentorship relationships may have in
the lives of young carers through establishing opportunities for youngcarers to connect with
each otherauthenticallyand meaningfully.

In our research, young carers called for more recognition and awareness of the
complexitiesinvolved in their care roles, includingin their leisure. Specifically, young carers
mentioned schools as a primary location where they wanted better recognition of their care
roles. CYS scholars mention that schools often take up assumptionsthat markthe “child as
beingseparate from the adult world (society), who in early childhood does not have the
cognitive capacity or lived experiences to make rational and reasonable decisionsabout what is
or could happen to them” (Wyn, 2015, p. 22; see also: Ibrahim et al., 2014; Quijada Cerecer et
al., 2013). Since young carers transcend taken-for-granted assumptionsabout young people (O’
Dell et al., 2010), schools have the potential to become oppressive spaces that silence young
carers’ voices and perspectives. In this way, our research suggests that schools develop
awareness campaigns that bringattention to the lives of young carers. In keeping with our
perspective that young people are experts on their own lives, our team recommends that
schools activelyinvolve young carers in these awareness campaigns, to ensure that young
carers’ lived experiences are represented in complex and diverse ways. In our analysis
conversations, co-researchers suggested that schools integrate awareness campaignsinto their

curriculumthat normalise caring at a youngage. Perhapsthen, through normalisingyoung
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caring, young carers may feel more comfortable sharingtheir stories with others and
advocatingon behalf of themselves about the ways to better supportthem in their care roles.

In addition to awareness campaigns, our research brings attention to the need for
leisure programmingthat supports different meanings and experiences of leisure. In our
project, we found that leisurein the lives of young carers is often messy and complex. For
instance, young carers described leisure as beingdependent on the context in which they
experienced itrather than the activity itself. Oftentimes, young carers prioritized the ‘who’ of
leisure, rather than the ‘what.” In this way, young carers discussed meanings of leisure that
were entangled with experiences of care; young carers suggested that they experienced leisure
by simplyjust beingin the presence of their care partner(s). Therefore, our research
recommends that leisure programmingat schools support young people, includingyoung
carers, in leisure experiences that speak to their own meanings and experiences of leisure. To
do so, it is imperative that adult staffin schools (teachers, counselors, principals, etc.) actively
involve youngcarers in influencing decisions abouttheir own leisure experiences. Further, our
findings call for young carer organizationsto represent leisure in the lives of young carers as
contextual and complex. Through drawing on young carers own voices and knowledge about
their meanings and experiences of leisure, our team suggests that young carer organizations
supportyoungcarers in experiencingleisure as it is entangled with care.
Limitations of our CPAR Project

In this section, | bringattention to a variety of limitations that our project was not able
to address. After discussing each point, | summarize with a recommendation for future research

to attend to.
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Most co-researchers on our CPAR team were Caucasian; however, we have one co-
researcher who identifies as Pakistani and another who identifies as Pilipino. Our project did
not focus on reaching out to young carers from diverse racialized identities and thus, our
findings may not reflect the experiences and meanings of youngcarers from diverse
backgrounds. It is quite likely that young carers who are most marginalised due to time
pressures, financial, and other circumstances may have faced additional challenges to
participatingin our research. This may explain the lack of diversityin youngcarers’ who
expressed an interest in participatingin our research. Given that the young caring literature has
only begun to explore the cultural differences in understandings and conceptualizations of
young caring and young carers, more research is needed that focuses on understandingthe
experiences of young carers from diverse racialized identities.

Our research specifically excluded young people under the age of 12. Co-researchers
who work with the YCA and YCP suggested that youngpeople over the age of 12 may be ableto
navigate the online structure of our project and speak more comfortably in informal
environments, such as our narrative research conversations. Therefore, future research that
explores the experiences of young carers under the age of 12 is needed.

In our project, we engaged in an arts-based method of analysis online. As a result, | took
allteam members’ creative expression pieces and blended them all together. If we had been
ableto meet up in person, we may have had the opportunity to create the collaborative
expression simultaneously in a way that allowed all team membersto blend theirideas

together. In this way, | recommend that research explore the different ways arts-based
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methods can be used to support collaborative analysis with youngpeople, both onlineand in
person.

Most of our young carer co-researchers and participantssupported a sibling or parent
with similar diagnoses. Forinstance, all young carers who did not support a parent, supporteda
siblingliving with autism. In this way, our project was limited in exploring the experience of
young caring for a diverse range of relationships (e.g., sibling, parent, grandparent, relative,
etc.). Therefore, in future research | suggest broadening our understanding of the different
types of caring relationshipsthrough exploringyoungcaringin different contexts (e.g., sibling,
parent, grandparent, relative, friend, etc.).

All our young carer participants and co-researchers were recruited through youngcarer
organizations, suggestingthat all youngcarers in thisresearch identified as youngcarers and
had access to the supportsthatthe YCAand YCP already provide. In future research, | suggest
exploringarange of ways to reach out to young carers who are not already connected with the
YCA and/or YCP.

Given my own experience supportinga parent living with schizoaffective conditionand
recovering from substance misuse, | hoped to reach out to participants who were caringina
similar situation. In our project we were not able to do so and therefore, | hope to focus my
future research on connecting with young carers who support a family member living with a

mental health concern and/or substance misuse.

Project Conclusions and Moving Forward
The purpose of our CPAR study was to partner with young carers to expand our

understandings of young carers’ experiences of care and how those care experiences shape
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leisure. To get there, we aimed to provide a platform to privilege the voices of young carers;
challenge dominant perspectives of young carers through bringing awareness to their unique
experiences; and ensure young carers are better supported in theirroles by identifying specific
ways to supportyoungcarers, includingin their leisure. | believe that through collaboration and
commitment, ourteam achieved each of our objectives. Through involving youngcarers in all
stages of our CPAR process, our research prioritized a space for youngcarers’ voices and stories
to be effectively heard. We challenged dominantdiscourses by representing young people as
experts on their own lives with the capacity to engage in active decision-making with others;
young carers as dynamicbeings with lived experiences that produce unique skills; and young
caring as natural, intrinsic, and widespread. Young carers identified that relationships were the
key to helpingthem feel better supported in their care roles. They called for a deeper
awareness and recognition of their lived experiences in all its complexity and brought attention
to the benefits of relational opportunities and spaces. Our findings contributed an alternative
conceptualizationand meaning of leisure as messy, complex, and contextual in the lives of
young carers. Particularly, we determined that leisure and care are often synonymousin the
lives of youngcarers, and thatin certain situations, separatingthe two may result in harmful
leisure experiences.

Through meaningful and authenticrelationships, ourteam represented youngcarers
experiences of care and leisurein a creative, unigue way. Our collaborative expression piece
and future resource will help provide the young caring literature with an alternative
conceptualization of young carers and their lived experiences. Drawing on CYS and an authentic

partnership approach facilitated opportunitiesfor us to challenge dominant discourses of
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young caring and leisure while bringing attention to the power of workingin collaboration with
young people. We learned that our CPAR process required elements of creativity, flexibility, and
relationality to ensure that all co-researchers voices were heard and incorporated into the
process effectively. Additionally, our project and findings emphasize the potential of CPAR with
young carers, to better understand and support them in the complex ways they experience care
and leisure. It is my hope that researchers, policymakers, and professionals recognize the value
in different lived experiences and embrace young peoples’ capacity to meaningfully contribute

to theirlives and the lives of others.
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Appendix A: Young Carer Co-Researcher Informal Research Summary Sheet
Followingis the research summary sheet that was provided to each youngcarer co-
researcher priortothem joiningthe PAR team. The study title in this form hassince been
changed by our team to ‘Understanding Young Carers and their Leisure (UYCL): A Critical
Participatory Action Research (CPAR) Initiative.’

