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Abstract

This thesis explores the childhood experiences of siblings of people with learning disabilities
in the UK. Research around this topic has often reproduced deficit narratives that centre
non-disabled sibling outcomes, reinforcing pathological understandings of learning disability.
This work sets out to disrupt these dominant discourses through bringing together
understandings from family sociology and critical disability studies in order to generate
counter-narratives that speak to the everyday of siblinghood and learning disability. To do
this, narrative interviews were conducted with 14 siblings (aged 18-32) of people with
learning disabilities. As part of the interviews participants were asked to bring along
photographs and a timeline of their childhood. The data are presented through narrative
thematic analysis, with narrative portraits being offered as a means to centre participant

stories in their own words.

The findings provide stories of the everyday of siblinghood and disability, with participants
reflecting on sharing bedrooms, dinnertime and other mundane activities. Within these
stories are moments of care, conflict, humour and frustration that speak to wider
understandings of siblinghood offered by family sociology. Alongside this, insight is given into
the role of wider society in sibling experiences, with discussions of support services and
public interactions. These narratives contain nuanced understandings of disability, family and
siblinghood with participants reflecting on the role of expectations of siblinghood in how they
understand their lives and offering conceptualisations of learning disability that disrupt
commonplace narratives. Considering counter-narratives, the participant accounts are full of
joy, humour and self-reflection that challenge dominant understandings offering crip accounts
of siblinghood. Throughout, the thesis offers new understandings of siblinghood and learning
disability, presenting holistic stories of the everyday that reject deficit understandings and

centre the human.
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Chapter 1: Introduction

Home video extracts:

The clip starts with me on a chair holding two ‘sippy cups’, Connor is pointing at me:
‘He’s got two’
Mum, from behind the camera, replies:
‘He’s got red cheeks hasn’t he’
‘No he said he’s got two, he means two bottles!” Rosie adds from out of shot.
‘He’s Tommy two cups’ Mum replies
‘Tommy two cups’ Connor repeats
Connor watches as | place my two cups on the arm of the chair and proceed to knock one off.
He picks it up and places it by my lap so it won't fall... | pick it up and drop it again. Nothing
happens and the camera is focused on me, looking for the cup.
‘Connor give it back to Tom’ Mum says
The cup reappears
“Tom’s sitting on the chair’ Connor says looking back at mum
“Tom’s sitting on the chair isn’t he? Oh not anymore he’s not’
I climb off.

The clip changes. Now both Connor and | are on the chair, I'm holding a Bob the Builder book
which Connor tries to grab, | start screaming.

‘Let Tom hold it Connor’ Mum, still directing, interrupts.

‘You tell him who everybody is’ offers Rosie.

‘Bob’ says Connor pointing to the character.
| keep tugging the book.

“Tom share with Connor’ says Mum.

I let go in a huff and climb down.

The clip changes to Christmas 2003, we are playing charades. Dad is stood at the front
pointing to his ring.
‘LORD OF THE RINGS'’ All five of us shout, cheering and clapping.
Connor is up next.
‘Go on then, do it for everybody’ Mum says to Connor as he reads his prompt.
‘Ok, film, Titanic, One word’
We all laugh.
‘You said it!” Will says.
Dad starts the cheers, everyone claps and Connor keeps grinning.

Owen picks his prompt and starts doing the action for movie.



Introduction

This thesis explores the experiences of siblings of people with learning disabilities, with the
aim of generating narratives that speak to the everyday of siblinghood and learning disability.
To do this, everyday stories are presented in the hope of capturing the ups and downs of
being a sibling in a manner that centres the humanity of all involved (Goodley, 2023). Sibling
relationships are often the longest relationships people have in their lives (Fletcher et al,
2013) and are characterised by close proximity and intimacy that can lead to feelings of love
and care, and more visceral emotions almost simultaneously (Davies, 2015a). This is seen in
conflict, with this being understood as an everyday part of growing up alongside siblings and
not a cause for concern (Edwards et al, 2006). However, when you introduce learning
disability into these discussions this understanding is often lost, with questions of
non-disabled sibling outcomes becoming a central focus (See Meltzer and Kramer, 2016 for
an overview). This thesis challenges this stance, interested in how siblings of people with
learning disabilities reflect on their experiences of childhood and raising questions of whether

this focus is misplaced.

| chose to start this thesis with some home video extracts from my own childhood. This is in
recognition of where the inspiration for this project comes from, my experiences growing up
with a sibling with learning disabilities. These examples were chosen as they capture a
number of aspects of the everyday of siblinghood that this thesis is concerned with, such as
care, humour, conflict, and inclusion. By beginning the thesis with these stories, | not only
place myself within the research, | further set the scene for the project to come. Alongside
the examples offered, are extensive amounts of footage of the five of us just hanging out,
doing our own thing in close proximity. At no point in these stories is learning disability a
feature, with any sort of label-based understanding far from any of our engagements with

each other. Instead our concerns were everyday, like why did | have to share my book or



when will it be my turn in the game. This thesis aims to gather stories of the childhood
experiences of siblings of people with learning disabilities that speak to this everyday of

siblinghood, providing holistic counter-narratives that challenge deficit understandings.

This chapter sets out the key terms used in the project, siblinghood and learning disability,
offering working definitions. Following this, the research aims and questions are outlined.
Within this section a summary of the study is provided, unpacking the research approach
and offering insight into how the work draws on ideas from family sociology and critical

disability studies. The chapter finishes with an overview of the thesis.

Definition of key terms

Acknowledging the need for working definitions of key terms within a research project, and
the importance of language choice particularly in a disability context (Gates and Mafuba,
2016), this section outlines how the thesis understands siblinghood and learning disability.
Chapter 2 engages with these topics more theoretically. Here, the aim is to give insight into

how these terms should be understood when reading the thesis.

Within this work siblinghood is understood through Gillies and Lucey’s (2006) notion of a
‘technical flexible definition’ (ibid: 484), meaning that siblinghood is not presented solely as a
biological relationship and instead draws on multiple understandings. Considering this
‘technical flexible definition’, ‘sibling’ can be seen to be hard to define. Davies (2023)

captures this:

‘The term sibling needs to include full siblings, step-siblings and half siblings, as well
as siblings related through adoption, fostering, donor gametes and relationships that

can feel like sibling relationships even when the individuals are not related by blood



or marriage. These sibling-like relationships often include features such as
generational proximity, a sense of shared childhood, of companionship or support,

even bickering and arguing’ (ibid: 9)

Davies further notes that there is still much that is not covered in this definition, highlighting
the wide-reaching meanings that ‘sibling’ can speak to. Participants were recruited based on
the criteria of having a sibling with learning disabilities, but how sibling in this instance was
understood was not specified. As this project is not concerned with ‘what a sibling is’ and
further is concerned with sibling experiences of childhood, self-definitions of siblinghood can

be seen to adequately allow the research questions to be addressed.

As is encouraged by self-advocacy groups in the UK, the thesis uses the phrasing ‘people
with learning disabilities’ (Gates and Mafuba, 2016). Learning disability is complex to define,
and further pursuit of definition can be seen to raise concerns of pathologising (Altermark,
2017), something this thesis is actively rejecting. Recognising this, the project understands
learning disability as a construction, drawing on Goodey’s (2016) work around inclusion
phobia to place the label as one tied to outdated notions of intelligence and other problematic
medical understandings. Considering learning disability as a construct does not remove the
very real implications of being so labelled. This was seen in the research data, with
participants’ childhoods spanning the coalition and conservative governments where people
with learning disabilities were a target of austerity policies (Malli et al, 2018). Acknowledging
the estimated overlap between the labels learning disability and autism, and how this is
commonplace in literature (Emerson et al, 2016), this thesis will draw on research that
explores both learning disability and autism with the overall focus being on learning disability.
As with the term sibling, participants self-defined as having a sibling with learning disabilities

in order to take part. This was due to the outlined approach, and also in recognition of
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Santinele Martino et al's (2024) reflections on the problematic nature of making people
‘prove’ impairment. In practice, many of the participants did offer impairment labels when

introducing their siblings without being asked. This is revisited later in the thesis.

Setting the scene

As mentioned, this work sets out to challenge dominant pathological understandings of
siblinghood and learning disability. The nature of these deficit discourses in wider sibling

disability research is outlined by Meltzer (2018):

‘Sibling disability research has traditionally defined the relationships between siblings
where one has a disability by what they are not- that is, when compared to the
normative view of relationships between siblings where neither have a disability,
sibling relationships that include a person with a disability have traditionally been

found wanting or damaged in comparison’ (ibid: 1228).

Meltzer (2018) makes clear how deficit understandings are reproduced, and further the
normative discourses that shape them. Traditionally research has often focused on
non-disabled sibling outcomes, offering individualising narratives in which the disabled
sibling is seen to take up their parents’ time and have a negative impact on non-disabled
children in the family (Meltzer and Kramer, 2016; Hanvey et al, 2022). Whilst these
discussions are commonplace and further speak to wider problematic discourses around
learning disability culturally (Goodey, 2016; Altermark, 2017; Goodley, 2023), it is important
to also acknowledge the growing scholarship that challenges this. For example Stalkers and
Connor’s (2004) research exploring children’s perceptions of their disabled siblings rejects
pathological understandings in favour of an everyday reading that echoes wider family

sociology. In their research discussing the experiences of siblings of people with Williams
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syndrome, Cebula et al (2025) make clear the joy and warmth of their participants'
relationships arguing for more research that considers these emotions. Similarly,
Moran-Morbey et al (2024) call for recognising the structural factors at play arguing that
through this, pathologising deficit narratives can be rejected. As will be explored in chapter 2,
this is just a small example of some of the research that has informed this thesis. This work
hopes to build on this and further bring family sociology into a critical disability studies space

in order to generate new understandings of siblinghood and learning disability.

R rch aims an ion

The main aim of this thesis is to explore the childhood experiences of siblings of people with
learning disabilities. To do this, 14 siblings took part in narrative interviews which lasted
between 1 to 2 hours and were supplemented by the creative methods of photo elicitation
and timeline mapping. These interviews were centred around their experiences growing up,
looking at the everyday mundane practices that make up family life (Morgan, 2011).
Recognising the commonplace deficit narratives in sibling disability research (Meltzer, 2018),
the secondary aim of this project speaks to how stories from siblings offer insight into
learning disability in families. To do this, the way participants conceptualise disability and
siblinghood in their narratives will be explored. This will see understandings from family
sociology and critical disability studies brought together in a framework that enables critical
engagement with these conceptualisations. Further, in acknowledgment of the commonplace
focus on what sibling relationships ‘are not’, this aim will also see the generation of
counter-narratives of siblinghood and learning disability that allow for more holistic
understandings to be presented. As part of the analysis, narrative portraits are offered
throughout the findings chapters in order to give insight into participants' stories in longer

extracts that enable the nuance of siblinghood to come through (Rodriguez-Dorans, 2022;
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Davies, 2023). By pursuing holistic counter-narratives, | have sought to make this nuance

clear whilst ensuring that learning disability is not presented in a pathological, deficit manner.

To address the aims of the thesis, three research questions are offered:

How do young adult siblings (aged 18-32) of people with learning disabilities make

sense of their childhood experiences of family life?

This question is centred around how participants understand their experiences, with the goal
to generate narratives that speak to their everyday. In doing this | hope to ensure | avoid
engaging with their stories from the viewpoint of what they ‘are not’, as framed through a
presumption of disability’s influence (Meltzer, 2018). Further, this is an open research
question, allowing for the wide-reaching aspects of siblinghood to come through whilst
enabling participants to give context that ensures nuanced narratives that recognise the ups

and downs of sibling relationships (Davies, 2023).

How do siblings of people with learning disabilities conceptualise disability, family

and sibling relationships?

This question focuses on how disability, family and siblinghood are addressed within
participant narratives. Considering the pathologising that often occurs in sibling disability
research (Stoneman, 2005; Meltzer and Kramer, 2016), this question is interested in the
generative potential of sibling stories to offer new understandings of learning disability. To do
this, attention will be paid to how these topics arise, centring the proximity and closeness of
sibling relationships to explore participant experiences of ‘living alongside’ (Davies, 2023) a

sibling with learning disabilities.
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In what ways might counter-narratives of siblings problematise dominant pathological

models of disability in families?

This question explores the potential of the counter-narratives generated in this study to
challenge dominant understandings of siblinghood and disability. Where sibling disability
research often centres around non-disabled sibling outcomes (Meltzer and Kramer, 2016;
Meltzer, 2018), this question builds on the discussion of the first two questions to offer a
counter to these discourses. Drawing on ‘crip theory’ (McRuer, 2006) this question will allow
space for affirmative accounts of siblinghood and learning disability to be explored. Through
this, the thesis will centre the humanity of people with learning disabilities and their families

at a time where this can be seen to be at risk (Goodley, 2023).

To answer these questions participants' stories will be analysed using a narrative thematic
approach. This will draw on concepts from family sociology through a critical disability
studies lens to offer understandings of the everyday experiences of siblings of people with
learning disabilities. Alongside this, the framework outlined in the thesis provides a significant
contribution to understandings in both family sociology and critical disability studies. Through
a focus on the everyday, the narratives presented reflect the nuance and complexity of
sibling relationships (Davies, 2023). They touch on the closeness, frustration, love, conflict,
humour and more that are understood as commonplace in sibling relationships (Edwards et
al, 2006). Further, where siblinghood and disability research can be argued to often define
sibling relationships by what they ‘are not’ (Meltzer, 2018), this project celebrates
participants' stories of their childhoods. By drawing on crip theory (McRuer, 2006) and critical
disability studies more widely, generative stories of disability and family that centre the

human (Goodley, 2023) are offered. This approach ensures stories that are often missing
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from research around siblinghood and learning disability are centred in this thesis (Meltzer,
2018). Recognising the focus on non-disabled siblings, an advisory board was formed as
part of the project, made up of self-advocates and people who work with disabled people.
This allowed for input in the research design and analysis ensuring that people with learning

disabilities were involved in the PhD project.

Theoretical considerations

In order to address the research aims and questions, this thesis will draw theoretically on
family sociology and critical disability studies. The following chapter will discuss these in
depth, however time is taken here to introduce this focus. Concepts from family sociology,
particularly around sibling relationships and family practices, will be brought into a critical
disability studies space. Across these two disciplines, ideas around care, the home, humour,
conflict and more will be explored allowing for discussion that centre the nuance and
complexity of siblinghood (Davies, 2023) whilst giving attention to how disability is
constructed in participant narratives. Recognising the everyday nature of ‘doing family’
(Morgan, 2011), this will be given specific attention allowing insight into the realities of ‘living

alongside’ (Davies, 2023) a sibling with learning disabilities.

Considering the role of counter-stories in the thesis, the critical disability studies lens offers a
number of approaches to unpacking participant stories that challenge commonplace deficit
narratives. This thesis draws on crip theory (McRuer, 2006) to recognise the affirmative
potential of participant stories and how they can offer new possibilities of understanding
learning disability and family life. Further, the attention given to the everyday ups and downs
of siblinghood (Edwards et al, 2006) offers potential to explore how participants reject deficit
narratives through considering everyday stories of learning disability. Drawing on Goodley’s

(2023) work around centring the human in learning disability research, this thesis offers
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insight into how people with learning disabilities and their families ‘do family’ (Morgan, 2011).
Recognising the tendency to focus on what these relationships are ‘not’ (Meltzer, 2018), this

focus on the mundane brings potential for important new understandings to be presented.

Thesis overview and chapter outlines

The thesis is made up of seven chapters, which are outlined in this section. The second
chapter explores key literature and provides the theoretical framework for the research. The
third chapter explains the methodology of the project, touching on ethical considerations and
positionality. Chapters 4, 5 and 6 make up the analysis, with each addressing a different
research question. The final chapter provides the conclusion to the thesis, outlining the key

findings.

Chapter 2: Literature review

Chapter 2 explores the key literature that has informed this study and aims to provide a
theoretical grounding for the work that follows. The two areas of scholarship this thesis is
concerned with, critical disability studies and family sociology, are unpacked. Critical
disability studies is discussed, focusing on notions of the ‘ideal body and mind’
(Garland-Thomson, 2007; Davis, 2008; Goodley, 2014) and ‘crip theory’ (McRuer, 2006;
Loéfgren-Martenson, 2013; Kafer, 2021). This then leads into a discussion of different models
of disability, recognising the theoretical openness that a critical disability studies approach
offers to present numerous understandings to draw from. Following this, theorising around
learning disability is considered, acknowledging where the models and approaches outlined
have previously overlooked people with learning disabilities and how this has been
addressed in scholarship. Family sociology is then discussed, focusing on understandings of

siblinghood. This is done initially through exploring family practices and family display (Finch,
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2007; Morgan, 2011) with a focus on presenting family, and siblinghood by extension, as
something we ‘do’. Next, key concepts regarding siblinghood are addressed drawing on
understandings of the relationship as both close and more visceral (Davies, 2015a).
Alongside this, presentations of siblinghood as ‘backstage’ (Punch, 2008) and the

implications of this ‘living alongside’ (Davies, 2023) are made clear.