Research Summary Sheet
Study Title: Exploring the Leisure Experiences of Young Carers
Co- researchers:
Rebekah Norman, Master of Arts (MA), University of Waterloo
Email:
Cayleigh Sexton, Director of Programs and Services, The Young Caregivers Association
Email:
Chelsea-Anne Alex, Young Carers Program Coordinator, Young Carers Program
Email:

Informed Consent:

You are being asked to participatein aresearch study as a co-researcher. This form explains the
purpose of this research study and provides details about what your role would be duringthis
decision-making phase if you choose to participate. This consentis requested by The Young
Caregivers Association and The Young Carers Program who will be recruitingyoung carers to be
co-researchers in this project. The University of Waterloo does not require consent from co-
researchers duringthis decision-making phase of the research process. Please read this form
carefullyand ask any of the listed co-researchers to clarify anythingyou do not understandor
would like to know more about.

Introduction:

Thisresearch is beingcompleted as part of my (Rebekah) MA Thesis under the supervision of
Dr. Sherry Dupuis at the University of Waterloo. Throughout my (Rebekah) experiences as a
young carer supportingaloved one, not only did | feel unheard due to the lack of awareness of
my situationand resources available to me, but | also was never provided with the opportunity
to share my storyto create change. Often in adult-centered institutions such as schools, it is
adults who share young peoples’ stories and make decisions that effect the lives of young
people. When young carers are not provided with the space to share theirstories and inform
decisions, they continue to remain unheard and unsupported. Not only does this situation exist
in schools, butin leisure settings as well. Since many studies have found how important leisure
is for young people, itis especially concerningthat leisure settings are not accessible to young
carers and that their voices do notinform these leisure settings.

This research aims to explore how youngcarers thinkabout and experience leisureto bring
awareness to their uniquesituationsand to further understand the role that leisure playsin
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their lives. We recognize that young carers hold deep knowledge about their livesand
experiences and because of this, should help shape the decisions that influence them. In this
research, we take guidance from participatory action research (PAR) which is a process that
involves researchers and participants working together to examine a problematicsituationor
action to change it for the better. As part of the PAR team, you will be considered a co-
researcher who will have an active role in sharing your voice and influencing decisions about
each stage of the research process. Through taking guidance from PAR, we respect each
member of the PAR team as authors and experts of their own lives and recognize that each co-
researcher brings unique knowledge and strengths that are vital to this research.

Who is eligible?

To be involved you should identify as a young carer between the ages of 12 to 24. The Young
Caregivers Association defines youngcarer as a child, youth, or youngadult who provides care
for a family member due to a chronicillness, disability (physical orintellectual), mental health
concern, substance misuse, or socioeconomicfactor (language barrier, etc.).

What will happen during this research?

Participation in thisresearchis voluntary and you may discontinue your position as co-
researcher atany time. As a member of the PAR team, you are being asked to engage in
ongoing collaboration, participation, and decision-making with the PAR team until May 2022.
This will involve monthly or bi-monthly meetings, depending on the availability of the team
members. We recognize that you are committingto a long process, and we greatly appreciate
your willingness to be a co-researcher. We acknowledge that you may be very busy at certain
times throughoutthe research and are more than willingto accommodate your schedule.

This research involves meeting with the PAR team to make decisions about the research
process. This may include developing research questions, exploring how information might be
collected from other young carers, working with me (Rebekah) to collect information from
otheryoung carers, analysingall the information provided, and decidinghow to share that
information with others. You will have the opportunity to indicate what aspects of the project
you feel more comfortable participatingin. We will be working hard to make sure that you feel
supported and confidentwhen making decisions throughout this research and it is not expected
that you have any research experience when you join this team.

What are the risk or harms of participating as a co-researcher?

There are no anticipated risks in participatingin this research as a co-researcher duringthe
decision-making phase, but you may experience some short-term emotions due to topics
related to your experiences as a youngcarer in PAR team meetings. If you experience any
feelings of discomfort, please contact Rebekah Norman, Cayleigh Sexton, and/or Chelsea-Anne
Alex for support.

As all co-researchers have the option to share their stories and experiences, we require that
information shared within the PAR team remain confidential. Although you will be provided
with the option for your identity to be kept confidential outside the PAR team, members of the
PAR team will know youridentity. If you would like to contact a fellow young carer co-
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researcher on the team, please contact Cayliegh Sexton or Chelsea-Anne Alex. At all times, you
can share as much or as littleinformation as you feel comfortable. Again, the focus of ourteam
meetings will be on making decisions about the research project.

For participatingin meetings using an onlinevideo call, it is important for you to understand

that when informationis transmitted over the internet confidentiality cannot be guaranteed.
Thisresearch will use a zoom platform for PAR team meetings. Participatingin the online call
can be done with or without video, depending on what you are comfortable with.

What are the benefits of participating as a co-researcher?

You will be considered a co-researcher throughout this research. You will be provided with the
option to identify yourselfas a co-researcher or to not be identified. If choosingto be identified
as a co-researcher on this PAR team, you will be given credit as a co-researcher on all research-
related documentation. By participatingin this project, you will have the opportunity to havea
voice in decisions made about research on young carers, somethingthat has rarely happenedin
the past. Your participation in this research may help spread awareness about youngcarers and
inform future research, programming, and policy related to young carers.

| haveread the information presentedin the Research Summary Sheet about a project being
conducted by Rebekah Norman through the University of Waterloo. lunderstand that this
Research Summary Sheet provides informationabout my role as a co-researcher duringthe
decision-making phase of the research process. | am aware that| am beingasked to becomea
co-researcher for thisresearch and to commit to participation untilMay 2022. | am aware that,
if | chose, | will be identified as a co-researcher on all research-related documentation.lam also
aware that other members of the PAR team will know my identity. lunderstand thatif | have
any questions or need additional supportthroughout this research, | can contact Rebekah
Norman, Cayleigh Sexton, and/or Chelsea-Anne Alex. | have been told that | can share as much
or as littleinformation as | feel comfortable. | was informed that | may withdraw my consent at
any time without penalty by advising Rebekah Norman.

With full knowledge of all information provided to me in the Research Summary Sheet, | agree
to participate as a co-researcher on the PAR team.

[ Jyes [ INO

| agree to be identified as a co-researcher in this study on presentations, reports and
publicationsrelated to the project.

[Ives [INO [ JwWould Like to Decide Later
| would like Rebekah Norman to communicate with me through (please write contact details):

[ JEMAIL: [ ]TEXT: [ ]BOTH
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Co-Researcher Name and Signature: Date:
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Appendix B: Team Guidelines

TEAM Guidelines

# Be honest with team members

# Embrace vulnerability and trust the team

# Show team members the respect you would like to
receive

# Listen to team members and lend a hand when you
can

* Be a friend

# Show empathy to all team members

# Use all our power to understand each other and
demonstrate solidarity

# Maintain confidentiality within the team

# Providing team members with the space to share
their voices, opinions, perspectives

# Show kindness and patience

# Be open to different opinions and perspectives
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Appendix C: Team Meeting Outlines
Outlined below are eight PAR team meeting outlines. Withineach outlineis the topic,

activity, agenda, and questions.
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TEAM MEETING PLAN - July 19* 1 hour

AGENDA

e Introduce ourselves.

TOPIC: Introduction and Purpose of Research « Learn about participatory

action research (PAR) and

critical youth theory

o (CYT).

ACtIVIty° o Talk about the strengths
of all co-researchers.

e Explore and share leisure

e Strengths you bring to the team (See List) experiences.

e Open discussions « Talk about research
purpose.

YOUR NOTES TODAY’S QUESTIONS:

¢ What strengths do you

° bring to this research?

« What decisions do you
make about the type of
leisure you are involved
in? If you do not choose
your leisure, who does?

« How do you feel about
the purpose of this
research?

e What questions do you
have?

¢ When are you available
for meetings?

e Two truths and one untruth

NEXT STEPS

NEXT MEETING IS: AT
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TEAM MEETING PLAN -

AGENDA
e Checkin: How are you
TOPIC: Purpose, Leisure, Research Questions, today?
o . ¢ Talk about confidentiality
Participatory Action Research (PAR) and meeting guidelines.

e Talk about and break down
the research purpose.