The second part of the chapter focuses on how these two areas of scholarship can be
brought together to contribute to everyday understandings of siblinghood and learning
disability. To do this, four themes are chosen that can be seen to provide insight into this
topic from both areas of scholarship, these being humour, home, conflict and care. Each of
these themes feature in the analysis and further through bringing together literature from
family sociology and critical disability studies we begin to see how this thesis could build on

current understandings of disability and siblinghood.

Chapter 3: Methodology

Chapter 3 outlines the approach of the study, providing a clear account of how the research
was carried out and any key considerations that arose during. Leading on from the literature
review, this chapter begins with a discussion of the methodology that centres around
narrative research. The research questions are revisited here to make clear how the
methodological approach enables each question to be addressed. Following this, the
research design is outlined looking at how | carried out the narrative interviews and the
creative elements that were involved. Here, the advisory board is discussed, with their
contribution made clear. Then, the sampling and recruitment is addressed, with the 14
participants of this study being introduced. Next, the ethical considerations of the project are

outlined, including the two amendments that were submitted during the project. Following

17



this, the reflections on the data collection are presented, drawing on extracts from my
research diary. This leads into discussion of the analytical approach, and how narrative
portraits feature within the work. The chapter concludes with reflections on positionality, both
in a personal and more conceptual sense. Here | consider the importance of who does

disability research and address the idea of ‘confessional’ positionality statements.

Chapter 4: How do young adult siblings (aged 18-32) of people with learning disabilities

make sense of their childhood experiences of family life?

This chapter focuses on the first research question, exploring how participants made sense
of their childhood experiences of family life. To do this three key themes are explored,
siblinghood at home, sibling care or ‘looking after’ and wider family and outside the home.
These themes give an insight into participants’ everyday family lives. Siblinghood at home
explores communal spaces, sharing bedrooms and sharing things. Here we see how
participants experienced ‘living alongside’ their siblings (Davies, 2023), with the close
proximity that often comes with the relationship (Punch, 2008) offering insight into inclusion

in the home (Rapp and Ginsburg, 2011).

Sibling care or ‘looking after’ explores how participants reflected on their care relationships
growing up. This was centred around discussions of ‘being a young carer’ and the
frustrations this label can bring (Meltzer, 2017), responsibility and looking to the future, and
the gendered nature of care in families (Read and Wuest, 2007; Kenway, 2023). Throughout
this section the complexity of sibling relationships is made clear (Davies, 2023) with
participants' reflections on care being informed by both structural factors and also

interpersonal considerations that touch on more everyday family practices.
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The final section of this chapter moves the analysis to outside of home and the immediate
family. This is considered through three areas: family support networks, formal care networks
and navigating society. Within these discussions we see the importance of people that ‘get it’
when it comes to learning disability, something the majority of participants reflected on. We
also see the importance of good support for people with learning disabilities and their
families (Conway and Meyer, 2008; Tozer and Atkin, 2015; Robinson et al, 2016). This
theme, and the chapter, concludes with reflections around public interactions and how
participants navigated these. This leads to discussions of ‘disability by association’ (Burke,
2010; Scavarda, 2023), with these moments of disablism extending to participants alongside

their siblings.

Chapter 5: How do siblings of people with learning disabilities conceptualise disability, family

and sibling relationships?

Chapter 5 explores how participants conceptualise disability, family and sibling relationships.
This section is interested in how disability arises in participant narratives, and the insights
these conceptualisations can give to understandings of disability in the everyday. To do this
reflections on disability are explored first, with specific focus on the different understandings

of ‘normal’ that participants drew upon during their interviews.

The word normal arose throughout participant narratives and is one that can raise concerns
from a critical disability studies perspective (Goodley, 2014; Goodey, 2016). Participants’
references to normal are split broadly into two categories, firstly a hegemonic ‘normal’ that
reflects socially accepted ways of being with participants highlighting how their experiences
aligned with or differed from this perceived ‘normal’. The second use of normal reflects more

fluid understandings, in which participants would refer to ‘their normal’ and how
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non-normative events became normal for them and their families. Narratives of ‘normal
abnormal’ draws on Mallett and Runswick-Cole’s (2016) discussions of cultural narratives of
disability and how these inform how disabled people are expected to be. Here, where
participants aligned with or rejected these commonplace discourses is explored. Discussions
of disability in the everyday considers moments where learning disability comes up in
participant narratives but is not the focus, these can be read as almost passing references
that capture the everyday reality of ‘living alongside’ (Davies, 2023) a sibling with learning
disabilities. To finish the exploration of how disability is conceptualised, overt discussions of
disability are unpacked. Here, analysis focuses on where participants spoke directly about
their siblings having learning disabilities exploring how this was navigated and the discourses

addressed here.

Considering conceptualisations of family and siblinghood, the second part of the chapter
focuses on expectations of siblinghood and ‘stickiness’ and ‘known-ness’ in sibling
relationships. The discussions of expectations of siblinghood draws on Davies' (2023)
argument that we live with the idea of siblinghood as well as our siblings. Acknowledging
this, how participants reflected on these expectations of what an older sibling ‘should’ be,
and how having a sibling with learning disabilities challenged some of these ideas is
unpacked. ‘Stickiness’ and ‘known-ness’ explores participants' stories of their sibling being
well known in the local community, and how this impacted them. This builds on Smart’s
(2007) conceptualisation of family ties as ‘sticky’, which was later applied to siblinghood
specifically (Davies, 2019), to unpack how having a sibling who is well known was

experienced by participants and how they linked this to wider expectations of siblinghood.
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Chapter 6: In what ways might counter-narratives of siblings problematise dominant

pathological models of disability in families?

This chapter addresses the third research question, considering how counter-narratives of
siblinghood problematise dominant pathological models of disability in families. This is
centred around joy in participant narratives, offering insight into how the stories generated in
this research challenge dominant deficit understandings of siblinghood and disability (Meltzer
and Kramer, 2016). The chapter draws on Arnett’'s (2023) understanding of joy as ‘an
intense, temporary feeling of elation combined with an appraisal of right relation between
ourselves and the world, a sense that there is an ideal fit between ourselves and the world
around us at that moment’ (ibid: 1). This places joy as something that is both an individual

emotion and socially experienced and informed.

The first part of the chapter addresses this through exploring how participants used humour
in their narratives, looking at humour as a source of joy, sibling teasing, and humour in
challenging situations. Humour as a source of joy centres stories of family humour practices
(Carter and Davies, 2024) that are fun, this is both in the content of the stories but also how
participants choose to deliver them. Here the joy of their childhoods is made clear, with trips
out, jokes and pranks all unpacked. Sibling teasing explores how humour was navigated in
more ‘spiky’ moments by participants, drawing on wider family sociology constructions of
proximity in sibling relationships (Punch, 2008). The stories are still mostly joyful but there
are some instances where participants remember some potentially frustrating teasing. This
section reinforces Lampert and Ervin-Tripp’s (2006) distinction between teasing and insult, in
which they place teasing as something that requires closeness so as to not be misconstrued
as insulting. Humour in challenging situations considers participants' stories of how their

families would joke in more difficult moments, both to address challenges (Carroll, 2016) and
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also to ensure their siblings' personality came through in their narrative (Goodley, 2023).
Throughout these discussions, the notion of ‘disability humour’ is explored. Distinct from
‘disabling humour’, this conceptualisation offers an avenue to analyse sibling humour without
presenting it as problematic (Reid, Stoughton and Smith, 2006). The final part of this chapter
explores participant reflections on their own personalities and how they feel their experiences
have positively influenced them. Here the generative potential of disability in how we engage
with the world is made clear, with participants celebrating how their childhood experiences

have shaped them as people.

Chapter 7: Conclusion

The final chapter of the thesis sees the main findings outlined, with each research question
addressed in turn. Alongside this, the chapter makes clear the contributions of the thesis
looking at how the project builds on understandings of siblinghood and learning disability.
This is followed by discussion of the implications for future research and the potential
limitations of the study. The thesis concludes with some final thoughts placing the work within

a wider UK context.

nclusion

This chapter has introduced the thesis and made clear the importance of this research. To do
this, the key terms were defined, siblinghood and learning disability. Following this, the
context of the research was unpacked, exploring how sibling disability research often
reproduces deficit understandings. Next, the research aims and questions were explained.
Lastly, an overview of the thesis was provided offering summaries of each chapter. The
following literature review chapter situates the work within wider research and outlines the

key theoretical concepts that will be drawn upon.
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Chapter 2: Literature review

Introduction

This thesis sits between critical disability studies and family sociology, drawing on concepts
and research from these disciplines to explore the experiences of siblings of people with
learning disabilities. To do this, both areas of research will be unpacked and then brought
together in the later sections. The exploratory nature of the research questions requires a
wide-reaching literature review in which core debates will be highlighted and the place of this
thesis within both disciplines will be made clear. Further acknowledging the questions, the
everyday will be touched upon throughout. Research exploring siblinghood has often been
approached from a psychological perspective (Davies, 2023). Recognising the limitations of
this chapter in addressing two distinct disciplines and the critique this approach has faced
from a disability studies perspective (Meltzer and Kramer, 2016), this literature review
focuses more specifically on sociological and critical disability studies scholarship. The key
concepts that inform the analysis are brought together to make clear the framework this

thesis will use to explore participant experiences.

Using this outline, the literature review will begin by unpacking disability theory in three
sections: ‘Critical disability studies, crip theory and the ‘ideal body”, ‘Social and cultural
models of disability’ and ‘Theorising learning disability’. The first of these sections unpacks
critical disability studies and crip theory using the concept of the ‘ideal body’. This is followed
by a discussion of the social and cultural models, and their core criticisms. ‘Theorising
learning disability’ draws on concepts outlined in earlier parts this section to explore
constructions of learning disability. The next section, ‘Family sociology: discussing
siblinghood’ introduces the key concepts and approaches to understanding sibling

relationships that will be central to the theoretical approach of the thesis. Following this,
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‘exploring the everyday’ offers a short summary of the sociology of the everyday, this is in
recognition of the wider focus of the thesis and also the sections that follow in the chapter.
Next, ‘disability in the everyday’ will be discussed, unpacking research on parenting disabled
children, the home as a place to ‘do’ inclusion and navigating stigma in everyday life. This
section introduces the concept of ‘disability by association’ (Burke, 2010) which will be

returned to in the positionality reflections in the methodology chapter.

The final sections of the chapter bring together critical disability studies and family sociology
to demonstrate how these interdisciplinary fields are responsive to four core aspects of
sibling life that have been revealed in past literature. The first, ‘Humour and who gets to be
funny’ explores the role of humour in sibling relationships and discussions that arise when
disability is considered alongside this. The second ‘Considering home as comfortable’
unpacks literature around the ‘family home’, making clear the important role home can play
in sibling relationships and also the debates around home within disability studies. Third,
‘Conflict and sharing space’ builds on the reflections around the home looking at how
proximity can lead to conflict and how this is understood in family sociology and the
considerations this raises from a critical disability studies perspective. And finally ‘Sibling

care: a disability reading’ views discussions of sibling care through a learning disability lens.

Critical disability studies, crip theory and the ‘ideal body’

This thesis draws upon a host of critical disability studies theory - and concepts from
foundational social and cultural approaches - in a manner described by Hughes et al (2012)
as theoretical plunder as opposed to theoretical purity. This ‘theoretical open-ness’ (Goodley
et al, 2019) sees engagement with a host of ideas, concepts and theories to challenge

pathologising ableist understandings of disability and siblinghood and creates space for more
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affirmative understandings that allow for counter-narratives. This section of the literature

review will explore key theoretical discussions from critical disability studies and crip theory.

Critical disability studies is an interdisciplinary approach to research which looks to disrupt
commonplace understandings of disability that are rooted in medicalised and pathologising
discourses (Goodley, 2014). Discussions around binaries of ‘dis/ability’ and
‘normal/abnormal’ see a crossover between critical disability studies and crip theory. For
example, Goodley (2014) questions normative constructions of the body and mind arguing
‘normativity privileges able bodiedness and minded-ness’ (ibid: 21). This understanding is
extended in crip theory arguments which state that disabled bodies fulfil the category of
deviant, existing in part to maintain the ‘normal’ (McRuer, 2006). These normative
understandings of disability can be linked to medical, psychological and individual models,
with Goodley et al (2017) arguing ‘when disability is defined as a problem and when that
problem is located in an individual's body or mind, then there is only really one way we can
go with disability and that is pathologisation’ (ibid: 1). Through this pursuit of ‘normal’ the

foundations of understanding ableism become apparent. For Campell (2009) ableism is:

‘A network of beliefs, processes and practices that produces a particular kind of self
and body that is projected as the perfect, species-typical and therefore essential and

fully human. Disability is then cast as a diminished state of being human’ (ibid: 5)

Critical disability studies understands society as inherently ableist (Goodley, 2014), echoing
crip theory through the definition of ableism as a rejection of those that deviate from the
unachievable goal of the ‘able-bodied subject’. This is argued by Kittay (2001) who

understands ableism as the result of an obsession with independency which leads to
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‘dependent bodies’ being rejected. In this scenario bodies and minds that deviate from the

‘perfect and species typical’ are dismissed.

Crip theory can be seen as a ‘queer reading’ of disability. McRuer (2006) argues that society
relies on both disabled and queer identities to define ‘able-bodiedness’ and heterosexuality
as ‘non-identities’ through their place as ‘deviant’ opposing positions. This is captured by

Loéfgren-Martenson (2013) who argues:

‘To ensure the survival of the normate, society learns to tolerate the deviant up to a
certain limit, whereas the identity of the normate remains flexible. The flexibility is
necessary to maintain the dichotomy of normal/abnormal and ability/disability’ (ibid:

415).

Through this understanding, both queer and crip identities occupy ‘deviant’ positions as they
go against these compulsory-identities. Crip theory then builds on this further, arguing for
adoption of the more celebratory approaches of queer activism by disability movements
(McRuer, 2006), through engaging with ‘the disruptive potential of disability’ (Goodley et al,
2017: 4). This attention to the productive possibilities of disability allows affirmative

understandings to be centred (Goodley, 2023).

When discussing crip theory, and the subsequent theorising that has come from it, it is
essential to acknowledge the overlooking of people with learning disabilities. In their
research into sexuality and people with learning disabilities, Léfgren-Martenson (2013) notes
that McRuer (2006) does not reference people with learning disabilities in their original
writing. Citing Sandahl’s (2003) reflections on how ‘crip’, like ‘queer’, should be able to

expand to include more groups, Léfgren-Martenson goes on to argue ‘there is no conceptual
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difference between people with different types of disabilities’ (ibid: 421). This sentiment is
echoed in Consenza’s (2010) reflections on the ‘discipline divide’ within disability studies
regarding physical and learning disabilities, with the author arguing for the uniting potential of

the term crip:

‘I hope the term ‘crip’ will emerge as a critical term that can, in a sense, unite
disability ‘identities’ through a focus on denaturalizing able bodiedness and disrupting

normalising forces and discursive practices’ (ibid: 8).

Similarly, Kafer (2021) notes the importance of creating an inclusive understanding of the
term ‘crip’ warning that ‘failures to imagine others as crip restrict the coalitions to come’ (ibid:
416). This call for coalition recognises the importance of a crip theory and disability studies
more widely that works for all disabled people, something that historically has not always
been the case (Stalker, 2012). Levy and Young’'s (2020) research into crip approaches to
social care for people with learning disabilities highlights the potential an inclusive crip
imagining can have for radical change in people with learning disabilities lives. Drawing on
ideas around crip time, the authors reimagine a social care process in which individuals are
understood to know what is best for them, instead of just top-down input from medical
professionals. Goodey’s (2016) reflections on difference echo these crip ideas, with the
author arguing ‘there is of course another way of looking at difference, we could celebrate it,
as diversity’ (ibid: 55), noting the difference between ‘alternative norms’ and ‘abnormality’.
The celebratory nature of crip theory does bring with it some questions around rejecting

‘normal’ and the challenges this can bring, this is revisited further into this chapter.

The concept of the ‘ideal body and mind’ has seen strong critique from critical disability

studies and crip theory. McRuer (2006) places this issue within capitalism and the role of
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labour in society. A similar argument is laid out from Barnes (1996) who notes the material
and cultural factors ‘which created the myth of ‘bodily perfection’ or the ‘able bodied’ ideal’
(ibid: 45). Idealised types of bodies and minds are clearly linked to labour, with an ‘able body
and mind’ being a central tenet of a ‘good worker’. Goodley and Lawthom (2019) further this
reflecting on ‘neoliberal-ableism’ and the emphasis placed on the individual and
independence. This individuality is linked to a growing disregard for community and
dependency. The ‘ideal type’ this neoliberal ableism is framed around is one of ‘able-bodied
and mindedness’ as well as not being reliant on support, be that from the state or from those
around them. The ‘ideal body and mind’ has seen numerous critiques from crip theory and
critical disability studies (McRuer, 2006; Garland-Thomson, 2007; Kafer, 2021). For example,
it is unachievable for all and only leads to frustration around one’s own body (Wendell, 1989).
This argument raises questions about what the ‘ideal body and mind’ provides, with it being

both unachievable yet central to structures of ableism throughout society.

For crip theory this binary between the ‘ideal body and mind’ and disability is ‘inadequate’
(McRuer, 2006) and a more celebratory view of disability that moves away from this
‘compulsory able-bodiedness’ is required. For McRuer (2006) this is in acknowledgement of
‘able-bodied status as always temporary’ (ibid: 2006) with people falling outside of this
category over the course of their lives. This sentiment is echoed by Garland-Thomson (2007)
who speaks of a misplaced ‘belief that bodily transformation is predictable and tractable’
(ibid: 114). Berlant (2007) terms this ‘slow death’, which is a recognition of neo-liberal
capitalism as ‘always disabling’ even though disability is seen as a weakness within the

structures of capitalism. For Kafer (2021) the term ‘temporary able-bodiedness’ works to:
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‘Shake folks loose from their assumptions that bodies don’t change, the use of
temporarily reminds us all that the abilities we take for granted today may disappear

tomorrow, perhaps temporarily, perhaps not’ (ibid: 418).

Kafer goes on to acknowledge that whilst this point can be said with an ‘edge, even a snarl’,
it is often applied in a ‘queerly, welcoming sense in which it is acknowledged that the crip
community will be there when people need it’ (ibid: 418). These challenges to the ‘ideal body
and mind’ present a crip understanding of disability. The rejection of a neoliberal ableist
reading of disability creates a space in which more positive, inclusive understandings of
disability can exist. Through moving away from individualising conceptualisations we can
begin to consider the role of family in our understandings of disability, a topic that will be

returned to later on in this chapter.

Social and cultural models of disability

Recognising the theoretical openness offered by critical disability studies (Goodley et al,
2019), this section outlines two approaches to understanding disability that inform this thesis.
These are the social model and the cultural model of disability, which can be understood as

essential foundational understandings that critical disability studies has built upon.

The social model is widely considered as the British Disability Movement’s ‘big idea’ (Hasler,
1993). The model comes from the Union of the Physically Impaired Against Segregation’s

(UPAIS) document The Fundamental Principles of Disability which states:

‘In our view it is society which disables physically impaired people. Disability is

something imposed on top of our impairments by the way we are unnecessarily

isolated and excluded from full participation in society’ (UPIAS 1976:14).
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Of note is the exclusive mention of ‘physically impaired people’ without reference to learning
disability, this is something that will be discussed further on in this section. The notion that ‘it
was not impairment that was the main cause of the social exclusion of disabled people but
the way society responded to people with impairments’ (Oliver, 2004: 19) led to a radical shift
in how disability studies, and wider society, viewed disability. The social model centres the
concept of ‘barrier removal’, with social model theorists and activists calling for the
deconstruction of ‘barriers’ preventing disabled people from ‘full participation in society’
(Oliver, 1990). This is in direct opposition to medical understandings of disability that use
individualised, personal problem framings (Goodley, 2014: 6). Alongside the role of disabling
structures, the social model encourages consideration of the material practices that impact
on the lives of disabled people. This is rooted in a Marxist tradition, with social model
theorists drawing attention to the materiality of poverty and exclusion in the lives of disabled

people (Barnes and Mercer, 2004; Oliver and Barnes, 2012).

Whilst a popular model of disability, the social model often faces criticism on account of the
impairment/ disability dichotomy that is presented. The argument is laid out by Shakespeare
(2013) who argues the social model ignores impairment in favour of focusing solely on
disability as a social construction. For Shakespeare, this is the result of academic obsession
with theory which leads to ‘scholars sometimes appear[ing] more concerned with
deconstructing the category of disability or intellectual disability than in changing the social
conditions of disabled people’ (ibid: 2). This argument is also made by Marks (1999) and
Dewsbury et al (2004) who question the potential social theory has to impact the lives of
disabled people. This critique stems from concern of what the social model offers disabled
people, with there being a feeling amongst those who criticise the model that impairment is

not adequately acknowledged. An example of this can be found in Crow’s (1992) argument:
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‘as individuals, most of us simply cannot pretend with any conviction that our impairments
are irrelevant because they influence every aspect of our lives’ (ibid: 7). Shakespeare (2013)
offers some suggestions for the theorising of disability moving forwards. Building on the
criticisms around the overlooking of impairment, Shakespeare calls for an understanding
which sees the two as a ‘fluid continuum’ as opposed to a ‘polar dichotomy’ noting how it is

‘difficult to say where impairment ends and disability starts’ (ibid: 26).

Shakespeare’s critique can be seen to overlook learning disability, a criticism that has been
levelled at the social model and disability studies more widely (Stalker, 2012). Chappell et al
(2001) argue learning disability ‘has been tagged on only as an afterthought in much of the
literature generated by the social model’ (ibid: 46). In previous work regarding the
impairment/ disability debate Chappell (1997) expressed concern that the impairments being
discussed were located solely in the body. This said, the social model offers an interesting
perspective in the theorising of learning disability. Returning to Shakespeare’s criticism of the
model, learning disability provides a difficult challenge to this argument as it can be argued to
be socially constructed, even from an impairment perspective (Goodley and Rapley, 2002).
For Goodley (2001) this is an important consideration as often people with learning
disabilities have actions ascribed to their ‘impairment’ even if this is not the case. This
changes the role the social model plays and therefore it is important for scholars to sit with

this potential ‘puzzle’ around the extent of the social construction of learning disability.

A further criticism levelled at the social model is one of overlooking the experiences of
individuals in favour of a structural focus. Mallett and Runswick-Cole (2014) refer to this as a
focus on ‘shared experience of oppression and discrimination’ (ibid: 123). This is not to say
this focus is not relevant or important, but it can be argued individual stories of disability are

overlooked in a model that focuses on structural factors. Thomas (1999, 2007) in their ‘social
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relational model’ offers a helpful distinction between ‘barriers to being’ and ‘barriers to doing’,
which allows for engagement with the psycho-emotional aspects of disablism alongside
structural factors. This does not mean a social model framework does not offer insight into
individual experiences, for example Goodley (2001) reflects on stories gathered from people
with learning disabilities which they believe shows them ‘doing the social model’ through their
actions. These stories of the social model in practice offer a clear place for narrative
methodologies in critical disability studies alongside social understandings of learning
disability. Whilst the social model is not without shortcomings, it can be seen as offering
interesting insight in theorising learning disability, especially when read alongside more
recent developments in understanding. Recognising critical disability studies as engaging in
theoretical ‘open-ness’ (Goodley et al, 2019), the importance of the social model can be
acknowledged whilst also being mindful of where it falls short or can be ‘pushed’ forwards

(Shildrick, 2013; Owens, 2015), as will be discussed more in the following section.

The cultural model of disability places disability as a social construction, captured by Mawyer
(2007) in their reflection that disability ‘signifies to many scholars in disability studies a social
standing and a web of cultural meaning rather than actual physical or mental ability’ (ibid:
64). Through this we see the role of cultural narratives in how disability comes to be
understood. This is highlighted in Mallett and Runswick-Cole’s (2014) overview of the key

arguments of the model:

‘Bodies are not objectively ‘good’ or ‘bad,’ or ‘normal’ or ‘impaired’; rather, views
about bodies are the product of complicated cultural processes and practices that
shape thinking about bodies within a particular historical moment and context’ (ibid:

23)
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This understanding ties to the previously discussed notions of ‘ideal bodies and minds’ with
cultural understandings often being centred around discussions of ‘the norm’. For example
Davis (1995) reflects ‘to understand the disabled body, one must return to the concept of the
norm, the normal body’ (ibid: 23). Similarly, Michalko (2002) argues disability is built on
understandings of ‘normal’, with that which deviates from this understood culturally as a
‘problem’. Crip theory can be seen to draw on this, with McRuer’s (2006) conceptualisation of
disability in relation to ‘non-identities’ speaking to cultural understandings. These discussions
lead us to theorising learning disability, with the cultural model informing much of the work

around this topic as will be explored in the following section.

Theorising learning disability

As was shown in the reflections on crip theory and the social model, learning disability is in
many cases an under theorised part of disability studies (see Chappell 1997, Walmsley 2001
and Stalkers, 2012 for context). For Consenza (2010) ‘disability studies and activism tends to
focus on the cultural production of disability visually marked on the body’ ... ‘There is a
discipline divide between disability studies and learning disability research’ (ibid: 8). Similarly,
Docherty et al (2010) places people with learning disabilities at the bottom of their perceived
‘hierarchy of impairments within the Disabled People’s Movement’, a reflection which
Stalkers (2012) argues makes clear the need for more theorising around learning disability.
Whilst this chapter has acknowledged how we can draw on ideas from crip theory and the
social and cultural models, it is important to recognise the need for specific theorising of
learning disability. This section builds on the understandings outlined so far, focusing on

learning disability specifically.

For Goodley (2023) the theorising of learning disability needs to emphasise the consistent

place of ‘being human’ at the centre of scholarship, with this being essential in achieving
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depathologising and decolonising narratives. They argue ‘researchers, scholars and activists
in the field of critical disability studies have epistemological, ontological, methodological,
moral and political duties to take seriously the human praxis of People with Learning
Disabilities’ (ibid: 180). Taking this as a foundation of theorising learning disability, we can
then turn towards the thinking around what learning disability is. Echoing the ideas discussed
around dis/ability (Goodley, 2014) and crip theory (McRuer, 2006), Yates et al (2008) raise

learning disability as a social construction stating:

‘Learning difficulties [sic] is not an essential pathology whose true nature resides
outside discourse or a ‘condition’ about which we can unproblematically amass
absolute knowledge. It is a discursively constituted object, related to concepts of
‘mental abilities’ that emerge as particular types of problems at particular times’ (ibid:

253).

This reading of learning disability links to the discussion around the social and cultural
models, in particular the act of overlooking impairment. On this specifically, Goodley (2001)
argues we need to understand learning disability as a ‘fundamentally social, cultural, political,
historical, discursive and relational phenomenon’ (lbid: 210). This raises the notion of
impairment, in some cases, being a social construct (Goodley and Rapley, 2002). Here,
cultural understandings are also introduced, echoing Mawyer’s (2007) reference to a ‘web of
cultural meaning’. Similarly, in their work on learning disability and inclusion phobia Goodey
(2016) unpacks the term touching on the ‘social, cultural, political, historical, discursive and
relational’ aspects which Goodley (2001) refers to. Goodey (2016) critically asks the question
‘what is real about learning disability?’ (ibid: 3). If it is the result of how we understand
intelligence, Goodey argues intelligence is solely a ‘claim to status’ (ibid: 40) stating ‘when

we say intelligent, we mean better’ (ibid: 40). In a context of neo-liberal ableism, this
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argument raises important questions about what the category of learning disability really
does, with Goodey taking it to a constructionist conclusion. For Sleeter (2010) there is a
concern around the acceptance of the term, or label, with little critical engagement around it.
They argue ‘in accepting commonly-used categories for children, we also tacitly accept an
ideology about what schools are for, what society should be like, and what the ‘normal’
person should be like’ (ibid: 211). This argument echoes Taylor's (1996) reflection on
learning disability being the result of educational systems that ‘test and classify children’.
Considering the previous discussions in this chapter, we can see how the conceptualisation
of ‘normal’ being drawn on here sit with those offered in cultural and crip understandings of
disability, echoing the ‘ideal type’ (McRuer, 2006) or the ‘able bodied subject’ (Goodley,
2014). Further, these discussions relate clearly to the cultural model of disability and the

questions of the reality of learning disability (Mallet and Runswick-Cole, 2014).

Learning disability is often understood in relation to the ‘ideal mind’ or ‘normate’
(Garland-Thomson, 1997), situated as an outsider identity in the process. This is taken
further by Mallett and Runswick-Cole (2016) who reflect on the role of ‘normal’ within
impairment labels. They refer to the ‘normal abnormal’ to describe the narratives of ‘normal’
disability. Often rooted in medicalised understandings, these shape how we expect disabled
people to be and raise the potential implications of an individual’s impairment not matching
up with these expectations. Further, they speak of the ‘urge to know impairment’ addressing
the wider cultural interest in ‘what’s ‘wrong’ with a person with an impairment’ (ibid: 95). Both
the normal abnormal and the urge to know impairment are presented as means of ‘making

sense’ of impairment, they draw on the work of Davis (2008) arguing:

‘Impairment labels are not just helping to classify and explain diversions from

‘normal”, but by marshalling the vastness of humanity into discrete “categories of
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existence” (Davis, 2008), those “categories” go on to provide new sets of norms for
what it means to be within the specified sub-category. In other words, medical
diagnostic categories provide, and are used as, essential tourist information for those
travelling to or through the land of impairment’ (Mallett and Runswick-Cole, 2016:

110).

Here we see how discourses of ‘normal’ play a central role in how we understand learning
disability, both initially as outside of the ‘normal’ and then further within the impairment labels
themselves. The positioning of learning disability outside of the ‘normal’ brings with it the
potential for disruptive, celebratory readings, such as those offered through crip theory
(McRuer, 2006; Lofgren-Martenson, 2013) or Garland-Thomson’s (2011) reflections around
‘misfits’. These understandings offer generative readings of ‘non-normalcy’ that further
cultural understandings of disability. Considering these, it is important to also note the
potential implications of falling outside what is considered ‘normal’ (Vehmas and Watson,
2016). For example Ktenidis (2022) highlights the risks associated with not fitting in, focusing
on the experiences of disabled people in school. Critiquing the often celebrated rebellious
‘non-conformity’ of youth, Slater (2016) argues that there is privilege attached to being able
to not conform stating ‘the only way to safely live a youthful non-normativity, it seems, is to fit
into various other normative constructions’ (ibid: 38). These examples reinforce Goodey’s
(2016) call for considering ‘alternative norms’ as opposed to ‘abnormality’, offering a fluid

definition of ‘normal’ that celebrates difference as diversity.

Family sociology: Practices and display

To explore the experiences of siblings of people with learning disabilities, this thesis will draw

on theories from family sociology. This section of the literature review unpacks the concepts
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of family practices (Morgan, 1996) and display (Finch, 2007). This is followed by discussion
of how siblinghood is conceptualised, focusing on what makes sibling relationships complex
and unique (Davies, 2023), the backstage nature of sibling relationships (Punch, 2008) and

Hayley Davies’ (2015a) concept of the ‘emotional tightrope’.

Morgan’s (1996) concept of ‘family practices’ argues that family is the result of actions that
build over time, taking on meaning. Family is understood as something that is ‘done’, it is

this:

‘focus on doing, on activities, [that] moves us away from ideas of the family as
relatively static structures or sets of positions or statuses. Family actors are not
simply persons defined as mothers, fathers and so on but they can also be seen as

‘doing’ mothering or fathering’ (ibid: 6).

Morgan argues that family is not a fixed social institution and offers a theorisation that moves
away from the ‘ideological baggage the term family brings with it' (Morgan, 1996: 37). Family
practices are therefore presented as how we ‘do’ family, with Morgan noting that these are
both culturally informed and particular to specific households. Smart (2007) refers to this as
part of a ‘cultural turn’ in how sociology explores family with the focus becoming the
everyday. For Morgan this everyday interest is understood ‘both in the sense of those
life-events which are experienced by a significant proportion of any population (partnering,
parenting, sickness, bereavement) and, equally, those activities which seem unremarkable’
(Morgan, 2011: 6). It is also important to note that whilst family practices moves away from
understandings of family as a ‘structure’, practices in themselves are often informed by wider
structural understandings. Widmer et al (2008) noted this, arguing ‘family practice’ fails to

‘convey the fact that family relationships, because of their complexity, are likely to remain
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highly patterned and embedded in the social structures of late modernity’ (ibid: 3). In their
later work, Morgan (2011) reflected on this arguing that the fact that family is ‘done’ is not
always linked to choice, noting how practices are often ‘performed in a routine,
taken-for-granted manner’ (ibid: 66). They note gender and social class as examples of how

practices can reproduce wider structural factors.