ACtIVIty o Explore definition of leisure
and leisure experiences.
e Roll the dice & answer the question (Each * Develop research
: AT 5 : questions.
number on the dice will either be a question « Learn more about the
about yourself or your opinions about the methodology: PAR
research
) TODAY’S QUESTIONS:
YOUR NOTES e How are you? Do you have

any questions or thoughts
about last meeting?

e How do you feel about the
purpose of this research?

e Do you participate in leisure?
What do you do? Is it easy to
participate in?

e What are important
questions to ask young carer
participants about their
leisure that will help us learn
more about their
experience?

e Do you have any questions
about PAR?

NEXT STEPS

. NEXT MEETING IS:
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TEAM MEETING PLAN -
AGENDA

e Checkin: How are you

TOPIC: Purpose, Research Objectives, Research today?
. . e Talk about the research
Questions, Methods of Data Collection purpose and the research
objectives

e Begin to develop research
questions based on each
objective

e Learn about and choose
methods of data collection

Purpose: To partner with young carers to expand our understanding of

young carers' experiences of care and the influence of those TODAY’S QUESTIONS:
experiences on leisure.
xp. I . a e How are you? Do you have
Objectives: i
. . ) any questions or thoughts
e To explore how young carers think about and experience their care .
roles about last meeting?

e How do you feel about the
research purpose and
objectives?

e To bring awareness to the unique experiences of young carers

e To understand the meaning and experiences of leisure in the lives of
young carers

e To identify specific ways to better support young carers * What questions do we need

*What questions do we need to ask young carers to answer these to ask to answer each of the
objectives? research objectives?

e What else might we need to

ask young carers?

YOUR NOTES e What are the pros and cons

of each data collection

° method?

e What type of data collection
method do you prefer? Why?

e Do you have any additional
questions or thoughts?

NEXT STEPS
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TEAM MEETING PLAN —
AGENDA

e Checkin: How are you

TOPIC: Recap + Reflect on team meetings, Plan today?
. . e Reflect on team meetings
next meeting time e Plan next meeting
time/date

Activity: TODAY’S QUESTIONS:

e How are you? Do you have
any questions or thoughts

e Guess the birthday!

e Brainstorm + Discussion about last meeting?
e What do you want this
research to do?

Purpose: To partner with young carers to expand our understanding of e What resources if any would
young carers' experiences of care and the influence of those you want this research to
experiences on leisure. contribute to/develop?
Objectives: e What (if anything) would you
e To explore how young carers think about and experience their care like to talk about more?
roles e Do you feel
e To bring awareness to the unique experiences of young carers supported/heard/valued in
e To understand the meaning and experiences of leisure in the lives of these meetings?
young carers e How can we make these
e To identify specific ways to better support young carers meetings better?

e What time/date is best for
YOUR NOTES you to meet in the future?

e Do you have any additional
° questions or thoughts?
*How we want to represent our
data will change as we begin to
analyse what the young carers
say in their interviews.

NEXT STEPS

e NEXT MEETING: We will discuss Data Analysis and Representation

* NEXT MEETING IS:
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TEAM MEETING PLAN —

AGENDA
e Checkin: How are you
TOPIC: simplify research objectives + next today?
. . o Simplify research
steps/updates + reflection on our own experiences objectives

e Plan next meeting
time/date + discuss next
steps

e Reflect on care
experiences

TODAY’S QUESTIONS:

Purpose: To partner with young carers to expand our understanding of

. . ?
young carers' experiences of care and the influence of those  How are you? Do you

experiences on leisure. have any questions or
Objectives: thoughts about last
e Provide a platform to privilege the voices of young carers meeting?

e Challenge the dominant perspectives of young carers - COMBINE
e Bring awareness to the unique experiences of, and discrimination
faced by, young carers -COMBINE

e What are the key
objectives we want to

e Challenge the dominant perspectives of young carers through achieve through this
bringing awareness to their unique experiences research?

e Ensure young carers are better supported in their roles by « How do you feel about
identifying specific ways to support young carers, including in their

the update on data
analysis (mentioned in this

leisure

meeting)?

e How do you feel about
the plans for data
collection (mentioned in
this meeting)?

e Do you have any
additional questions or
thoughts?

NEXT STEPS

e NEXT MEETING:

NEXT MEETING IS:
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TEAM MEETING PLAN —
AGENDA

e Checkin: How are you

TOPIC: Research Conversations + Research today?

e Reflect on care
experiences

e Talk about research
conversations
(interviews) and analysis

e Go over research
conversation guide

e Plan next meeting

Conversation Guide, Data Analysis, Next Steps

time/date + discuss next

Purpose: To partner with young carers to expand our understanding of steps
young carers' experiences of care and the influence of those
experiences on leisure. TO DAY'S QU ESTIONS:
How are you? Do you have
YOUR NOTES ) y Y

any questions or thoughts

about last meeting?

e What can we do to better
support you?

¢ What role would you like
to have in research
conversations and
analysis?

¢ How do you feel about the
research conversation
guide and structure?

¢ How do you feel about our
data analysis plan moving
forward?

e Do you have any additional

questions or thoughts?

NEXT STEPS
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TEAM MEETING PLAN —

AGENDA
e Checkin: How are you
TOPIC: Check In, Reflection, Next Steps today? How was your
holiday?
¢ Where we are now in this
process!

e Reflect on care
experiences.
e Talk about next steps.

TODAY’S QUESTIONS:

) ) ¢ How are you? Do you have
Purpose: To partner with young carers to expand our understanding of

young carers' experiences of care and the influence of those
experiences on leisure. about last meeting?

any questions or thoughts

e What supports or

YOUR NOTES resources do we need to

participate in the capacity
we want?

e How are the opinions and
perspectives of all partners
shared?

e | have learned thus far
that....

e How have our
understandings of others
changed over time?

e What actions are needed
to move forward?

e Do you have any additional

questions or thoughts?

NEXT STEPS
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TEAM MEETING PLAN —
AGENDA

e Checkin: How are you

TOPIC: Check in, Timelines, Research today? What are your
plans for march break?

e Discuss timelines for this
project

e Reflect on care
experiences.

o Talk about research
conversations, go over
conversation guide

Conversations, Analysis, Scheduling

o Talk about next steps for

Purpose: To partner with young carers to expand understandings of scheduling
young carers' experiences of care and how those care experiences
shape leisure. TODAY’S QUESTIONS:
Do you have any questions
YOUR NOTES * Ry va

or thoughts?

e What supports or
resources do we need to
participate in the capacity
you want? What role
would you like to have
moving forward?

¢ How do you feel about
research
conversations/participating
in them?

e What questions do you
have about analysis?

e Do you have any additional

guestions or thoughts?

NEXT STEPS
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Appendix D: Co-Researcher Formal Consent Form

Co-Researcher Informed Consent to Participate in a Research Study
Study Title: Understanding Young Carers and their Leisure (UYCL): A Participatory Action
Research (PAR) Initiative
Lead Student Researcher:

Rebekah Norman, Master of Arts (MA), Recreation and Leisure Studies, University of Waterloo
Email:

Faculty Supervisor:
Dr. Sherry Dupuis, PhD, Recreation and Leisure Studies, University of Waterloo
Email:

Co-Researchers:

Cayleigh Sexton, Director of Programs and Services, The Young Caregivers Association
Email:

Chelsea-Anne Alex, Young Carers Program Coordinator, Young Carers Program
Email:

Emaan Fatima, Young Carer

Chloe Chomos, Young Carer

Saige Johnston, Young Carer

Bernadette Sarmiento, Young Carer

Informed Consent:

You are being asked to participatein aresearch study as a co-researcher. This form explains the
purpose of this research study and provides details about what your role would be during this
process if you choose to participate. Please read this form carefully and ask Rebekah Norman to
clarify anythingyou do not understand or would like to know more about. Youngcarers can
also reach out to Cayleigh Sexton and/or Chelsea-Anne Alex if they have questions.