Finch (2007) builds on Morgan’s work through the concept ‘family display’, which argues
alongside being something that is ‘done’ family is also ‘displayed’. Finch provides the

definition:

‘Display is the process by which individuals, and groups of individuals, convey to
each other and to relevant audiences that certain of their actions do constitute ‘doing
family things’ and thereby confirm these relationships are ‘family relationships” (ibid:

66).

From this we see that family display applies between those within a ‘family’ and then also to
audiences outside of it, and it can be understood as context dependent in many cases.
Through this family display, people are able to show wider audiences that their family ‘works’
(Finch and Mason, 1993). Morgan (2011) builds on this, noting how the place of display
varies depending on circumstances, with potentially ‘non-normative’ families seeing a greater
need to display that their family ‘works’. For example, Jones and Hackett (2011) note the
importance of family practices and display in adoptive kinship relationships. Gabb (2011) ties
display to questions of legitimacy noting how ‘research affords meaning to certain displays
and in doing so renders ‘others’ effectively meaningless within the public domain’ (ibid: 39).
In this regard it is clear how family practices and display can reinforce normative ideas of

family. Whilst we must recognise this normativity, the fluidity found in the concepts can also

offer potential for new understandings of family when viewed through a critical disability
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studies lens. For example, Thomas (2021) refers to families of disabled people ‘cripping’
normative expectations of family. Through this we can consider the potential for display and
practices that are inclusive and centre disability. This reading echoes Walsh et al’s (2020)
understanding of the ‘transgressive potential to broaden hegemonic norms around family’
(ibid: 356). This ‘transgressive potential’ requires understanding from the audience with
Walsh et al arguing successful family display is often tied to certain types of ‘family’. Dermott
and Seymour (2011) similarly note the role of the audience, drawing on the importance of an
audience that ‘gets it’ for this display to be effective. This is also the case for family practices,
with Morgan (2011) arguing they are ‘shaped by legal prescriptions, economic constraints
and cultural definitions’ (ibid: 7). Thinking about interactions in public and disability, it is clear
how whilst family display can be radical and offer ‘new imaginaries of family’ (Rapp and
Ginsburg, 2011; Thomas, 2021) we can also see the potential for unsuccessful family display

which can lead to feelings of exclusion or discomfort (Seymour and Walsh, 2013).

Conceptualising siblinghood

Alongside the considerations family practices and family display offer from a critical disability
studies perspective, this thesis is concerned with family sociology that focuses specifically on
siblinghood. Classic understandings around being a ‘good’ sibling, and the expectations
these can generate (Davies, 2023), are often exclusionary and ableist when explored
through a critical disability lens. Gillis (1996) argues that these expectations stem from
tensions between what people want their family to be, and how it is in reality. Whilst Gillis
(1996) is not speaking directly to the ableism embedded in these understandings the point
still stands. Family sociology offers the potential to unpack, and critique, normative
understandings of being a ‘good’ sibling. For example, Davies (2023) argues that
expectations play a strong role in how we understand our sibling relationships stating ‘we do

not just live with our sibling relationships, we also live with the idea of siblings’ (ibid: 112).
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Davies goes on to explain how siblinghood is a relationship that is understood through
normative framings, drawing on May’s (2019) notion of ‘temporal scripts’. For May (2019)
temporal scripts ‘set out social norms that describe how we ‘should’ grow up and grow older’
(ibid: 87). These notions of how we ‘should’ grow up can be seen to quite explicitly align with
ideas of ‘ability’ (Thomas and Sakellariou, 2018), with Davies (2023) arguing that having a

sibling that does align with these expectations can evoke strong emotional reactions.

When considered alongside disability, in many cases these normative frameworks do not
apply and at times are actively rejected (McRuer and Wilkerson, 2003). Returning to the
discussions of disability theory, we see that learning disability is often understood in
contention with the ‘normal’ (Sleeter, 2010; Goodley, 2014). These expectations of what
makes a ‘good’ sibling similarly draw on cultural understandings that, as we know, are
unlikely to be inclusive of learning disability. This becomes apparent when research into
siblinghood and learning disability is unpacked, with commonplace framings around
outcomes for non-disabled siblings pointing to a presentation of learning disability as
‘outside’ the expected sibling experience (Meltzer and Kramer, 2016). Whilst critical of the
role of normativity, Davies (2023) makes clear the importance of expectations of siblinghood
in how we make sense of our lives. As was outlined in the thesis introduction, Meltzer (2018)
argues that the focus on where siblings do not align with expectations contributes to deficit

understandings of learning disability and siblinghood. They argue:

‘Sibling disability research has traditionally defined the relationships between siblings
where one has a disability by what they are not- that is, when compared to the
normative view of relationships between siblings where neither have a disability,
sibling relationships that include a person with a disability have traditionally been

found wanting or damaged in comparison’ (ibid: 1228).

40



Cebula et al (2025) similarly note how research around siblinghood and learning disability
often focuses on the non-disabled sibling’s ‘adjustment’ and with this there is little scope for
nuanced understandings of siblinghood to be presented. Returning to family practices and
display (Finch, 2007; Morgan, 2011) we see further potential to explore family through how it
is ‘done’. This conceptualisation allows for crip readings of alternative family practices or

‘different norms’ (Goodey, 2016) to be explored.

Sibling relationships can be seen as unique and complex (Davies, 2023) which brings with it
important considerations for theorising. Rittenour et al (2007) capture this nuance arguing
‘unlike romantic or platonic relationships, the sibling relationship is one in which the
participants express liking and loving for each other while simultaneously engaging in
antisocial relational behaviours’ (ibid: 170). The authors note that this comes with almost an
‘obligation’ of closeness placed on siblings from a young age, which has implications over
the life course. This idea of obligation is reflected in Smart’s (2007) idea of family ties as
something that we would struggle to ‘shake off’ due to the ‘embedded relationships’ that build
understandings of family and the ‘stickiness’ this brings. Davies (2015b) develops this
concept of ‘stickiness’ with regards to siblinghood specifically, arguing the relationship's
lateral nature plays a core role in how we shape our understandings of the self. Drawing on
Carsten’s (2003) concept of ‘related-ness’ and Mason’s (2004) of ‘relationality’, Davies notes
how comparisons between siblings, both from others and themselves, can play an important
role in shaping our identities. Considering disability here provokes an interesting question
around how this comparison is understood when one of the siblings has learning disabilities.
In these moments, commonplace practices of comparisons, which are often rooted in
developmentalist narratives (Garbriel, 2021), would potentially have to be approached

differently (Dyson, 2003).
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This relationality is central to sibling relationships, with Mason and Tipper’s (2008) research
exploring young people’s understandings of family showing this. They reflect that ‘children
and young people are often creative about who they include in definitions of ‘my family” (ibid:
441). This rejection of ‘biology’ is also shown by those interviewed rejecting prefixes of ‘step’
and ‘half’ as they felt they implied a lesser relationship. This creativity in defining families
makes clear how ‘siblings are made by far more than genetics’ (Davies, 2023: 54). These
reflections highlight the relational aspects of how we understand those around us and how
whilst there may feel an ‘obligation’ to a sibling relationship in some sense it is still a
relationship that is built on experience and not a solely biological one. This relationship
requires work, something that is particularly clear in research that explores sibling
relationships into adulthood (Rittenour 2007). Indeed, it has been argued that there are
similarities between friendships and sibling relationships, particularly as we age in how we
look for support and lean on both siblings and friends (Sherman et al, 2006). This echoes
Lockwood et al’'s (2001) findings around the expectation of sibling relationships sharing
qualities with friendships. Gilligan et al (2020) draw on Bedford and Avioli’s (2012) reflections
on how sibling relationships often become more positive with age to further this argument
around sibling support. They note the comfort that siblings can bring, particularly in

adulthood, with shared history being a central factor.

A further consideration of sibling relationships is that they often transcend multiple social
settings such as home (Punch, 2008), school (Davies, 2019) and in some cases friendship
groups (Sherman et al, 2006). These examples place siblinghood within the ‘everyday’,
which as previously discussed, is often the location of ‘unremarkable’ events (Morgan, 1996).
For Punch (2008), the complexity and nuance (Davies, 2023) comes in part from this

‘backstage’ everyday-ness of the relationship. The backstage is a concept from Goffman’s
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(1969) reflections on performance and identity management. Goffman’s ‘dramaturgical
metaphor’ of stages differentiates between the ‘frontstage’, live interactions between people,
and the ‘backstage’, a place ‘the performer can relax; he can drop his front, forgo speaking
his lines, and step out of character’ (Goffman, 1969: 115). Punch (2008) argues that the
backstage nature of sibling relationships creates a situation in which one can ‘engage in a
backstage informal presentation of self without fear of the consequences of putting on an
unpolished performance’ (ibid: 341). This ‘unpolished performance’ has many different
outcomes, creating what Hayley Davies (2015a: 80) terms an ‘emotional tightrope’ where
siblings navigate, and balance, close and loving relationships alongside more visceral
emotions such as arguing and fighting. Through this conceptualisation we can understand
the ambiguity and ‘conflictual closeness’ that has been ascribed to sibling relationships
(Winther et al, 2015: 58). The notion of the ‘emotional tightrope’ and the ‘backstage’ will be

returned to in the following sections.

Exploring the everyday

This thesis’ aims and objectives can be seen to engage with the everyday throughout. As
has been shown in this chapter, the family sociology and critical disability studies literature
this work draws from is often framed around everyday understandings of siblinghood and
learning disability. The rest of the literature review goes on to explore themes of research
that specifically fall within ‘everyday’ experiences. This section offers a short overview of

everyday sociology that aims to ground the project within wider discussions around this area.

Discussions of the everyday can offer insight into the wider structures and processes that
make up society. For Pink (2012) it is ‘where we make our worlds and where our worlds
make us’ (ibid: 5). She goes on to define ‘the everyday’ as ‘the practices, technologies and

localities through which life is lived and indeed through which culture is produced’ (ibid: 9).
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This can be read alongside the discussion of family practices (Morgan, 2011), which are
placed within the everyday as the ‘unremarkable’ events and occurrences that constitute
‘doing family’. Robinson (2015) expands on this, noting how we see ‘the making and
remaking of particular relationships through the mundane and the extraordinary aspects of
everyday life, in a dynamic process of interaction’ (Robinson, 2015: 916). These examples
make clear the importance of the everyday in understanding family life. This boundary
between the mundane and the extraordinary is further blurred in the work of Neal and Murji
(2015) who argue ‘everyday life social relations, experiences and practices are always more
than simply or straightforwardly mundane, ordinary and routine’ (ibid: 812). Through these
understandings we begin to see how the everyday is a key site where the social is
constituted. This highlights its importance to the thesis, with siblinghood being a relationship

that sits within the everyday clearly (Punch, 2008; Davies, 2023).

Considering the focus of this thesis, the everyday can be seen as an avenue through which
to explore marginalised experiences. For example Back (2015) reflects on the way class is
constructed through everyday routines. Ghisleni (2017) similarly reflects on gendered
experiences arguing ‘the framework set up by sociologists of everyday life has provided
useful tools with which to deconstruct the gendered character of ordinary conducts’ (ibid:
541). As was discussed earlier in this chapter, learning disability can be seen as a
‘discursively constructed object’ (Yates et al, 2008: 53), with Mawyer (2007) referring to a
‘cultural meaning’ attached to the label. These examples can be read alongside Pink’s
(2012) reference to the everyday as where ‘culture is produced’ (ibid: 9) to draw out its
importance when discussing learning disability and family life. Further, Neal and Murji (2015)
refer to ‘the dichotomy of the everyday conceived as a site of resistance and/ or a site of
normativity’ (ibid: 817). It is important to note the reference to the everyday as a site of

‘normativity’, and the potential this offers to further understandings of ‘alternative norms’
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(Goodey, 2016) as discussed earlier in this chapter. Alongside this, the reference to
resistance in Neal and Murji's (2015) reflections reinforces the importance of the everyday in
discussions of marginalised experiences. Pink (2012) similarly refers to ‘the everyday as a
site for change and for activism’ (ibid: 5). This aligns with the political nature of crip
approaches (McRuer, 2006) and critical disability studies (Goodley, 2013) more widely.
Through this we can consider how an interest in the everyday can offer insight into
marginalised experiences both at the micro and structural levels (Back, 2015; Moran-Morby

et al 2024).

Disability in the everyday: Parent narratives and public space

As has been discussed, sibling relationships can be seen as rooted in the everyday, and

through engagement with disability in the same context we can further unpack where this
thesis sits within wider literature. Alongside this, disability offers the potential to challenge
understandings of the human and the everyday (Goodley, 2021). This section will explore
this, drawing on reflections on parenting disabled children alongside discussion of stigma

and disability in public.

The experiences of parents of disabled children provide a narrative that runs alongside those
of siblings, touching on ideas of family and inclusion. Thomas (2021) builds on affirmative
readings of disability and crip theory to explore the role parents play in challenging dominant
deficit narratives about their children. These reflections often centre around normative
expectations of children, with parents in Thomas'’s research keen to highlight their children
as having ‘normal’ childhood experiences. Whilst this could be seen as problematic in the
pursuit of ‘normal’, Thomas’ draws on Kafer’s (2013) notion of ‘cripping’ to argue ‘recognising
that disability can, for parents, coexist with normative notions of ‘the good life” (ibid: 455) is

in itself a ‘crip act’. This ‘cripping’ of normative family expectations can be seen to reflect
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Finch’s (2007) concept of family display and the aim of showing audiences ‘this is my family
and it works’ (ibid: 70). Through Thomas’ (2021) presentation the act of showing my family
‘works’ becomes almost simultaneously ‘normative’ and radical. This sentiment is found in
Stainton and Besser’s (1998) siblinghood research which concludes ‘if anything, with the
exception of the impact of external opinion, it shows the difficulty in generalising about
‘families with an intellectually disabled child’ as distinct from families in general’ (ibid: 64).
Thomas (2024) argues this reflection of normativity from parents, whilst providing generative
understandings of disability, also highlights a tension between what Rapp (1999) terms
‘sameness and difference’ (ibid: 293). This tension is in recognition of ‘normal’ as meaning

different things to different families, a sentiment furthered by Rapp and Ginsburg (2011):

‘Parenting with a difference [sic] first reverberates through family life, creating new
understandings’... ‘over time many use the idioms available to them to reach out
beyond the world of kinship to forge a new arena of public intimacy where atypicality

is the norm’ (ibid: 406)

Returning to the discussions of ‘normal’, we see here the fluidity of the term as applied to our
own lives. Rapp and Ginsburg speak to the ‘reverberations’ having a disabled child can bring
becoming ‘normal’ for families as it comes to be a central part of their daily lives. Once again,
we see Goodey’s (2016) distinction between ‘different norms’ and ‘abnormal’ coming through

in these reflections on parenting and familial norms.

Thomas (2024 ) draws on the work of Garland-Thomson (2005a) arguing parent narratives
aligned with an understanding of disability as ‘human variation’ as opposed to ‘an inherent
inferiority, a pathology to cure, or an undesirable trait to eliminate’ (ibid: 1557). The

reflections of Thomas’ (2024) participants echo Garland-Thomson’s (2002) understanding of
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the ‘essential human-ness’ of disability. This is shared by Runswick-Cole and Ryan (2019)
who argue for many parents it is ‘not their children who need fixing but the world around
them’ (ibid: 1129). This sentiment of ‘familial inclusion’ is evoked in the memoir of Jan Grue

(2021) who reflects on the possibility of another world, a truly inclusive space to exist in:

‘The closest | have come to another world is my family. The one into which | was born
and the one | have received as a gift. The one | have been gifted is the one | have

created. It is a fiction, it is an empty space in the world.’ (ibid: 215)

Whilst Grue is physically impaired, it is possible to take their reflections, alongside those
previously discussed, and to see the potential of family and home to provide a space where
the ‘normal’ (Rapp, 1999 and Thomas, 2024) is the inclusion for people with learning
disabilities. A similar argument is made by Kittay (2001) who notes ‘connections with family
members are often the only shield against the slings and arrows of an uncaring society’ (ibid:
571). This is not a flawless image, and of course there is not a clean distinction between
home and ‘wider society’, but when reflecting on how siblings understand and engage with
disability it provides a space in which disability is part of a wider everyday ‘normal’. This is

something that will be returned in the later sections of this chapter.

Alongside the place of support services and austerity referenced in Runswick-Cole and
Ryan’s (2019) reflections on changing the ‘world around’ disabled children, there is the
everyday aspect of being out in public. Moyson and Roeyers (2012) note the stress that can
come from feeling as though the outside world does not appreciate your sibling. This
sentiment is found also in Petalas et al's (2009) research where they reflect on the work
siblings have to do in dealing with ignorant members of the public. Examples of the problems

that can arise in public interactions are ‘patronising talk’ (Fox and Giles, 1996) and ‘staring’
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(Blum, 2015). ‘Patronising talk’ encompasses a number of interactions that can be
commonplace when people with learning disabilities engage in public life, including ‘baby
talk’, depersonalising language, and addressing others in place of a person with learning
disabilities (Fox and Gilles, 1996). Staring manifests in two main ways: ‘interested gawking’
at someone perceived to be different or behaving ‘unusually’, and also ‘surveillance’ glances
and looks which act to show disapproval at someone's behaviour (Ryan, 2010). With regards
to the first type, Barr and Mcleod’s (2010) research into siblings of disabled people’s
experiences in public highlights the impacts of being stared at. They call for more work
addressing these ‘sometimes upsetting and stressful’ encounters, noting how families have
to rely on developing strategies to manage this difficulty. They draw on the work of
Opperman and Alant (2003) to argue for a more society-wide approach which encourages

inclusion.

For Grue (2021) staring sees one situated within ‘a narrative that has already been written,
and that is told by others' (ibid: 48). This echoes Barr and Mcleod (2010) and reflects the role
of deficit narratives within wider understandings of disability. Research has also captured the
acts of resistance to ‘staring’, with Ktenidis (2022) for example exploring how people with
dwarfism counter systemic violence and bullying in school. Eisenhauer (2007) notes how
performance art can be used to challenge ableism, calling for affirmative approaches to
disability in classrooms which ‘challenge the objectifying and limiting practice of just looking’
(ibid: 20). Alongside staring as ‘interested gawking’, is that which Ryan (2010) refers to as
surveillance, noting how ‘parents experiencing this type of stare or comment articulated a
spoiled identity; they feel that people thought they were poor parents’ (ibid: 873). This ties
into wider reflections around ‘invisible disabilities’ in public, with Blum (2015) echoing Ryan’s
reflections on how these stares and glances from other parents work to show their

disapproval of your ‘naughty child’. Thomas (2024) draws on the work of Landsman (2009) to

48



argue that this ‘in/visibility’ can play a role in how parents' manage to advocate for the

‘personhood’ of both them, and their children.

These accounts of navigating disability in public spaces lead into discussions around
courtesy stigma (Goffman, 1990), or ‘disability by association’ (Burke, 2010). These concepts
refer to how those associated with someone who experiences stigma experience it alongside
them. Goffman has seen much critique within social science (See Tyler, 2020 for a
comprehensive critique). In disability studies this critique has centred around ‘his detached
and othering tone, flattened language, short-circuiting of stigma’s operations, assumption of
disability as deviance, oversight of what is meant by ‘norms’, and his apolitical, ahistorical
and essentialist analysis’ (Thomas, 2021: 452). Whilst acknowledging Goffman’s
controversial role in the field of disability studies, the idea of courtesy stigma has been
present in discussions around disability and family (Ryan and Runswick-Cole, 2008). Burke
(2010) refers to ‘disability by association’ in their research around siblings of disabled people.
Scardava (2023) explores this in the case of siblings of young people with learning
disabilities, outlining the multitude of ways in which this stigma can manifest. They conclude
that stigma ‘has become a weapon to keep people with disabilities [sic] and their family
members on the edge of society by perpetuating their otherness’ (ibid: 14). This othering of
family members, alongside disabled people, highlights the importance of considering ideas

around ‘disability by association’ when exploring sibling experiences.

Learning disability and siblinghood in the everyday

This section of the literature review explores four themes that fall within the focus of the

research questions, which are repeated here:
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How do young adult siblings (aged 18-32) of people with learning disabilities make

sense of their childhood experiences of family life?

How do siblings of people with learning disabilities conceptualise disability, family and

sibling relationships?

In what ways might counter-narratives of siblings problematise dominant pathological

models of disability in families?

The questions speak to the everyday of growing up with a sibling with learning disabilities.
The four themes focused on in this section are humour, home, conflict and sibling care.
These will be unpacked to highlight the debates on these topics from both critical disability
studies and family sociology perspectives with the aim to give insight into understandings of

siblinghood and learning disability in the everyday.

Humour and wh funny?

Humour is an important part of family life for many (Fiadotava, 2021), with the positive
connotations it brings seeing it ‘highly appreciated and often preferred over other modes of
communication’ (ibid: 16). Humorous stories often become family stories, retold again and
again over time, creating a ‘shared family humour style’ (Everts, 2003). For siblings, humour
can be slightly different as the backstage nature of sibling relationships (Punch, 2008) lends
itself to humour that pushes boundaries, sometimes being provocative. It is clear how this
joyful yet at times provocative aspect of sibling relationships echoes Davies’ (2015a) ideas
around the ‘emotional tightrope’. Humour and disability is a potentially controversial topic due
to the commonplace role of jokes with disability as the punchline (Cumberbatch and Negrine,

2022). When considering sibling experiences of learning disabilities in an everyday context it
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is inevitable that joking and humour will come up, and this is something that, as a researcher,
must be approached with careful consideration. This section will explore humour, sibling
relationships and disability in the hope to lay the groundwork for a comprehensive analysis of
participant accounts that allows space for ‘shared family humour styles’ to come through

(Everts, 2003).

The joy that humour can bring is something that is reflected in the family sociology literature
with humour seen as a key part of children’s social lives (Bergen, 2006). The relationality of
siblinghood is reflected in this literature with children’s understandings of what is funny often
being influenced by their family. An example of this is found in Paine et al’s (2019) research
where it is argued ‘siblings’ shared experiences and knowledge of family life appeared to
form a basis for co-constructed, reciprocal humorous exchanges’ (ibid: 347). Similarly,
Whalen, Doyle and Pexman (2019) argue that children’s understanding of sarcasm and irony
is often stronger amongst family members and people they know well. This literature shows
how humour between siblings is something that is expected and, in many cases,
encouraged. Further it can be seen to have wider implications such as managing conflicts
(Campbell et al, 2008) and maintaining ‘family social health’ (Brooks et al, 1999). Carter and
Davies (2024) refer to ‘family humour practices’ as integral to ‘how families build and
maintain valued relationships’ (ibid: 14). Considering family display, Finch (2007) speaks of
narrative and stories as potential ‘tools’ in display both within families and to outside
audiences. The connection between humour and family stories (Everts, 2003) offers an

understanding of humour as something that can contribute to family display.

When read alongside Punch’s (2008) reflections on the backstage nature of sibling

relationships it is clear how sibling humour could push boundaries and potentially move into

more murky spaces. Punch argues that backstage relationships are characterised by ‘a
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joking manner and openness of expression’ (ibid: 336). This relaxed ‘openness of

expression’ can see joking that moves to more sinister territory at points:

‘Teasing lies on a perilous boundary between aggression and play and can increase
intimacy and integrate members into groups or through subtle changes of form

become a vehicle of victimisation and ostracism’ (Keltner et al, 1998: 1244).

This is echoed in Lampert and Ervin-Tripp’s (2006) reflections on teasing between friends
where they argue ‘teasing is only possible in a group whose members know each other well
enough otherwise, it could be perceived as an insult’ (ibid: 55). For the authors teasing, when
done between a close group, can be a sign of a strong relationship. Returning to Davies’
(2015a) emotional tightrope we see how humour sits within this, with intimacy and integration
on one side and victimisation and ostracism on the other. Whilst acknowledging the joy
humour can bring to families it is important to recognise the potential for tensions and
difficulties to arise from it. Harwood (2010) notes that in some cases sibling teasing can be
more sinister than it might initially appear. Further, humour can be used to exert power or
control over social status, with humour being a means by which ‘out groups’ are created
(Billig, 2005; Carter, 2019). Sibling humour therefore can be seen to reflect Punch’s (2008)
argument of siblinghood as a ‘dynamic relationship which can switch almost simultaneously

between being a positive and negative experience’ (ibid: 342).

Shifting the focus to disability, it can be said that humour and disability is a potentially
controversial topic. This is due to disabled people being the ‘butt’ of jokes in a number of
areas such as film, TV, stand-up and socially (Cumberbatch and Negrine, 2022). Reflecting
on this, Reid, Stoughton and Smith (2006) differentiate between ‘disabling humour’ and

'disability humour’. Disabling humour is seen as that which is ‘denigrating’ and could be
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considered to be ‘punching down’, whereas disability humour is that which ‘centres disability
or is offered by disabled persons’ (ibid, 631). Seeing humour as a part of the way we
construct our identities, Shakespeare (1999) notes the potential for disability humour to make
non-disabled people feel ‘at ease’. They argue that impairment can be ‘overwhelming’ for
strangers and therefore ‘the disabled person must find a way of acknowledging the
difference, showing that it is not important and that the interaction can now progress’ (ibid:
50). Whilst this framing of using humour to make non-disabled people feel comfortable
appears conformist, the sentiment has been revisited in work that explores the more radical
potential of disability humour. An example of this is Anesi’s (2018) research into disability
activism in Samoa, which explored the role of humour in engaging people in debates around
disability. Anesi argues that humour allows more difficult discussion points to be explored
without people feeling too uncomfortable to engage. For Smedema, Ebener and
Grist-Gordon (2012), disability humour has the potential to shift how people feel about
disability in a positive sense. They argue there is a crip element to disability humour viewing
it as ‘a means for comedians with disability [sic] to ‘come out’ through autobiographical
counternarratives that redefine the meaning of disability, promoting disability as a valid social
identity’ (ibid: 1433). There are echoes here of McRuer’s (2006) notion of ‘coming out crip’

with disability being celebrated as a positive ‘valid social identity’.

This idea of humour unlocking a ‘valid social identity’ highlights the politics of who is
considered to have ‘sense of humour’ and, more pressingly, who is not. Bertilsdotter
Rosqvist’s (2012) work on the common perception of autistic adults as ‘humourless’
highlights how this narrative is steeped in understandings of autism as ‘inhuman’ with
humour being seen as a ‘universal human ability’ (Lyons and Fitzgerld, 2004). Bertilsdotter
Rosqvist’'s (2012) challenges this by exploring counter-narratives which highlight the role of

humour in ‘constructing a sense of community and belonging among autistic people’ (ibid:
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245). In their systematic review of humour and people with learning disabilities, Chadwick
and Platt (2018) note how discussions are often framed around comprehension. This brings
with it the implicit assumption that people with learning disabilities do not ‘know’ why
something is funny. In both instances these understandings are unfounded, however the
notion of humour as a ‘universal human ability’ echoes the notion of ‘ideal type’ (Wendell,
1989). Within this, those who are seen as humourless or unable to ‘comprehend’ humour are
somewhat ‘less desirable’, and to take it further ‘less human’, than the humour-full majority.
The politics of these narratives becomes clear when read alongside previously discussed
ideas of ‘neo-liberal ableism’ (Goodley, 2014) and the pursuit of the ‘normal’ (Campbell,

2009).

With regards to the role of humour in sibling relationships where there is a disabled sibling,
there are questions around whether the non-disabled sibling can partake in disability humour.
Alongside definitions of disability humour, Reid, Stoughton and Smith (2006) discuss the
concept of ‘insider jokes’ where disabled people joke about disability. Insider jokes can serve
a number of purposes including the previously discussed identity management (Smedema,
Ebener and Grist-Gordon, 2012) and ‘crip humour’ with Reid, Stoughton and Smith (2006)
arguing the jokes work to ‘provide a bond for members of disability culture’ (ibid: 635). The
idea of insider humour brings with it questions around who is considered an insider, or a
‘member of disability culture’. Drawing on the previously mentioned discussions of ‘disability
by association’ (Burke, 2010; Scavarda, 2023) we see potential for family members to take
part in disability humour due to their shared lived experience. Considering the sibling
literature discussed earlier, Lampert and Ervin-Tripp’s (2006) distinction between teasing and
insults raises a point of interest regarding disability humour. They note that teasing is
something that requires all parties to know each other ‘well enough’ as without this context it

can cross into more abusive territory. Taken alongside Punch’s (2008) reflections on the

54



backstage nature of sibling relationships which can have ‘a joking manner and openness of
expression’ (ibid: 336) it is easy to see how ‘disability humour’ between siblings could occur.
Further, sibling humour is often presented as ‘co-constructed’ and ‘reciprocal’ (Paine et al
2019). Through this, there is potential even for humour that in other spaces might be
offensive or controversial to take on a different meaning when it is ‘teasing’ between two
close siblings. Of course, the other side of this reflection is one of humour that does cross
into ‘disabling’ and this is something that must be considered especially when read alongside
literature on sibling abuse (Kiselica and Morrill-Richards, 2007) and further the power and

privilege often attached to humour and determining ‘what’s funny’ (Carter, 2019).

Considering home as ‘comfortable’

Understanding proximity as a key tenant of many sibling relationships (Edwards et al, 2006;
Punch, 2008) we see the role of the home and more generally navigating ‘space’ as
important in how sibling relationships are enacted and experienced. Within disability studies,
the role of home for disabled people has been a point of much discussion bringing with it
questions around inclusion. ‘Space’ along with the home are concepts that have been
explored widely in sociology (Massey, 1994; Gieryn, 2000; Frehse, 2021) and recognising
the limitations of this thesis | will be focusing specifically on discussions of ‘family home’,
which will then lead into reflections on sibling conflict and sharing space with particular focus

on learning disability.

Key to this thesis is the role of home in how siblings negotiate their relationships, with this
being a central space in which sibling relationships are enacted (Smart, 2007; Punch, 2008).
For Easthope (2004) ‘homes are ‘places’ that hold considerable social, psychological and
emotive meanings for individuals and groups’ (ibid: 135) and for this reason we have to be

cautious of presenting a ‘rigid’ definition. Massey (1994) offers an understanding of ‘place’ as
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something we ‘actively make’. In thinking about the home as a ‘place’ we make, Coccia
(2024) understands it as a ‘moral reality’ alongside the material structure in which we reside.
Building on this they argue that the home is a site that is relational, in which we create and
maintain relationships. Smart (2007) explores this understanding stating home is ‘part of the
way people experience and make their relationships’ (ibid: 165). Massey (1994) similarly
argues ‘the singularity of any individual place is formed in part out of the specificity of the
interactions which occur at that location’ (Massey, 1994: 167). Boccagni and Kusenbach
(2020) refer to the home as a site of ‘normalcy’, touching on the notion of home as
‘comfortable’. For Mallet (2004) the home can be a space of relaxation and security, with
there being a chance to move away from the rules of outside spaces. This sentiment is one
that is seen often in literature (Chapman and Hockey, 1999), with the home presented as a
space distinct from wider society that ‘can offer a time and place to be free from the
expectations, risks and uncertainties that come to define social spaces’ (Burch, 2024: 969).
Stehlik (2017) notes how definitions of the home often centre around its opposition to the
outside, to what it is not. What these definitions point to, is an understanding of home as
relational, a space we make that moves past the material structure in which we live (Webber,
2023). It is important to note, and will be discussed in more detail in the following section,
how this is not a fixed space that fits this expectation consistently. For example Lowe and

DeVerteuil (2022) note how the home can also be a site of insecurity and discomfort.

Taking these understanding of the home and viewing them through a disability studies lens,
Imrie (2004) argues that commonplace notions of what makes a ‘home’ often do not give
thought to disability. They argue ‘disabled people often experience the home as a series of
‘disembodied spaces’, or places that are designed in ways that are rarely attentive to their
psychological and bodily needs and functions’ (ibid: 26). Dyck et al (2005) use the example

of care in the home often bringing with it a blurring of the privacy that is seen to be inherent
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with having your own space. Similarly, Annison (2000) acknowledges the importance of
home in how we maintain our social identity, arguing however that this is often overlooked for
people with learning disabilities. O’Brien (1994) refers to the role of a ‘sense of place’ as
important to how we make sense of our lives, again noting how this is often not considered
for people with learning disabilities. For Hall (2010) the question of belonging is often what is
overlooked in policy around housing for people with learning disabilities, they argue this can
only be achieved through the creation of ‘spaces of inclusion’. Alongside these
considerations of how home is made, research has also highlighted the question of choice in
where you live and how people with learning disabilities are often not afforded this (Bigby
and Fyffe, 2009; Vehmas and Mietola, 2021). These arguments make clear how we must be
cautious around notions of what the home ‘is’ and that of course, these normative

understandings will not apply for everyone.