The study you are about to read about has received ethics clearance from a University of
Waterloo Research Ethics Board (ORE #44039).

Introduction:

My nameis Rebekah Norman and | am completingthis research as part of my MA Thesis under
the supervision of Dr. Sherry Dupuis at the University of Waterloo. | am also a young carer and
throughout my experiences as a youngcarer supportingaloved one, not onlydid | feel unheard
dueto the lack of awareness of my situationand resources available to me, but | also was never
provided with the opportunity to share my story so | could inform needed changes. When
young carers are not provided with the space to share their stories and inform decisions, they
continue to remain unheard and unsupported. Thisresearch aims to partner with young carers
to expand our understanding of young carers’ experiences of care and how those care
experiences shape their leisure and recreation.

In thisresearch, | am usinga participatory approach called participatory action research (PAR).
What this means isthat| am partnering with staff from youngcarer organisations and young
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carers themselvesin determininghow best to approach thisresearch. You are being invited to
participate asa member of the PAR team. In this role, you will be considered a co-researcher
who will have an active role in making decisions with other team members about the research,
including, data collection, data analysis, and data representation phases of the research.

Who is eligible?

To be involved as a co-researcher you should identify as a staff person working with young
carers or a young carer between the ages of 12 to 25. The Young Caregivers Association defines
young carer as children, youth, and youngadults under the age of 25 who have extra
responsibilities and offer support to a family member due to a chronicillness, disability
(physical or intellectual), mental health concern, substance misuse, parental absence, or other
social or cultural factors (e.g., language barrier, etc.).

What will happen during this research?

As a member of the PAR team, you are being asked to engage in ongoingcollaboration,
participation, and decision-making with the PAR team until the completion of the analysis for
the project, likely June 2022. This will involve continued monthly or bi-monthly meetings,
dependingon the availability of the team members. These meetings are not recorded;
however, | will be manually documenting discussions, decisions made, ideas shared, reflections
on the process, and select quotes made duringthe meetings. No names will be identified in the
documented notes. | recognize that you are committingto a long process, and we greatly
appreciate your willingness to be a co-researcher. | acknowledge that you may be very busy at
certain times throughout the research and are more than willingto accommodate your
schedule.

This research involves meeting with the PAR team to make decisions about the research
process. This will also include working with me when available to collectinformation from other
young carers in research conversations (interviews), analysingthe information collected, and
decidinghow to share thatinformation with others. In research meetings, we will also regularly
participatein conversations about your experience as a co-researcher that will be used to
enhance the research process for everyoneinvolved and may be used to inform future
participatory processes with young people. You will have the opportunitytoindicate what
aspects of the project you feel more comfortable participatingin. We will be working hard to
make sure that you feel supported and confident if you choose to be involved in research
conversations (interviews) with me and young carer participants and in data analysis. Itis not
expected that you have any research experience to participate as a co-researcher.

What are the risk or harms of participating as a co-researcher?

This project is meant to provide young carers with an opportunity to share their experiences
and playa role in determiningwhatis needed to better support youngcarers in their care roles.
We do not anticipate major risks associated with participating asa co-researcherin this
research. However, you may experience some short-term emotions when speaking about topics
related to your experiences as a youngcarer or hearingabout the experiences of other young
carers. Should this happen, you can discontinue your involvement in the project. If you are a
young carer and feel you need support, you are encouraged to contact Rebekah Norman,
Cayleigh Sexton, and/or Chelsea-Anne Alex.
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What are the benefits of participating as a co-researcher?

Very little research on youngcarers includes the voices and perspectives of youngcarers
themselves. Your participation in this research will assist us in making sure the research is
relevant and accessible to youngcarers and capturestheir voices. It will also ensure that our
understanding of youngcarers is based on their perspectives and may help spread awareness
aboutyoungcarers and inform future research, programming, and policy related to young
carers.

You will be considered a co-researcher throughout this research. You will be provided with the
option to identify yourselfasa co-researcher or to not be identified. If choosingto be identified
as a co-researcher on this PAR team, you will be given credit as a co-researcher on all research-
related documents, publications, and presentations based on the research and gain knowledge
and experience as a participatory researcher. By participatingin this project, you will have the
opportunity to have a voice in decisions made about research on young carers, somethingthat
hasrarely happenedinthe past.

Finally, you also have access to volunteer hours for all time spent as a co-researcher in this
study. Please connect with Rebekah Norman, Cayleigh Sexton, and/or Chelsea-Anne Alex for
more information about this benefit.

How do | maintain confidentiality and keep participants’ information secure?

You will have the opportunity toindicate if you wish to be identified as a co-researcher outside
of this project. You should be aware that other members of the research team will know your
identity and should you participate in co-facilitating research conversations with young carer
participants, those individuals will also know youridentity. Thus, it will be impossible to
completely protect your identity in these situations.

As a co-researcher, you will be asked to sign an agreementindicating that you will not share
participantand co-researcheridentities and anyinformation shared in research team meetings
and in research conversations outside this research project. All identitiesand information are to
remain confidential. Participantsin research conversationswill also be asked to keep in
confidence information thatidentifiesor could potentially identify any researchersand/or their
comments. If you are a young carer, we will work in partnership with Cayleigh Sexton and
Chelsea-Anne Alex to ensure that you do not know the youngcarer participants when you are
co-facilitatingresearch conversations, if this is something you agree to do. Participants and co-
researchers will also be told that they should not make any recordings or take photos of
research conversations and research meetings. Despite this request, we cannot guarantee that
all participants or other co-researchers will respect this request. Thus, in research meetings and
research conversations, we ask co-researchers to only share comments that they would be
comfortable makingin a publicsettingand to hold back making comments that they would not
say publicly.

Once theresearch conversations are completed, a text version of the conversation will be
created from the video or audio recordings. Duringthis process, all names and identifying
information will be removed. Once allidentifyinginformation has been removed, some
guotations fromthe research conversations may be shared with the research team via Sendit, a
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protected platform at the University of Waterloo, for analysis purposes. Even though the risk of
identifyingyou from the study datais very small, it can never be completely eliminated.

Quotations from research conversations or captured during research meetings may be used
when consentis provided to do so, but pseudonyms will be used in place of real names. Only |
will have access to study forms/files that identify co-researchers and participants (i.e.,
participant consent forms, video and audio recorded Zoom conversations) and these will be
stored separately from the research transcripts.

The written electronicinformation that is collected for the study, including consent forms and
transcripts of the video/audio-recordings, will be kept on a personal, password protected
computer for a minimum of 1 year, after which time they will be destroyed as required by, and
in a way thatis consistent with, University of Waterloo policy. Allaudio and video recordings
will be permanently deleted as soon as they are transcribed and transcripts have been checked
with the audio/videofiles, likely within three months of the research conversation. No data
collected duringthis research project will be saved to a cloud platform.

When participatingin a research conversation or research meeting usingan online video call, it
isimportant foryou to understand that when informationis transmitted over the internet
confidentiality cannot be guaranteed. This study will use the Zoom videoconferencing platform
for all team meetings and to collect data, which is an externally hosted cloud-based service. A
link to their privacy policy is available here (https://zoom.us/privacy). Please note that there is a
small risk with any platform such as this of data thatis collected on external servers falling
outside the control of the research team. If you are concerned about this, we would be happy
to make alternative arrangementsfor you to participate in another way, perhaps via telephone.
Please talkto me if you have any concerns.

What are the rights of participants in a research study?

You have the right to have this form and all information about this study explained to you.
Participatingin this studyis your choice (voluntary). You have the right to choose not to
participate, or to stop participatingin this study at any time without havingto provide a reason.
Even if your parent/guardian consents on your behalf, we will seek your (youngcarer) consent
priorto participation. Your decisionto participate (or not) or to discontinue your participation
will have no affect on yourinvolvement with and the support you receive from the young carer
organisations partnering with me on this project. The data we collect from a participant or co-
researcher who chooses to withdraw will be removed from our research unless the participant
or co-researcher gives us permission to use what they have already contributed. Once we have
submitted the research for publicationit will not be possible to remove data. Should you
choose to withdraw from the study you are encouraged to contact me.