Whilst we must acknowledge how home is not always a site of comfort and safety for
disabled people, it can for some also be a ‘space for refuge; a space that is not governed by
the strict rules and regulations of social encounters’ (Burch, 2024: 969). Cheshire et al
(2021) argue that compared to the unreliable outside, the home can be a secure space for
disabled people echoing wider conceptualisations as discussed above. Considering
relational understandings, and the importance of a space that is ‘secure’ we can begin to
consider how home can be a place in which inclusion is central (Rapp and Ginsburg, 2011),
understanding inclusion as linked to a sense of belonging in making a home (Hall, 2010).
Boccagni and Kusenbach’s (2020) placement of the home as a place of ‘normalcy’, and this
bringing with it a sense of comfort, offers further potential to this. If we take a more fluid
approach to the word ‘normal’, such as that which Thomas (2024) evokes around parenting a
disabled child, we can begin to see an understanding of this ‘normal’ that is rooted in

inclusion. The relational context of the home alongside this feeling of ‘normalcy’ tied to the
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space sees potential for the home to be distinct from wider cultural and social expectations.
Returning to Grue’s (2021) reflections on home as a space we can create and therefore
pursue inclusion through, we see further how this ‘normalcy’ of the home can be one where
inclusion is the ‘normal’ (Rapp, 1999). This is of course not something that comes without
question, and in many instances the home is not like this, with many factors playing a role in
how a home is ‘made’. This said, these understandings point to the potential for home to

become a space of inclusion for disabled people and their families.

Conflict and sharing space

When thinking about sibling conflict, the home can be seen as a key space where this can
occur, with the close proximity contributing to potential disagreements (Punch, 2008). Davies’
(2015a) concept of the ‘emotional tightrope’ reminds us of the contradictions that make up a
sibling relationship. These contradictions are apparent in the role of care, humour, conflict
and closeness and lead to a state of ‘conflictual closeness’ (Winther et al, 2015: 58). For
Davies (2023) these contradictions highlight the importance of ‘contextual understandings of
sibling relationships’ (ibid: 47), with the interactions of siblings being firmly rooted in their
families, practices and more. Sibling conflict and rivalry is of particular interest in wider
society. Edwards et al (2006) note the prominence of chapters on sibling conflict in parenting
books and Davies (2023) reflects on the high number of articles on the topic and references

in popular culture. This interest in sibling conflict also sits alongside an acceptance of it:

‘Sibling relationships are unique in the general societal agreement, at least in the

west, that conflict, even physical violence, can be a day-to-day part of a ‘normal’

sibling relationship’ (Davies, 2023: 79).
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Through exploring this acceptance of sibling conflict, including physical altercations, through
a disability studies lens some questions are raised about who is allowed the privilege of a

‘normal’ sibling relationship.

Sibling conflict is often understood as a part of growing up (Edwards et al, 2006), with
potentially aggressive or difficult interactions between siblings being seen as expected.
Davies (2023) refers to a ‘co-existence of annoyance and care’ (ibid: 54) whilst Allan (1996)
describes a ‘complex interplay of co-operation and conflict’ (ibid: 64). Reflecting on their
research, Sherman et al (2006) note ‘in our sample, some sibling relationships were still
characterised by relatively high levels of conflict. However, such conflict was accompanied
by relatively high levels of warmth in affect-intense relationships' (ibid:161). These
contradictory emotions capture what Gullgv et al (2015: 511) term the ‘ambiguous emotional
practices’ that everyday sibling interactions are made up of. This ambiguity manifests in
participants' reflections on more conflictual interaction between them and their siblings with
Gullgv et al (2015) reflecting ‘even when troublesome incidents are retold, in most cases we
register a tone of close connection and inseparability’ (ibid:81). The previously discussed
examples of teasing, and sibling humour more widely, highlight the ‘contradictory’ nature of
sibling interaction. Tensions can arise in situations where one sibling feels they are joking or
jokes that were agreed to be funny by both parties can take on a different meaning when
used in a different context. Even a ‘troublesome’ incident or joke can be transformed over
time into a funny family story that everyone, even the person on the receiving end, can laugh

about (Everts, 2003).

For Edwards et al (2006), sibling conflict is seen as an outcome of many of the factors that

are often associated with a ‘good’ childhood, which the authors describe as:
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a separate phase of life; a time of freedom from worries and responsibilities, of
spontaneity and happiness, and of cognitive and emotional development in

preparation for adulthood (ibid: 78)

They go on to draw on Elias’ (1994) reflections to note how this understanding of a ‘good’
childhood features space in which tension and conflict could develop. It is interesting to note
this reference to ‘cognitive and emotional development’ as a factor of a ‘good’ childhood and
the implications this has regarding ‘ideal types’ and Goodey’s (2016) reflections of
intelligence as meaning ‘better’. This understanding brings us back to Punch’s (2008)
locating of siblinghood in the ‘backstage’. They argue this is a space where ‘rage and
irritation need not be suppressed, whilst politeness and toleration can be neglected’ (ibid:
336). This builds on Dunn’s (1984) reflections on sibling relationships as ‘emotional, intense,
uninhibited ... steeped in an understanding of how this person behaves and what will affect
him’ (ibid: 141) and as characterised by a ‘devastating lack of inhibition’ (ibid: 11). This
comfort that can be found in the backstage, and the home more widely (Boccagni and
Kusenbach, 2020), brings with it a space in which boundaries can be pushed and where

there is potential for conflict (Sanders, 2004).

These notions of tension and annoyance being part of everyday sibling interaction are found
throughout research about people with learning disabilities’ sibling relationships. In their work
exploring the experiences of sisters of autistic young people, Pavlopoulou and Dimitriou
(2019) note the ups and downs of the participant’s reflections and how frustrations alongside
closeness are common emotions. Lardieri et al (2000) describe rivalry and conflict as
‘expected’. They argue there are not noticeable differences in this regard between
relationships where a sibling has learning disabilities and those where both siblings are

non-disabled. Stalkers and Connors (2010) similarly refer to a ‘healthy degree of irritation
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and rivalry’ (ibid: 225) between their participants and their siblings with learning disabilities.
This acceptance of conflict as expected echoes the reflections within wider family sociology

as outlined previously.

Whilst being a core component of many sibling relationships, it can be easy to dismiss
serious sibling bullying or abuse as an almost expected part of childhood (Gelles,1997).
Meyers (2017) calls for a clearer distinction between sibling conflict and sibling abuse,
highlighting the difficulties that can arise in supporting families due to the lack of definition.
As noted earlier, sibling teasing occupies a space in which boundaries can be unclear. Whilst
not all sibling teasing, or conflict, will be abusive it is important to acknowledge this as an
often overlooked occurrence in discussions of sibling relationships. Kiselica and
Morrill-Richards (2007) reflect on this stating ‘families and society dismiss abuse among
brothers and sisters as normal sibling rivalry’ (ibid: 157). There is a difficult tension here
between the nuance and complexity of sibling relationships informed by a backstage setting
amongst other aspects and the serious problem of sibling abuse. This is furthered in Kettrey
and Emery’s (2006) research which finds that in some cases people overlook abuse they
have experienced from siblings when discussing their childhoods. From a disability
perspective, it is important to recognise the potential for this to move into disabling spaces.
As with the discussions around humour there is a historical context here around joking about
disability with teasing potentially moving into more challenging territory (Reid, Stoughton and
Smith, 2006). As was the case in the humour discussions, we see how potentially a sibling
relationship could be a context in which conflict moves into more difficult spaces without
being inherently ‘problematic’. This said, the pervasive nature of hate crimes in the UK must
be noted, with family members being responsible in some cases (Thomas, 2011; Burch,

2024). Whilst this thesis is not specifically focused on sibling abuse, and the limitations of the
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work prevent this being fully unpacked, these examples make clear the importance of

keeping in mind its covert nature.

The factors that make sibling relationships complex and nuanced (Davies, 2023), such as
the centrality of emotion alongside the amount of time siblings often spend together
involuntarily, can be seen to contribute to sibling conflict (Gelles, 1997). Mcintosh and Punch
(2009) note the role of age in sibling conflict, arguing it is a factor in negotiations with threats
and bartering often being used by older siblings to get what they want. Recognising this, they
go on to note the subversion of birth order hierarchies by younger siblings. They offer the
example of a younger sibling in their study threatening to tell on an older sibling in order to
get something from them. The role of age in sibling relationships is further touched upon in
the next section. These examples reinforce the backstage nature of siblinghood (Punch,
2008), with conflict arising often around the sharing of space and possessions, something

Punch notes in her participants’ reflections on conflict with their siblings:

‘The children themselves suggested reasons for their antagonistic behaviour towards
siblings which included their shared history, the permanence of the sibling bond, their
lack of privacy and control of space in the home and the obligation of living together’

(ibid: 337)

It is clear from this quote the role of shared space in the navigating of sibling relationships
and emotions. This is a theme that comes up in the wider literature, with both sharing a room
and sharing possessions being a potential catalyst for conflict between siblings. Palludan
and Winther (2017) explore the emphasis children place on having their own room and what
it means to them. They note how their participants recount fighting over sharing a room, or in

some cases over which room they want, with having one's own space argued to be a place
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for children to ‘spill’ into with their things and their own rules. The authors highlight the power
having your own space can provide, referring to the process of ‘homing oneself’ (Winther,
2009). It is this process that allows children to ‘reinforce their position and thus change the
social dynamics [in families]; for instance they can decide which of their siblings they will
allow to enter and when’ (Palludan and Winther, 2017: 40). They draw on Douglas’ (1991)
placement of fairness at the centre of households emphasising its importance amongst both
parents and children. This extends to allocation of bedrooms, with an expectation from all
parties that this will be done fairly and on a relational basis. This notion of fairness, from
parents to siblings, is a recurring theme in sibling literature with perceived fairness being

linked to sibling closeness in later life (Van Volkom, Machiz and Reich, 2011).

This section has highlighted the complex tensions that conflict within sibling relationships can
bring. There is a consensus within wider literature around conflict being almost expected with
proximity and closeness being offered as an explanation for this (Edwards et al, 2006;
Punch, 2008). This brings with it some other considerations around sibling abuse going
unnoticed. Further, from a disability perspective these tensions are potentially clearer with
concerns around disablist discourses important to note. This said, conflict is of course a part
of relationships where one sibling has learning disabilities (Lardieri et al, 2000; Paviopoulou
and Dimitriou, 2019) and this should not be deemed disablism in all instances. Instead, the
wider literature provides an approach to understanding conflict within the context of
siblinghood, offering a means to apply this to disability and siblinghood in a manner that

recognises the realities of ‘living alongside’ one another (Davies, 2023).

Care: A siblinghood and disability reading

When considering Hayley Davies’ (2015a) concept of the ‘emotional tightrope’, the more

loving side touches on themes of sibling care and closeness. There are a number of ways
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this ‘care and closeness’ can manifest itself, such as giving advice (Aaltonen, 2016), looking
after (Morrow, 2008) and ‘just being there’ (Brownlie, 2014, Davies, 2023). These examples
highlight the unique role of siblings, with research capturing their place in care relationships
as often distinct from that of a parent, or wider family members. Once again, Punch’s (2008)
notion of ‘backstage’ sibling relationships is reflected in the research on closeness and care.
Often characterised by an ‘easy, relaxed atmosphere’ (ibid: 335) and ‘familiarity’ (Dunn and
Kendrick, 1982), the uniqueness of sibling relationships extends, and troubles, care
interactions. Of course, acknowledging the under-theorisation of disability in family sociology,
there are normative assumptions of both siblinghood and care in these examples. This
section will explore the role of care and closeness between siblings by unpacking literature
from both family sociology and disability studies. The points of contention that can arise in
this process will also be discussed. It is important to note that ‘care’ is a wide-reaching area
of scholarship, and within the limitations of this thesis it is not possible to cover all aspects.
Recognising this, the discussions of care here are driven by mainly sibling literature

alongside some disability studies scholarship.

Care and closeness can be seen as central to many sibling relationships, with siblings being
a source of intimacy and support for one another (Gillies and Lucey, 2006). This is often
rooted in everyday practices and occurrences, with Davies (2023) drawing on Brownlie’s
(2014) notion of ‘just being there’ and the comfort this can bring in their reflections on sibling
care. Smart (2007) argues emotion is required for this relational care to be effective, enabling
everyday actions to become ‘interaction laden with meaning' (ibid: 60). Considering everyday
acts of care, Heath et al (2010) reflect on the important role siblings can play in young
people’s educational decision making, arguing that they often have a positive impact on how
siblings view education. Furthermore, Aaltonen (2016) notes how siblings can ‘cut through’

the diplomacy that parents may prefer and provide more honest information regarding future
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planning, even if delivered in a more ‘blunt way’ (ibid: 7). This ‘insider information’ (Holland,
2008: 120) is an example of social capital being exchanged between siblings in a manner
that is more effective than that offered by parents (James and Prout, 1997). It can also be
seen to reflect the ‘lateral nature’ of sibling relationships. Davies (2015b) argues these
relationships can be seen as ‘lateral in the sense that siblings are often of the same
generation and experience more readily comparable education systems, job markets and
cultural signifiers than, say, children and their parents’ (ibid: 687). Further, the ‘backstage’
nature of sibling relationships (Punch, 2008) creates a space in which this ‘blunter’ form of
interaction can occur, with the relaxed and more informal setting allowing for this. These
examples present an aspect of sibling care that builds on the discussion around humour and

conflict, here this proximity sees siblings having each other’s backs through their honesty.

Alongside the closeness and support that comes through honesty, care can manifest itself in
a number of ways in sibling relationships. For example emotional, such as offering support in
difficult times (Gass, Jenkins and Dunn, 2007) or the previously mentioned ‘being there’
(Brownlie, 2014; Davies 2023). Sibling care can also be experienced in more ‘active’ ways
with Brannen et al (2000) referring to siblings as ‘active co-participants in care within their
families’ (ibid: 195). Davies (2023) provides the example of older siblings looking out for their
younger siblings outside of the home, specifically at a school holiday club. A similar example
is siblings, often older, looking after or ‘babysitting’ their younger siblings when their parents
are out (Morrow, 2008). Edwards et al (2006) reflect on the role of birth order in care

between siblings:

‘Most of the sisters and brothers talked about 'looking after each other', whatever

their position in the siblings' order. Nonetheless, many understood caring as a sibling

practice that was integrally related to practices shaped by their predetermined
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position in the sibling birth order hierarchy, and as involving issues of power and

authority’ (Edwards et al, 2006: 68).

It is important to note the gendered nature of care roles in families, with responsibilities often
falling on women (Read and Wuest, 2007; Webster, 2018; Kenway, 2023). Regarding this,
Mauthner (2005) refers to a sense of ‘obligation’ often experienced by sisters around
stepping up with regards to care activities within families. For Edwards et al (2005) this
extends to outside of the home, with expectations of calling home and returning after leaving
placed on sisters more than brothers. Returning to Edwards et al’s (2006) care reflections, it
must also be acknowledged that sibling birth order does not lead to responsibility in all cases
and sibling care can be more personal in many instances. This is something that will be

discussed more further into this section.

The role of sibling care can shift when read through a critical disability studies lens, with the
care roles and expectations placed on siblings potentially changing the way the relationship
is experienced (Levante et al, 2025). Echoing Brownlie’s (2014) reflection on ‘just being
there’, Hayden and Hastings (2022) state ‘siblings are able to offer friendship and support
where elsewhere in society, many disabled people continue to face discrimination and
exclusion’ (ibid: 6). By placing their reflection within the context of neo-liberal ableism,
Hayden and Hastings (2022) acknowledge the politics of everyday care in allowing disabled
people to feel included. Cebula et al (2025) touch on this with reference to ‘sibling warmth’.
They note how in their interviews with people with learning disabilities and their siblings there
is this ‘warmth’ that is ‘expressed in an embedded manner’ (ibid: 508). They give examples
of recognition of each other's interests and appreciation of each other’s knowledge and
strengths to capture how both siblings care through ‘being there’. The authors make clear

this is reciprocal, addressing how people with learning disabilities provide care for their
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non-disabled siblings, both through this warmth but also in more active ways. This is
important to acknowledge when considering the commonplace overlooking of care provided
by people with learning disabilities (Ward, 2011; Ward, 2015; Truesdale et al, 2021). For
Edwards and Loughnane (2024), making clear the care roles of disabled people works to
pushback against ‘constructions of disabled people as passive care receivers’ (ibid: 597).
They argue these presentations work to further present disabled people as outsiders,
drawing on Thompson’s (2022) reflection that ‘hegemonic understandings of who is a care
receiver, and who within that category are then ‘deserving’ care subjects, are situated within

problematic social hierarchies of power’ (ibid: 1136).