During research meetings and research conversations you co-facilitate, you have theright to
participate and share only what you feel comfortable sharing. You can share as much or aslittle
as you feel comfortable.

You have the right to receive all theinformation you need to help you make an informed
decision about participatingin this study. You also have theright to ask questions about this
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study and your rights as a co-researcher, and to have them answered, before you make any
further decision. If you have any questions aboutthis study, please contact me.

You have the right to be informed of the results of this study once the entire studyis complete.
If you would like to be informed of the results of this study, please provide your name, address
and telephone numberto me, Rebekah Norman at

Who do | go to if | have questions or concerns?

Any questions with regard to this research should be directed to Rebekah Norman at

If you are a youngcarer, Cayleigh Sexton
( ) and Chelsea-Anne Alex (R - -

also available to answer any of your questions.

| want to remind you that this study has received ethics clearance through a University of
Waterloo Research Ethics Board (ORE #44039). Should you have any comments or concerns
resulting from yourinvolvement in this study, please contact the Office of Research Ethics at
the University of Waterloo at 519-888-4567, ext. 36005 or reb@uwaterloo.ca.

If you are willingto participatein this research, please complete the appropriate consent form
attached. If you are under the age of 17, you will also need your parent/guardian to sign their
consent form as well. Signed consent forms should be sent to me, Rebekah Norman at
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Consent of Co-Researchers

By signing this consent form, you are not waiving your legal rights or releasing the researcher(s)
or involved institution(s) from their legal and professional responsibilities.

| haveread theinformation presentedin the Co-Researcher Informed Consent Form about a
project being conducted by Rebekah Norman through the University of Waterloo. lunderstand
that this Co-Researcher Informed Consent form provides informationabout myroleas a co-
researcher duringthe research process. | am aware that| am beingasked to become a co-
researcher for thisresearch and to commit to participation until June 2022. | am aware that, if |
choose, | will be identified as a co-researcher on all research-related documentation.lam also
aware that other members of the PAR team and some participantsinvolvedin research
conversations | co-facilitate will know my identity. lunderstand that if | have any questions or
need additional support throughout this research, | can contact Rebekah Norman at

.Youngcarers can also reach out to Cayleigh Sexton and/or Chelsea-
Anne Alex should they have questions or concerns, or if they need support. | have been told
that| can share as much or as littleinformation as | feel comfortable. | was informed that | may
withdraw my consent at any time without penalty by advising Rebekah Norman. A photo of this
completed consent form is acceptable. Please send the photo of the completed form to
Rebekah Norman, email:

Permissions:

With full knowledge of all information provided to me in the Co-Researcher Informed Consent
Form, | consent to participatingas a co-researcher on the UYCL PAR team.

[ Jves [ INO

| consent to the audio/video recording of the research conversations for this study.

[ Jyes [ INO

| have been made aware that| am required to keep identities of other co-researchers and
participantsand all information shared throughout the project completely confidentialand
agree to do this.

[ Jyes [ INO

| agree to be identified as a co-researcher in this study on presentations, reports and
publicationsrelated to the project.

|:|YES |:|NO |:|Would Like to Decide Later
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| consenttothe use of anonymous quotationsin any presentations, reports and publications
related to the project.

[ Jves [ INO

Co-Researcher Name

Co-Researcher Signature: Date:
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Consent of Parent/Guardian (If required)

By signing this consent form, you are not waiving your legal rights or releasing the researcher(s)
or involved institution(s) from their legal and professional responsibilities.

| haveread theinformation presentedin the Co-Researcher Informed Consent Form abouta
project being conducted by Rebekah Norman through the University of Waterloo. lunderstand
that this Co-Researcher Informed Consent form provides informationabout my child’sroleas a
co-researcher duringthe research process. | am aware that they are being asked to become a
co-researcher for this research and to commit to participation untilJune 2022. | am aware that,
if my child wishes and consentis provided, they will be identified as a co-researcher on all
research-related publications, documentsand presentations resulting from the research. | am
also aware that other members of the PAR team and some research participants will know my
child’sidentity. | understandthatifl or my child have any questions or need additional support
throughout this research, we can contact Rebekah Norman, Cayleigh Sexton, and/or Chelsea-
Anne Alex. My child has been told that they can share as much or as littleinformation as they
feel comfortable. We have also been informed that |/we can withdraw consent at any time
without penalty by advising Rebekah Norman. A photo of this completed consent formis
acceptable. Please send the photo of the completed form to Rebekah Norman, email:

Permissions:

With full knowledge of all information provided to me in the Co-Researcher Informed Consent
Form, | consent to my child participatingas a co-researcher on the UYCL team.

[ Jves [ INO

| consent to the audio/video recording of the research conversations for this study.

[ Jyes [ INO

| have been made aware that my child is required to keep identities of other co-researchers and
participantsand all information shared through the project completely confidentialand agree
to support my child in complying with this responsibility.

[ Jyes [ INO

| agree for my child to beidentified as a co-researcher in this study on presentations, reports
and publications related to the project.

|:|YES |:|NO |:|Would Like to Decide Later
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| consentto the use of anonymous quotations made by my child in any presentations, reports
and publications related to the project.

[ Jves [ INO

Co-Researcher Name Parent/Guardian Name

Parent/Guardian Signature: Date:
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Appendix E: Recruitment Details Form

Recruitment Details
Criteria:
e Fourtosix youngcarers (ex. 2-3 from each: YCA and YCP)
e Youngcarers between the ages of 12-25, identify as a youngcarer
o Preferably lookfor diversity in gender, race, ethnicity if possible
Instructions for Participant Ethics Documents:
e Please see email template for initial recruitment of young carers
e After you have determined youngcarers who are interested in participating: | will send
you the Information Letter and Consent Form to be signed (by themselves and guardian
if necessary) (or other options can be arranged, ex. email reply) and returned to you
(virtually-a photois also acceptable).
e | willthen ask thatyou send the Information Letters/Consent Forms to me, where | will
keep them secure.
Instructions for Co-researcher Ethics Documents:
e | will send out the Information Letter and Consent Form with our next meeting
invitation
e At ourmeeting, | will set aside time for co-researchers to ask any questions about the
Information Letter and Consent Form
e | willthenask co-researchers (and guardians if necessary) to sign said forms as soon as
possible and email directly to me, and ask that you check in with co-researchers to make
sure they are comfortable and able to sign the form
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Appendix F: Invitation Email Template for Participant Recruitment

Dear <<NAME>>,

The Young Carers Association and the Young Carers Program have partnered with Rebekah
Norman, an MA student at the University of Waterloo and a young carer, on a participatory
research project. The purpose of the research is to partner with young carers to expand our
understanding of young carers’ experiences of care and how those care experiences shape
their leisure. Information generated from this research will help spread awareness about
young carers and inform future research, programming, and policy related to young carers.
You are receiving this message of invitation to participatein this study because either
Cayleigh Sexton or Chelsea-Anne Alex has identified you as a youngcarer or parent/guardian
of a young carer. Participation in this study will include one research conversation
(interview) with a youngcarer that will take approximately one hour or less. The research
conversation will be held using Zoom videoconferencing (requires a computer with an
internet connection and microphone). Conversations will audio and/or video recorded to
allowthe research team to engage in analysis. You can find more details about the studyin
the attached consent form.

Your233helsea233n to participate or not participate in this study will not affect your ability
to participatein future research projects, your relationshipswith the researchers and co-
researchers, or your ability to access resources from the Young Carers Association, the
Young Carers Program, or that may come from this study.

If you have further questions before you make a decision about your participationin the
study, please contact Cayleigh Sexton (Co-researcher, email:
Chelsea-Anne Alex (Co-researcher, email:
Rebekah Norman (Lead Student Researcher, email:
If you are willingto participate, please complete the attached consent form and forward it to
Rebekah Norman. If you are underthe age of 17, you will also need your parent/guardianto
sign their consent form as well.

We would like to assure you that this study has been reviewed and received ethics clearance
through a University of Waterloo Research Ethics Board [ORE #44039].

Sincerely,
<<Name>>
<<Title>>
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Appendix G: Participant Consent and Confidentiality Form

Informed Consent to Participate in a Research Study
Study Title: Understanding Young Carers and their Leisure (UYCL): A Participatory Action
Research (PAR) Initiative
Lead Student Researcher:
Rebekah Norman, Master of Arts (MA), Recreation and Leisure Studies, University of Waterloo
Email:

Faculty Supervisor:
Dr. Sherry Dupuis, PhD, Recreation and Leisure Studies, University of Waterloo
Email:

Co-Researchers/Members of the PAR Team:

Cayleigh Sexton, Director of Programs and Services, The Young Caregivers Association
Email:

Chelsea-Anne Alex, Young Carers Program Coordinator, Young Carers Program
Email:

Emaan Fatima, Young Carer

Chloe Chomos, Young Carer

Saige Johnston, Young Carer

Bernadette Sarmiento, Young Carer

Informed Consent:

You are being asked to consider participatingin a research study. This form explains the
purpose of this research study and provides details about what you would be asked to do if you
choose to participate. Please read this form carefully and ask Rebekah Norman, Cayleigh
Sexton, and/or Chelsea-Anne Alex to clarify anythingyou do not understand or would like to
know more about.

The study you are about to read about has received ethics clearance from a University of
Waterloo Research Ethics Board (ORE #44039).

Introduction:

My nameis Rebekah Norman and | am completingthis research as part of my MA Thesis under
the supervision of Dr. Sherry Dupuis at the University of Waterloo. | am also a young carer and
throughout my experiences as a youngcarer supportingaloved one, not onlydid | feel unheard
dueto the lack of awareness of my situationand resources available to me, but | also was never
provided with the opportunity to share my story so | could inform needed changes. When
young carers are not provided with the space to share their stories and inform decisions, they
continue to remain unheard and unsupported. Thisresearch aims to partner with young carers
to expand our understanding of young carers’ experiences of care and how those care
experiences shape their leisure and recreation.

In thisresearch, | am usinga participatory approach called participatory action research (PAR).
What this means isthat| have partnered with staff from young carer organisationsand young
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carers themselvesin determininghow best to approach this research. You are beinginvited to
be a participantin this study and share your voice within research conversations (interviews). In
this PAR project, we respect each participant asauthors and experts of theirown lives and
recognize that each participantbrings unique knowledge that is vital to this research.

Who is eligible?

To be involved you should identify as a young carer between the ages of 12 and 25. The Young
Caregivers Association defines young carer as children, youth, and youngadults under the age
of 25 who have extra responsibilities and offer support to a family member due to a chronic
iliness, disability (physical orintellectual), mental health concern, substance misuse, parental
absence, or other social or cultural factors (e.g., language barrier, etc.).

What will happen during this research?

If you choose to participate, you will be invited to participate in one research conversation
facilitated by me, and when possible, one other co-researcheron the PAR team. The research
conversation will take approximately one hour orless.

Research conversations will be conducted usingthe on-line platform Zoom on a date and time
convenient for you. With your consent, and/or the consent of your parent or guardian, research
conversations will be audio and/or video taped using Zoom technology. Zoom technology
produces both a video and audio recording of the conversation. Participatingin the online
research conversation can be done with or without video, depending on what you are
comfortable with. If you would like to participatein the research conversation but would not
like yourimage to be captured, you are welcome to participate via audio only by either calling
in with your phone orturning off your video on the online call. If you consent only to the audio-
recording being used, the video recording will be deleted immediately followingthe
conversation and only the audio recording will be used to create a text version (transcript) of
the conversation. I will be the only one who will use the recordingto create the conversation
transcript.

There will be three guiding questions we will explore with you duringthe research
conversation. These questions address: who participants are as young carers and how they
experience their care roles; what they doin their leisure time, how they experience leisure, and
what leisure meansto them; and their perspectives of supports/services available to them as
young carers. | acknowledge that you may be very busy at certain times and am more than
willingto accommodate your schedule when planninga date/time for research conversations.

What are the risk or harms of participating?

This project is meant to provide young carers with an opportunity to share their experiences
and playa role in determiningwhatis needed to better support youngcarers in theirroles. We
do not anticipate major risks associated with participatingin this research. However, you may
experience some short-term emotions when speakingabout topics related to your experiences
as ayoung carer. Should this happen, you can discontinue your involvementin the project or
ask to continue the research conversation at another time. Should you feel you need support,
you are encouraged to contact Rebekah Norman, Cayleigh Sexton, and/or Chelsea-Anne Alex
for support.
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What are the benefits of participating?

Very little research on youngcarers includes the voices and perspectives of youngcarers
themselves. Your participation in this research will ensure that our understandings of young
carers is based on their perspectives and may help spread awareness about youngcarers and
inform future research, programming, and policy related to youngcarers. You also have access
to volunteer hours forall time spent as a participantin this study. Please connect with Rebekah
Norman, Cayleigh Sexton, and/or Chelsea-Anne Alex for more information about this benefit.

How will my information be kept confidential and secure?

Youridentity will be kept confidentialand will not be passed to a third party. Only Rebekah,
Cayleigh, Chelsea, and the members of the research team who co-facilitate your research
conversation will know that you have participated in this research. All members of the research
team havessigned an agreement indicatingthat they have agreed not to share participant
identities and information outside this research project. Although | trust the members of this
research team, you should know that | cannot completely guarantee that all members will
honortheiragreement not to share identities and information. So, we are asking you to make
only those comments that you would be comfortable makingin a publicsettingand to hold
back making comments that you would not say publicly.

Given that Rebekah Norman and another member of the research team will be presentin, and
may shareinformation during research conversations with you, all participants will also be
asked to keep in confidence information that identifies or could potentially identify any
researchers and/or their comments. Participants should not make any recordings or take
photos of research conversations.

Once theresearch conversations are completed, a text version of the conversation will be
created from the video or audio recordings. Duringthis process, all names and identifying
information will be removed. Once allidentifyinginformation has been removed, some
guotations fromthe research conversations may be shared with the research team via Sendit, a
protected platform at the University of Waterloo, for analysis purposes. Even though the risk of
identifyingyou from the study datais very small, it can never be completely eliminated.
Participant names will not appearin any paper, report, or presentation resulting from this
study. However, with participants’ permission, quotations may be used with a pseudonymin
place of participants’ real names. Only | will have access to study forms/files that identify
participants(i.e., participant consent forms, video and audio recorded Zoom conversations) and
these will be stored separately from the research conversation transcripts.

The written information that s collected for the study, including consent forms and transcripts
of the video/audio-recordings, will be kept on my personal encrypted and password protected
computer for a minimum of one year, after which time they will be destroyed as required by,
andin a way thatis consistent with, University of Waterloo policy. Allaudio and video
recordings will be permanently deleted as soon asthey are transcribed and transcripts have
been checked with the audio/videofiles, likely within three months of the research
conversation. No data collected during this research project will be saved to a cloud platform.
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When participatingin a research conversation usingan online video call, itis important foryou
to understandthat when informationis transmitted over the internet confidentiality cannot be
guaranteed. This study will use the Zoom videoconferencing platform to collect data, which is
an externally hosted cloud-based service. A link to their privacy policyis available here
(https://zoom.us/privacy). Please note that there is a small risk with any platform such as this
of data thatis collected on external servers fallingoutside the control of the research team. If
you are concerned about this, we would be happy to make alternative arrangements foryou to
participate in another way, perhaps via telephone. Please talk to me if you have any concerns.

What are the rights of participants in a research study?