In many cases, siblings of disabled people can be expected to take on responsibility for care.
For example, taking on a more active role in physical care (Arnold, Heller and Kramer, 2012),
and sometimes through advocacy for access to services and support (Kramer at al, 2013).
An example of this can be seen in Pavlopoulou et al's (2022) research into school
experiences of siblings of autistic people. They argue expectations are placed on siblings to
take a role in their brother or sister’s support in school, be that through communicating their
needs or helping them with adjusting to new settings. Whilst the complexities of siblinghood
and education have been discussed in family sociology (Davies, 2019), this reflection on
expectations placed on siblings to actively help at school takes this care role further. It is
important here to acknowledge and challenge the dominant narrative around ‘care as a
burden’ regarding sibling experiences of disability. Gibbons and Gibbons (2016) argue ‘much
of the research on care between non-disabled siblings and disabled siblings focuses
primarily on the provision of care as a burden’ (ibid: 828). Through this presentation, the
pathological understandings of disability that are central to a neo-liberal ableist society are
reinforced. Goodley’s (2014) reflection ‘a system that wants ‘young and strong’ workers is

always haunted by disability’ (ibid, 2014) is particularly pertinent here, with burden reinforcing
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narratives contributing to this. Gibbons and Gibbons (2016) go on to challenge pathological
narratives, referencing feminist disability philosopher Wendell (1996) who calls for more
recognition of our interdependence in the pursuit of real inclusion in society. As mentioned
previously, the literature around reciprocal care helps to further this recognition of
interdependence and offers generative understandings of sibling care that avoid narratives of
burden (Ward, 2015; Truesdale et al, 2021; Boland and Guerin, 2022). Returning to
Pavlopolou et al's (2022) reflections on school, the authors state that the siblings interviewed
found these expectations frustrating but did not call for separate schooling, instead they

argued for more support for siblings of people with learning disabilities.

Questions around support for siblings of people with learning disabilities is a common theme
in the literature (Knox and Bigby, 2007; Leane, 2019; Tozer et al, 2013). This differs from
care specifically, however, is often framed around siblings taking over care once parents
grow older. Leane (2024) notes this, arguing there is little support available for this process
leading to siblings feeling ‘overwhelmed’. Tozer and Atkin (2015) echo this, calling for more

value placed on siblings in care decisions stating:

Recognising, valuing and supporting siblings, in a way that establishes productive
and fulfilling family relationships for all parties should, therefore, be a keystone to

progress in social care (ibid: 350).

These examples highlight the misplaced, and politically loaded nature of using a term like
‘burden’ when referring to sibling care, with the implication being one that reinforces deficit
narratives around sibling experiences of disability. The language of ‘burden’ places the fault

with the disabled person, whereas these examples touch on a want of siblings to provide
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support whilst wider structural factors, such as school or care services, fall short

(Moran-Morby et al 2024).

Whilst conscious of highlighting care as a burden, it is important to explore these care
expectations critically without reinforcing problematic narratives. Meltzer’s (2017) paper
unpacking the relational implications of care between siblings provides an example of this.
Challenging normative understandings of disability, Meltzer questions the application of the
phrase ‘young carers’ when discussing siblings of disabled people. Drawing on interview
data, the author reflects that some siblings ‘do not see themselves this way, precisely
because it has complex implications for their sibling relationships’ (ibid: 1024). This is seen in
how participants discuss their care roles, preferring to say ‘giving help’ rather than ‘care’.
Cebula et al (2025) similarly note how siblings interviewed in their research referred to
‘looking out for’ their sibling. This sentiment is echoed in Pavlopoulou and Dimitriou’s (2019)
reflections on how sisters of disabled people frame care. They stated that their participants
often preferred words such as ‘help’ and ‘look after’ as opposed to ‘care specific’ language.
This active rejection of the label is seen to some siblings as a way of preserving their
relationship with their brother or sister. They call for researchers to be careful of framing
‘helpful relations between siblings, in which sisters seem to feel comfortable’... ‘as

non-normative caring tasks’ (ibid: 10).

In both of their research, Meltzer (2017) and Pavlopoulou and Dimitriou (2019) refer to
participants having certain care actions they are not willing to do as they feel it would shift
their sibling relationship. This reflection implies for some people there is a limit to what
constitutes ‘expected’ care and highlights a need to critically examine how we understand
wider sibling care through a disability lens. Similarly, Dellve et al (2000) refer to ‘harmonising

dilemmas’ in their research. By this, they mean the tension that can occur between wanting
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to support your sibling whilst also feeling that you have no choice about it. Leane (2019)
builds on this reflecting on the potentially conflicting emotions around sibling care and
disability, also acknowledging the role of neo-liberal austerity politics in the production of this
situation. Returning to Goodley’s (2014) reflection on a neo-liberal society’s rejection of those
that are not ‘able bodied and minded’, it is clear how this is more than an individual or family
‘issue’. This harmonising dilemma can be seen to arise directly from a system that enforces
individuality at the cost of inclusion. This is shown by the expected increase in family care

over the coming years (Hourigan et al, 2017).

Alongside reflections on how siblings of people with learning disabilities feel about care, it is
important to acknowledge the views of the disabled person also and how they feel about the
label ‘young carer’ being ascribed to their sibling. In their work on intimacy and disability,
Liddiard (2018) explored the role of care in relationships between partners. Arguing that
receiving care is an ‘emotionally difficult’ thing, Liddiard notes how some participants
preferred not to receive intimate care from their partners as it could change the feeling of the
relationship. This viewpoint can be applied in the case of sibling care with Spagnuolo et al
(2025) noting how the current expectation that siblings take over care when parents grow
older means disabled people are often left without choice in their care provisions. By
reframing these care discussions through a more holistic view of the sibling relationship an
important question is raised: do people want their family, or siblings more specifically, to be
providing intimate care and what implications does this have for their family relationships?
This thinking reflects more widely the important omission of disabled people’s voices in
research around disability and siblinghood (Kovshoff et al, 2017; Richardson and Jordan,

2017).
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Conclusion

By engaging with family sociology through a critical disability studies lens new
understandings of siblinghood and learning disability can be generated. This literature review
has brought together key theories and concepts from these areas to provide a foundation on
which to begin to answer the research questions of the thesis. In doing this, the project will
contribute to scholarship through the pursuit of counter-narratives that challenge dominant
understandings of both learning disability and siblinghood. Further, this work will add to the
small, but growing, body of literature that takes a more critical approach to understanding
this topic (For example Richardson and Jordan, 2017; Meltzer, 2018; Moran-Morby et al

2024).

This chapter has covered many different areas and concepts in recognition of the exploratory
nature of the research questions and narrative methodology being used. This ‘wide’ focus
allowed for an overview of both critical disability studies and crip theory, touching on the
notion of the ‘ideal type’. This was followed by a discussion of the social and cultural models
of disability which led into a section on the theorising of learning disability. This theoretical
lens established, the chapter then began to explore siblinghood and the key concepts that
family sociology offers to this thesis. This consisted of an outline of what makes siblinghood
‘complex and unique’ (Davies, 2023) in which ideas around the backstage nature of sibling
relationships (Punch, 2008) and family practice and display (Morgan, 1997 and Finch, 2007)
were explored. Next, a short overview of everyday sociology was offered in
acknowledgement of the firmly everyday nature of sibling relationships. This focus was then
applied to disability, with discussions of parenting and public interactions. To finish, the
chapter then explored siblinghood in the everyday using the examples of humour, home,

conflict and care with consideration of the questions disability can raise in these contexts.
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The following chapter will present the research approach of this study, outlining how the

theory and concepts introduced in this chapter inform the thesis as a whole.
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Chapter 3: Methodology

Introduction

This thesis aims to engage with and explore the experiences of siblings of people with
learning disabilities, with a focus on how they make sense of their childhood experiences and
conceptualise disability and siblinghood. To do this, a narrative approach is taken using
semi-structured narrative interviews that incorporate the creative methods of photo elicitation
and timeline mapping. Through this approach, participant stories are generated which are

then presented through narrative thematic analysis alongside narrative portraits.

With these aims in mind, this chapter sets out the research approach and the considerations
this brought. This will begin with the methodology of the thesis, focusing on narrative
research and what it can offer understandings of disability. Following this counter-narratives
will be discussed, looking at the potential of this approach for generating new understandings
of learning disability and ‘narrative repair’ (Nelson, 2001). This leads into an explanation of
the research design, centred around Rosenthal’s (2007) narrative interview framework with
the addition of timeline mapping and photo elicitation. Here, | introduce the project advisory
board and its role within the study and present the three key takeaways from the meeting.
Next, the sampling and recruitment is discussed with consideration given to the decision of
allowing participants to ‘self-define’ as fitting the sampling the frame. This is followed by the
ethical considerations raised in the project and how these were navigated. Then reflections
on the data collection are presented, drawing on extracts from my research diary. Next the
analytical approach is made clear, narrative thematic analysis, along with discussion of the
role of narrative portraits in the work. The chapter concludes with reflections on my
positionality. Drawing on Kleinsasser’s (2000) understanding of reflective practice as creating

‘physical evidence of personal and theoretical tracks through a created text, evidencing the
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researcher’s deep learning and unlearning’ (ibid: 156), | aim to be reflexive throughout the
chapter. This is done through offering justification for decisions | have taken and engaging

with their outcomes critically.

Methodology

This thesis sets out to answer three research questions, these are:

How do young adult siblings (aged 18-32) of people with learning disabilities make

sense of their childhood experiences of family life?

How do siblings of people with learning disabilities conceptualise disability, family and

sibling relationships?

In what ways might counter-narratives of siblings problematise dominant pathological

models of disability in families?

These questions are concerned with young people’s experiences of growing up with a sibling
with learning disabilities. As outlined in the previous chapter this is informed from a critical
disability studies perspective, with the methodological approach reflecting this ontology.
Acknowledging the theoretical openness offered by critical disability studies (Goodley, 2014),
a number of understandings of disability were presented in the literature review, with a
driving force being how learning disability is constructed socially. This makes clear the
importance of speaking to lived experiences in order to address the aims of this thesis,
something that Goodley et al (2019) note as an essential aspect of critical disability studies
scholarship. As part of this, | used an advisory board in the early stages of the fieldwork. This

was in recognition of the work's focus on the experiences of non-disabled siblings, with the
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advisory board offering insight from self-advocates. This research design section discusses
this in more detail. Further, the thesis aims to challenge dominant majoritarian narratives
around disability and siblinghood, with the third research question speaking specifically of the
potential of counter-narratives. To address this, a narrative approach enables the capturing
and exploration of how participants narrate and make sense of their experiences. The
nuance and depth this offers allows the countering of more dominant understandings of
disability through the centring of participant stories. This stance, alongside the research

question’s focus, led to the thesis taking a narrative approach to collecting data.

The research questions are concerned with how siblings make sense of their childhoods,
understand disability and siblinghood, and the counter-narrative potential of their accounts.
Narrative inquiry enables the exploration of lived experiences and through this
counter-narratives can be generated (Clandinin, 2006). Narratives can be described in a
number of ways, Gee (2005) provides a series of names such as "folk theories”, “frames”,
“scripts”, “mental models”, “cultural models”, “discourse models”, “social models” and “figured
worlds” (ibid: 89). Frank (2010) argues that narratives are stories and researchers should
embrace this and refer to narrative research as stories. Thavakugathasalingam and Schwind
(2022) build on this, arguing stories and storytelling are central to how we create meaning.
Echoing this sentiment, Hoffman (1993) argues stories give structure and meaning to our
lives. These ideas are summarised by Garland-Thomson (2007) who states ‘narratives do
cultural work. They frame our understandings of raw, unorganised experience giving it
coherent meaning and make it accessible to us through story’ (ibid: 122). Garland-Thomson
is writing from a disability studies perspective and makes clear how narratives of disability
shape understandings. Within the research focus, attention is given to the everyday, with

everyday routines and occurrences playing a role in the construction of marginalised

identities socially (Back, 2015; Ghisleni, 2017). Considering the second research question,
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how participants conceptualise disability, siblinghood and family will come through in their

narratives and further give insight into cultural understandings of these topics.

For a narrative to be effective it has to be understood by the audience (Wells, 2011). Sparkes
and Smith (2011) argue this requires following ‘conventions of reportage’ and drawing on
‘socially sanctioned viewpoints’ to avoid being misunderstood. Bruner (2004) echoes this
noting that narratives must ‘mesh’ with wider cultural stories in order to be effective.
Understanding narrative as significant culturally whilst also reinforcing socially sanctioned
viewpoints, we begin to see how it plays an important role in contributing to the ‘generalised
and culturally established canon’ (Medved and Brockmeier, 2008: 469). Returning to Sparkes
and Smith (2011), the act of ‘stimulating narrative imaginations’ achieves ‘solidarity and bond
with others empathetically as fellow human beings’ (ibid: 369). This importance of narrative

in how we make meaning and further achieve solidarity has clear implications within disability
studies, with narrative disability research pointing to the role of dominant narratives in how
disability is understood. For example, Grue’s (2016) exploration of inspiration porn highlights

the prevalence of narratives of overcoming disability within popular culture.

Focusing on learning disability, Jarret’s (2020) research explores how people with learning
disabilities have been understood historically in the UK, drawing links between disablism and
racism in the construction of empire. Mann (2019) highlights how concerns in the media
around MMR vaccinations and autism were rooted in deficit narratives, reinforcing
problematic medicalised understandings. Bogdan and Talyor’s (1982; 1987; 1989) work
centres the narratives of people with learning disabilities and their families, exploring
understandings of learning disability and the insight this offers into culture’s conceptions of
human difference. Looking specifically at siblinghood, Edery and Harvey (2025) explore the

narratives of adult siblings of autistic people arguing ‘previous conceptions of ‘outcomes’ and
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the ‘normative’ standards against which sibling relationships with an autistic sibling are
understood require revision’ (ibid: 21). These examples highlight the role of culturally
available narratives of disability, with there being a clear need for more research that
challenges these dominant understandings (Smith and Sparkes, 2008). The role of

counter-narratives in narrative disability studies research will be explored in the next section.

The pursuit of an understanding of our lives through narrative inquiry can raise some
concerns around validity, particularly regarding the notion of stories as data. These concerns
are rooted in questions of authenticity as captured by Polkinghorne (2007) who argues ‘the
language description given by participants of their experienced meaning is not a mirrored
reflection of this meaning’ (ibid: 480). Spence (1982) argues that narrative research is
concerned with ‘narrative truth’, with Kalekin-Fishman (2016) taking this further placing the
focus on ‘lived truths’. They refer to these as the ‘stories that people live by’ (ibid: 154) with
these stories being ‘key to understanding how people create society’ (ibid: 153). These
examples point to narrative inquiry being interested in ‘interpretation’. For Lieblich et al
(1998), it is this interpretation that is central to the method and when read alongside
Garland-Thomson’s (2007) reflection on narrative helping us to make sense of events the
role of interpretation is made clear. Here we see how the question of validity cannot be
interested in an ‘objective truth', as Rodriguez-Dorans (2022) outlines narratives ‘do not
intend to present accurate realities, they are interpretations that aim to reflect people’s
narrated experiences’ (ibid: 80). Indeed Frank (2013) similarly argues ‘the truth of stories is
not only what was experienced, but equally what becomes experience in the telling and its
reception’ (ibid: 20). With regards to the aims of this thesis, the research questions centre
around participants’ sense making, be that of how they understand their childhoods, or

disability and siblinghood more widely. Therefore, these can be seen as questions of
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interpretation in which a narrative approach provides the opportunity to understand the lived

experiences of participants.

Counter-narratives

The thesis aims to generate and explore the potential of counter-narratives in understanding
learning disability and siblinghood. This is the focus of the third research question and further
informed by the ontological and epistemological approach of the work. As discussed in the
introduction and chapter 2, this thesis is informed by Meltzer’s (2018) reflection on sibling
disability research as often focusing on what relationships ‘are not’. Through making
counter-narrative a central aspect of the methodology of this project, participant relationships
will be given the space to be understood for what they are. Counter-narratives challenge
majoritarian narratives through showcasing different perspectives (Klinge, Carlson and
Kahle, 2020). Existing in contrast with dominant discourses, they centre lived experiences,
often from marginalised perspectives (Delgado, 1984; Walker, Mitchell and Dlouhy, 2020).
For Andrews et al (2004) counter-narratives are ‘stories that lie in tension with the ones that
we are socialised to expect” (ibid: 97). Considering stories ‘we are socialised to expect’ with
regards to this thesis, we are brought to dominant understandings of siblinghood and

disability framed around non-disabled sibling outcomes (Meltzer and Kramer, 2016).