You have the right to have thisform and all information about this study explained to you.
Participatingin this studyis your choice (voluntary). You have the right to choose not to
participate, orto stop participatingin this study at any time without havingto provide a reason.
Even if your parent/guardian consents on your behalf, we will seek your (youngcarer) consent
priorto participation. Your decisionto participate (or not) or to discontinue your participation
will have no affect on yourinvolvement with and the support you receive from the young carer
organisations partnering with me on this project. The data we collect from a participant who
chooses to withdraw will be removed from our research unless the participantgives us
permission to use what they have already contributed. Once we have submitted the research
for publicationit will not be possible to remove participantdata. Should you choose to
withdraw from the study you are encouraged to contact me, Rebekah Norman.

During your research conversation, you have the right to skip or not answer any questions you
prefer not to answer. You can share as much or as little as you feel comfortable.

You have the right to receive all the information you need to help you make an informed
decision about participating in this study. You also have the right to ask questions about this
study and your rights as a research participant, and to have them answered, before you make
any further decision. If you have any questions about this study, please contact me.

You have the right to be informed of the results of this study once the entire studyis complete.
If you would like to be informed of the results of this study, please provide your name, address
and telephone numberto me, Rebekah Norman at

Who do | go to if | have questions or concerns?

Any questions with regard to this research should be directed to Rebekah Norman at

. Cayleigh Sexton (_) and Chelsea-Anne
Alex ( )are also available to answer any of your questions.

| want to remind you that this study has received ethics clearance through a University of
Waterloo Research Ethics Board (ORE #44039). Should you have any comments or concerns
resulting from yourinvolvementin this study, please contact the Office of Research Ethics at
the University of Waterloo at 519-888-4567, ext. 36005 or reb@uwaterloo.ca.

If you are willing to participatein this research, please complete the appropriate consent form
attached. If you are underthe age of 17, you will also need your parent/guardian to sign their
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consent form as well. Signed consent forms should be sentto me, Rebeka Norman at
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Consent of Young Carer Participant

By signing this consent form, you are not waiving your legal rights or releasing the researcher(s)
or involved institution(s) from their legal and professional responsibilities.

| haveread theinformation presentedin the attached Informed Consent Form about a project
being conducted by Rebekah Norman through the University of Waterloo. | understand that
this Informed Consent Form provides information about myrole should | choose to participate
in this study. | have had the opportunity to askany questions related to this study, to receive
satisfactory answers to my questions, and any additional details | wanted. | understandthatifl
have any questions or need additional support, | can contact Rebekah Norman, Cayleigh Sexton,
and/or Chelsea-Anne Alex. | have been told that | can share as much or as littleinformationas |
feel comfortable. | was informed that | may withdraw my consent at any time without penalty
by advising Rebekah Norman. A photo of this completed consent form is acceptable. Please
send the photo of the completed form to Rebekah Norman, email:

For all other questions, contact Rebekah Norman, email: _

Permissions:

With full knowledge of all information provided to me in the Informed Consent Form, | consent
to participatingin a research conversation for this study.

[ Jves [ INO

| consenttothe video recording of the research conversation for this study.

[ Jves [ INO

| consenttothe audio recording of the research conversation for this study.

[ Jyes [ INO

| consenttothe use of anonymous quotationsin any presentations, reports and publications
related to the project.

[ Jves [ INO

Printed Name of Young Carer Participant

Signature of Young Carer Participant Date
Consent of Parent/Guardian
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By signing this consent form, you are not waiving your legal rights or releasing the researcher(s)
or involved institution(s) from their legal and professional responsibilities.

| haveread theinformation presentedin the Informed Consent Form about a project being
conducted by Rebekah Norman through the University of Waterloo. As the parent/guardian of
a young carer, | understand that this Informed Consent Form provides informationabout the
young carers’ role should we consent to their participation in this study. We (me and/or the
young carer) have had the opportunity to ask any questions related to this study, to receive
satisfactory answers to our questions, and any additional details we wanted. | understand that
if we have any questions or need additional support, | can contact Rebekah Norman, Cayleigh
Sexton, and/or Chelsea-Anne Alex. | have been told that the young carer can share as much or
as littleinformation as they feel comfortable. | was informed that | may withdraw this consent
at any time without penalty by advising Rebekah Norman. A photo of this completed consent
form is acceptable. Please send the photo of the completed form to Rebekah Norman, email:

For all other questions, contact Rebekah Norman, email: _

Permissions:

With full knowledge of all information provided to me in the Informed Consent Form, | consent
to my child participatingin a research conversation for this study.

[ Ives [Ino

| consenttothe audio recording of the research conversation for this study.
[ Ives [Ino

| consentto the video recording of the research conversation for this study.
[ Ives [Ino

| consentto the use of anonymous quotationsin any presentations, reports and publications
related to the project.

[ Jyes [ INO

Printed Name of Young Carer Printed Name of Parent/Guardian

Signature of Parent/Guardian Date
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Appendix H: Narrative Research Conversation Guide and Script

Script:

Rebekah: Hi, my name is Rebekah Norman. | am currently pursuing my master’s degree in

Recreation and Leisure Studies at the University of Waterloo. | am the lead student researcher

for this study, and | am also a young carer to my parent who experiences a mental health

concern and is recovering from substance misuse. | am partnering with staff at the Young

Caregivers Association and the Young Carers Program and four young carers who are all

members with me of the participatory action research team.

Co-researcher: Co-researcher(s) introduce themselves.

Rebekah:How are you? Is this still a good time to talk with you?

Participant:

If no:
Is there a better time to speak with you? Thankyou, goodbye.

If yes:
Great. Before we begin, | would like to quickly remind you of the information shared
with you in the informed consent form you signed. As you know, this study is being used
for research purposes at the University of Waterloo. The aim of this research study s
partner with young carers to expand understandings of young carers’ experiences of
care and howthose care experiences shape leisure. The purpose of doingthisis to
ensureyoung carers are better supported in theirroles by identifying specificways to
supportyoungcarers, includingin theirleisure. The research conversation we are going
to participate in now should take approximately one hour. You should share as much or
as little as you feel comfortable. If you aren’t comfortable with answering any of the
questions, please feel free to skip it, and you may withdraw from the study at any point
in time without any consequence. Your responses are confidential, and we ask that you
please do not share anythingthatis said with anyone outside this conversation. While
we can make this request, however, you should know that we can’t guarantee noone
will repeat what you said outside of this conversation. No information that discloses
your identity will be released or published. The data from this research conversation will
only be seen by our research team and identifyinginformation will be removed from the
transcripts. Do you still agree, of your own free will, to participatein this study?

If no:
Okay, thank you for your consideration. Goodbye.

If yes:
This research conversation will be video and/or audio recorded based on what you
consented to. If you do not want your image to be captured on video, please turn your
camera off or call in via your phone. The audio files will only be used by me to document
your responsesinto a written transcript. Do you agree to beingaudio-recorded?

If no:
Okay. | will take detailed notes to try and accurately capture your answers.
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If yes:

Okay, | will start the recording now. Do you have any questions for me before we begin?
If no:

Okay, great. Let’s get started. -Begin with question 1-
If yes:

-Answer Questions then begin with question 1-

Questions:

1. Tell me a little about yourself and you as a young carer.
a) How old are you?
b) How would you describe yourself?
c) When did you become a young carer?
d) What does being a young carer mean to you?
e) Whatkinds of things do you do in your care role?
f) Whatis it like to be a young carer — whatis that experience like? What, if any,
challenges/difficulties do you experience as a young carer? What, if any, positive aspects
do you experience as a young carer?
2. Tell me about what you like to do for fun or to refresh.
a) Canyou give me an example?

b) What was the situation?

c) Who were you with?

d) Howdidit feel?

e) When was the last time you were ableto do that?

f) How doesyour care role influence how you might experience this or other
experiences like it? What gets in the way of you experiencing this or other
experiences like it?

3. How do youfeel you could be better supported in your care role and in the thingsyou
enjoy doing?

a) How are yousupportedinyourcare role now?

b) How are you supported in experiencingwhat you like to do for fun or to refresh
now?

c) Whatwould you change about the services/supports available to you?

d) Whatdo you need to help you feel better supportedin your care role?

e) Whatdo you need to help you feel better supportedin experiencingthe things you

enjoy doingin your life?
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Probes:

e Youmentioned ; could you tell me more about that.

e You mentioned ,andthat _ happened. Couldyou give me a specificexample
of that?

e Thinkingback to thattime, what was that like for you?

e Youmentioned earlierthatyou___ . Couldyou describein detail what happened?
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Appendix I: Instructions for Research Analysis

Instructions for Data Analysis
You have until Wednesday May 19" to read through the data and make notes/comments.

1. Fill out the doodle pollin the email. Include all dates/times that work for you to meet online.
2. Once you receive your transcript:
e Saveittoyourcomputer (in a safe place where only you will see/access it)
OR
e Print off the transcript and keep it in a safe, private place where only you can see/access
it
3. Read through the transcript once. Write notes about your thoughts and highlight quotes that
feel important to you (either on the transcript orin a notebook). Continueto check in with the
‘Questions to Ponder’ document as you read through the data and write down your thoughts
relatingto the questions.
NOTE: You do not have to answer every question-they are to help you reflect on important
conceptsas you read.
4. Read through the transcript a second time and write notes about your thoughts. Pay special
attention to the ‘Sensory Questions’ in the ‘Questions to Ponder’ document this second time
around. Thinkabout how this transcript makes you feel and why.
5. Have your notes/comments available for you to have with you during our next analysis
meeting.

Important Points to Remember

e If youfeel comfortable, feel free to write about yourselfas you read. (ex. ‘thisis
differentthen my experience because...,” ‘this shocked me because...” ‘thisis similarto
my experience because...”this made mefeel ___because...’)

e Make sure to make comments on all the people speakingin the transcript (ex. 1, 12, P).
e If youcan, take breaks when you read the transcript. You can read it all in one go, but
sometimes | feel it helps me digest the informationif| take a step back and read in

chunks (ex. 3 pages at a time).

e Asalways,if you are feeling overwhelmed, confused, or need to talk, you can always
email or text/call me (705-329-8761).
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Appendix J: Questions to Ponder- Research Analysis

Questions to Ponder

What are some common things that you see? What keeps popping up?
What are some differences/contradictions that you see?

What stories are young carers telling about their leisure? How are they telling (describing) these
stories?

What does leisure mean to young carers? How do they describe leisure?

Are the stories about young carers experiences of leisure positive or negative? What is positive
or negative about them?

How do young carers control their leisure? If they do not have control over their leisure, why
don’t they?

Who do young carers think can better support them in doing the things they like to do for fun or
to refresh? How can those people (ex. professionals, family members, service providers) better
support young carers in doing those things?

Young Carer Experience

What stories are young carers telling about their care experience? How are they telling
(describing) these stories?

Are the stories about young carers experiences of caring positive or negative? What is positive
or negative about them?

How are young carers describing young people? What do young carers think about young
people?

How are young carers involved in decision making? If they aren’t, how or why are they not
involved?

Who do young carers think can better support them in their care roles? How can those people
(ex. professionals, family members, service providers) better support young carers in their care
roles?

Sensory Questions

What pictures come to your mind when you go through the data?

What images do you see in the data?

How does the data make you feel? What parts of the data make you feel this way?

How did your body feel when you were reading the data? What parts of the data made your
body feel this way?

Further Thoughts

What surprised you about what you read/are reading?

What did not surprise you about what you read/are reading?

What is sticking with you as you are reading? What about that sticks with you?
What metaphors are coming out as you read?

What symbols are emerging as you read?
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Appendix K: Contemplation Questions and Activity

Contemplation Questions

1. How has this experience been for you? What are your thoughts?

2. Find an object around you that says something about what you saw in the data
and describe it

OR

Find an object that reflects how you think about being a young carer and describe
it

3. What did you see in the data that supported or challenged dominant
constructions of young carers and young people? (ex. too young to be providing
care, not involved in decision making, etc.)
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Appendix L: Contestation Questions
Contestation Questions &
Research Questions:
e How do young carers story their experiences of care and leisure in their unique contexts of
caring?
e How do the stories of young carers’ experiences of care and leisure contrast with the dominant
constructions presented in the literature?
e How might service providers and leisure professionals better support young carers in their care
roles, including in their leisure?
e What are the key/important ideas that we feel we need to capture?
Comparisons

e Are there any similarities or differences between the pieces?

e Are there any similarities or differences between the key ideas we brought from the transcripts?
Young Caring Experience

e What do the transcripts say about the experience of young caring?

e What does this piece say about the experience of young caring?
Critical Youth Studies

e How do these transcripts challenge the dominant understanding of young carers? (ex. challenge
the idea that young carers are living a life they shouldn’t be, that the caring experience is
primarily negative, etc.)

e How does this piece challenge the dominant understanding of young carers?

e How does this piece challenge the dominant understanding of young people? (ex. challenge that
young people shouldn’t be involved in decision-making, that young people are immature, that
childhood is a time of innocence and dependency, etc.)

e How do these transcripts support the dominant understanding of young carers?

e How does this piece help provide an alternative understanding/discourse of young carers?

e What contradictions did we see in the transcripts?

e How is power functioning in these transcripts? (ex. between young people, between adults,
teachers, organization staff)

e How does this piece challenge power dynamics (ex. adults’ power over young people)

Feelings

e How did your transcript make you feel?

e What were you excited about when reading the transcripts? What were you surprised about?
What were you angry about? What were you sad about?

e What changes in society or for young carers did the transcripts make you think about?

Collaborative Creative Expression Piece
e How was this experience for you? What would you have done differently? What did you like?
e How does the collaborative piece make you feel? Does it represent what you read?

247



Appendix M: Co-researcher Creative Expressions
The following pages are some of our co-researcher creative expressions. One expression
thatis notincluded was provided verbally, and the other expression contains information that
may identify the co-researcher who created it. Therefore, this expression was intentionally left

out.
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“He couldn't control like his food impulses. So the fridge was locked and the
cupboard was locked so you couldn't go around the house snacking because
[brother's name] would eat everything- the food in the cupboard if you left it unlocked
and that was normal. | couldn't have friends over as often as most young girls would
because [brother's name]”

“It also was so normal to me that | was like, | just didn't know that other people had
similar experiences. It was like a weird, like, contrast where | like knew that there are
people out there, but | didn't know that there are people out there. And so | think also
like when you grow up in something, where it was just like normal.”

“l don't even know what to say is that, like, he's my brother. There, in my mind,
there's nothing wrong with him. Like | see he has differences from me. But he's, he's
just my brother. That's just the way he is. Right?”

“And | didn't find that weird until a few years ago. And | was like, oh, you know, like,
as a young girl, | should have been able to do that.”

“Alright, we're going to the movies, because we can. So they definitely kind of
watched out for us. | think | struggled with my mental health, even when | was young,
and didn't notice that either. Because sometimes | get to school, and then to be like,
you know what, | don't want to be here. So I'd go to the office and be like, my
stomach hurts and then go home as soon as | got off the bus. And like, in my mind,
I'm like, no, I'm just being lazy, | don't want to be here. But looking back at that, I'm
like, no, | really could not be there that day. We weren't fine. | wasn't skipping tests, |
just could not be there.”

“| feel like as a young caregiver, I'm a support for anybody who needs me. Um like,
everybody in my house is a carer whether they fit into... that, meaning as a young
caregiver”

“He's, like, independent, but also kind of, like, not independent. You know, like, if |
didn't remind him to do certain things he just wouldn't.”

“Going out in public is sometimes a little difficult for us, just because, like, he's a 23
year old man, and you know, that, like, he looks like a 23 year old... he's a five year
old, in a man's body...his aging [stopped].”
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