Lueg, Bager and Lundholt (2020) build on Andrews et al’s (2004) argument, noting the
importance of counter-narratives when researching marginalised communities. In their
pedagogical reflections, hooks (1994) notes the importance of curriculums that embrace
counter-narratives arguing they become sites of resistance. They cite Mohanty’s (1989)
reflection ‘resistance lies in self-conscious engagement with dominant, normative discourses
and representations and in the active creation of oppositional analytic and cultural spaces’

(ibid: 185). Originating in critical race theory (Solérzano and Yosso, 2002), this emancipatory
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potential of the approach has resulted in its application more widely in other areas of
research such as queer scholarship (Helmer, 2016), and feminist theory (Hemmings, 2005).
Vaccaro’s (2010) research into inclusive family narratives raises the activist potential of ‘living
your counter-narrative’. Their reflections on queer multi-parent families reinforce the
importance of counter-narratives in the pursuit of inclusion as they allow for the telling of

‘invisible stories’ (ibid: 426).

With specific focus on this research, counter-narratives provide an opportunity to challenge
dominant understandings of disability. This thesis sets out to disrupt the deficit stories ‘we
are socialised to expect’ (Andrews et al, 2004: 97) through a focus on the everyday to
explore new counter understandings. Looking at previous counter-narrative disability
research offers insight into how this can be achieved. For example, Ronksley-Pavia and
Pendergast (2020) use counter-narratives to challenge dominant understandings of disability
and ‘giftedness’ in school environments. They argue ‘teachers embraced dominant
narratives; considering giftedness as high achievement and disability as low achievement,
and frequently possessed very limited understanding of both’ (ibid: 252). In actuality they
found these categories to intersect often, highlighting the risk majoritarian narratives pose to
understandings of disability. For Leaning and Adderley (2015) this leads to what they term
‘problem saturated narratives’ about disabled people. Further, counter-narratives have been
used to challenge medicalised discourses around disability. Fischer and Goodley (2007)
explore the narratives used by mothers of disabled children noting how medical
understandings are often rejected in favour of, what they term, ‘challenging narratives’ and
the ‘philosophy of the present and becoming’. Challenging narratives embrace the social
model through questioning ideas around ‘progression’ and ‘goals’, whilst ‘philosophy of the
present and becoming’ narratives see parents finding a kind of comfort in the lack of certainty

and embracing their child as they are in the present.
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Landsman (2003) explores the role majoritarian narratives play in how parents ‘emplot’ the
lives of their children following diagnosis, highlighting their central role in the navigation of
disability. This argument is enhanced in the work of disability studies scholar

Garland-Thomson (2007):

‘Both our bodies and stories we tell about them are shaped to conform to a standard
model of human form and function that is called normal in medical-scientific
discourse, average in consumer capitalism and ordinary in colloquial parlance’ (ibid:

114)

Through this understanding we can begin to see how promoting counter-narratives which
challenge these understandings of ‘bodies and stories’ becomes a radical act in itself.
Furthermore, in their research on disabled artists Harter et al (2006) emphasise the role
narratives play in shaping public perceptions around disability, arguing counter-narratives
can be a key tool in shifting understandings. This stance echoes Nelson's (2001) reflections
on how identities are constituted and subsequently damaged, with counter-narratives
presented as a tool in the pursuit of ‘narrative-repair’. Through this lens counter-stories work
to resist oppressive identities, replacing them with more representative ones (Nelson, 1995).
Drawing on Bal’s (1985) concept of ‘focalisation’, Nelson (2001) encourages us to explore
the relationships between the ‘presented elements’ and the perspective it is being presented
through. They argue that counter-stories are important as they are stories of self-definition,

as opposed to oppressive stories that come from majoritarian perspectives.

Informed by this understanding, this thesis challenges dominant medical discourses around

learning disability and siblinghood through allowing siblings to define their own experiences.
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It can be argued that through focusing on counter-narratives there is a risk of creating a
binary in which the nuance of lived experiences is lost in favour of a ‘bad’ majority narrative
being challenged by a ‘good’ counter-narrative (Muller and Frandsen, 2021). Acknowledging
this, the everyday focus of this thesis will look to draw out counter-stories that capture the
ups and downs of growing up with a sibling with learning disabilities. An everyday focus can
be generative in itself as it situates disability away from highly medicalised spaces and
understandings (Connor, 2006), instead allowing for more holistic readings that prioritise

people’s lived experiences (Walker, Mitchell and Dlouhy, 2020).

Alongside the counter-narratives that can be found throughout disability studies, crip theory
provides a space for ‘crip narratives’ which offer a celebratory focus. McRuer (2006) calls for
‘counter-representations’ that challenge the notion of the ‘ideal type’. These
‘counter-representations’ can be seen as a form of counter-narrative. Furthermore, examples
that challenge dominant medical discourses around disability can be understood as
‘crip-narratives’ through their presentation of ‘counter-representations’ of disability. Alongside
those previously discussed, Shrodes’ (2023) research into ‘storying disability’ highlights the
role disability narratives have in rejecting notions of ‘getting over disability’. Shrodes builds
on Kafer’s (2013) reflection ‘to put it bluntly, I, we, need to imagine crip futures because
disabled people are continually being written out of the future, rendered as the sign of the
future no one wants’ (Kafer, 2013: 46). Abrams and Abes (2021) use a narrative approach to
celebrate ‘crip health rebels’. Drawing on Kafer’s (2017) understanding of ‘health rebels’ as
those who pushback against ableist understandings of what it means to be ‘healthy’, their
understanding of ‘crip health rebels’ challenges ableist understandings. This is done through
‘radical self-love as resistance of compulsory able-bodiedness’ (Abrams and Abes, 2021:

269).
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These discussions echo the previously mentioned work of Garland-Thomson (2007), with
their call for ‘life affirming narratives’ clearly linked to crip ideas around allowing disability to
exist without the added expectation of pity, sympathy or an inspirational overcoming story. In
their exploration of sexual surveillance amongst people with learning disabilities, Feely
(2016) draws on Deleuze and Guattari’s (1987) notion of ‘deterritorialization’ to note how
‘regulation is resisted, norms are subverted, and new sexual possibilities emerge’ (Feely,
2016: 735). In doing this, Feely invites the reader to rethink sexuality and learning disability
in @ manner that can be seen as crip. Similarly, Levy and Young (2020) ‘crip social care’
through reimagining an approach which sees collaboration as central, where it is not
‘doctor’s know best’ and instead recognises individuals as knowing what is best for them.
These examples point to the importance of research that rejects dominant narratives,

especially regarding marginalised experiences.

Shuster and Westbrook (2022) refer to a ‘joy deficit’ in social science research, arguing that
as we often focus on social harms this becomes the lens through which marginalised groups
can come to be understood. They call for more research that acknowledges joy and other
more positive experiences to challenge these commonplace deficit narratives. The lack of joy
in disability studies is something that has been raised (Sunderland et al, 2009) and can be
linked to counter-narratives and crip narratives, with the celebratory nature of crip theory
offering a clear path to joyful understandings of disability. The thesis aims to build on this,
offering space for joy where appropriate and addressing the third research question in the
process. This approach further ensures sibling stories are explored with a focus on what

‘they are’ as opposed to what they ‘are not’ (Meltzer, 2018).

This section has outlined the methodology of the thesis, making clear how the narrative

approach is driven by the research aims and the theoretical grounding of the work. The next
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section explains the research design, building on this foundation to explore how the research

was carried out.

Research design

Recognising the research focus on childhood, a narrative approach offers the opportunity to
centre participants' everyday lived experience of growing up with a sibling with learning
disabilities. To do this, 14 narrative interviews were conducted with siblings of people with
learning disabilities aged 18-32, these featured the creative methods of timeline mapping
and photo elicitation. This section outlines how the research was conducted, building on the

methodology discussion to highlight the choices made.

The research approach draws on Rosenthal’s (2007) narrative interview framework,
alongside the creative methods of timeline mapping and photo elicitation. As will be
discussed in more detail in the following section, the creative methods acted to support this
framework with participants drawing on their timelines often in the initial section of the
interview and their photos at different points to encourage discussion. This framework saw
the interview split into two sections, the first being the ‘period of main narration’ in which the
participant is asked to provide a ‘long biographical narration’ (ibid: 52). The aim here is to
have little researcher input, allowing participants to discuss their childhood in a manner that
covers what they feel is important. As one of the research aims is around how participants
made sense of their childhood, it felt important to allow this space where they could drive the
interview. This section varied from around 30 minutes to an hour. It is important to note that
this does ask a lot of the participants, and how this went in practice will be discussed further
into the chapter. The second section follows a more conventional semi-structured interview
approach with the interviewer asking follow up questions based on what the participants

have spoken about alongside some pre-prepared questions that cover the research focus.
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This section’s length was impacted by the period of main narration, often being around 20 to
40 minutes depending on whether the participant had already addressed the pre-prepared
questions. These were things such as ‘what was breakfast time like in your house growing
up?’ and ‘what did you do on weekends?’. These questions were deliberately open-ended
and worked to ensure that the participants spoke of their everyday lives, as this is also a

central aim of the thesis.

Due to the potentially sensitive nature of the research, alongside the recognition of the
design asking a lot of participants, it felt important to adopt a flexible approach. This was
informed by Budworth’s (2023) work around research with disabled and chronically ill people,
which calls for researchers to be flexible in recognition of the complexity of participants' lives.
Whilst my participants were not disabled and chronically ill people, the centring of care in the
research approach is one that felt appropriate and helped to ensure a comfortable
environment was created. This was also inspired by Branelly and Barnes’ (2022) notion of
‘researching with care’. They call for 'being attentive to specific contexts and of working out
how to do care that ‘fits’ the relational circumstances in which we live and work’ (ibid: 77). In
practice this meant ensuring | worked to participant schedules, and preferred locations. This
saw most of the interviews take place online. Returning to the research design, being flexible
also required working with what those taking part found most comfortable such as adapting
the approach if a participant did not prepare a timeline or was concerned about the period of
main narration as a difficult task. This is revisited further into this chapter. Overall the
research approach worked well, with participants and myself feeling comfortable and the
data generated being effective in answering my research questions.

Creative methods

As part of the interviews participants were asked to bring along a timeline of their childhood

and some family photos. The rationale for this came from wanting to allow participants to
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bring something they have pre-prepared away from the researcher to refer to during the
interview. Considering the research questions, it was important to focus on how participants
‘make sense’ of their childhood experiences and therefore the choice to let them lead part of
their interviews felt important. Creative methods have the potential to be generative to
discussion and are a means, even if only slight, to challenge the power dynamics of interview
spaces (Mannay, 2010). Further, it should be noted that the interview approach of the project
relied on participants talking at length with little input from the researcher in terms of prompts
or questions. Having these items to refer to was one way to ensure that this was a less
daunting task as they could draw on their timeline or photos when considering what to
discuss. Timeline mapping aligns clearly with the narrative nature of the interviews (Sheridan
et al, 2011), allowing participants to present a ‘clear course of events’ for discussion (Kolar et
al, 2015). From this, they can speak to the meaning of these ‘key events’, providing detail as
to why they were chosen (Leung, 2010). Further, having something to refer to can be a
source of comfort when discussing more difficult topics or experiences (Mason and Davies,
2009). O'Brien and Charura (2024) refer to object elicitation as a ‘compassionate’ research
approach for discussing more difficult topics. In practice these creative methods served
mostly as prompts as opposed to driving the discussion, with participants often referring to
them in moments where they were unsure of what to say next. This will be revisited further

into the chapter.

Advisory board

During the process of conducting my fieldwork | used an advisory board made up of
self-advocates and siblings to discuss how the project was coming together and gather some

early feedback on the work. As discussed previously, this was informed by my methodology
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with it being important to ensure people with learning disabilities were involved in the project.
The advisory board met midway through the second year of the project in an online meeting
to discuss how the research was developing. At this point, | was roughly halfway through my
fieldwork and was able to offer some early findings to the group. In attendance were two
self-advocates and their support worker from the charity My Life My Choice and Saba
Salman the trustee of the charity Sibs. The self-advocates and their support worker were
paid for their attendance. Due to scheduling conflicts | had a separate discussion with a
member with extensive experience working with people with learning disabilities. The
session consisted of a short presentation in which | offered some reflections from
participants and how these linked to my wider thinking for the research. Throughout there
were opportunities for those taking part to contribute their thoughts. Drawing on participatory
methods literature, | tried to ensure the session was accessible for all who took part

(Walmsley, J.,1997; Mikulak, M. et al., 2022).

The attendees offered a series of thoughtful reflections on the research. The three key ones
being: considering ageing, accessible findings summaries, and word choices and nuance.
The first key takeaway was a discussion on how participants reflected on their relationships
as they aged. Focus group attendees were particularly interested in later life, which is
unfortunately outside of the scope of this project. However attendees noted the importance
of not presenting family ties as static, and that even within childhood these change and
develop. This thinking informed how | chose to write about and present my data, ensuring
that attention was given to this where possible. The second consideration was regarding
findings summaries. One of the self-advocates reflected on other research they had been
involved in and how they found the summaries circulated to those who took part had been
inaccessible. This is something | have taken on board and intend to address when bringing

together a summary of findings for participants and the advisory board at the end of the
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project. The final takeaway was around word choice, particularly the evocative nature of
certain terms. This stemmed from discussions around care and responsibility, with the
attendees noting that they found the word ‘responsibility’ did not capture their experiences.
One attendee in particular reflected that family care was just something you do, not a
responsibility. | sat with this for a while, considering how my participants had at points used
the word responsibility. In the end | chose to stick with participants' own word choices,
however as part of the ‘commitment to the case’ (Riessman, 2008; Frank, 2010) in narrative
thematic research | tried to ensure these discussions were nuanced and enough context is

offered to ensure clarity for the reader.

Sampling and recruitment

Participants were sought who were 18-30 years old and who by self-definition had a sibling
with learning disabilities. This age bracket was chosen with the aim of capturing stories from
‘young adults’. During the sampling | was contacted by someone who was 32 years old, |
chose to extend the sampling frame to include them meaning the participants ranged from
18-32. The sample was recruited using purposeful sampling drawing on my own networks
alongside social media. This was done with the aim of gathering ‘information rich’
participants (Palinkas et al, 2013), in acknowledgment of the sampling frames alignment
being one of ‘intrinsic interest’ (Henry, 2009) on account of the more ‘niche’ requirement. The
sampling was done through 'x’ to begin, where | circulated the recruitment poster (Appendix
1) alongside a short video clip explaining the project and what taking part would consist of.
This was in recognition of the potential that social media sampling can offer in reaching more
‘niche’ groups (Wasilewski et al, 2018). The video was provided to ensure accessibility in the
sampling process. The recruitment poster was also circulated in the volunteer newsletter of a
charity where | used to work, the charity works with people with learning disabilities and their

volunteer list featured many siblings. Respondents were provided with the information sheet
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(Appendix 3) and ethics form (Appendix 4) and encouraged to ask for clarification if they had
any questions. Both forms also had easy read versions which were made available to

participants if needed.

Whilst my initial avenues for sampling proved somewhat effective, the majority of the sample
were white middle-class siblings. In my latter recruitment phases I tried to reach out more
widely to gain a more diverse sample, particularly with note to gender as in the first wave the
majority of my respondents were women. | contacted Oxfordshire Family Support Network
(OFSN), a charity that supports families of people with learning disabilities, running a number
of groups regarding things such as accessing support, money management, care and much
more. Alongside this, snowball sampling was conducted with a specific focus on brothers.
This was successful in recruiting more men to the study, however, as will be discussed in the
next section the sample was not as diverse as | hoped for. In recognition of the risk of
‘over-estimating’ participant interest (Green and Vandall-Walker, 2016) my aim was to gain
8-12 participants. The recruitment brought back more responses than expected, with 25
people showing initial interest. Due to the nature of the topic | was keen to, within reason, try
to accommodate everyone who responded. | found that following initial interest there was a
drop off in those who wanted to take part, this was a combination of some not replying to
emails or changes in plans. In the end | conducted 14 interviews which lasted between one
and a half and two hours. Whilst not a large sample, | am confident that the data provided is

enough to carry out comprehensive analysis (Hennink and Kaiser, 2022).

Throughout this process | tried to ensure the participants full control of their involvement,
adopting an indirect approach in which they were left to make first contact (Buckle, Dwyer
and Jackson, 2010). Whilst it is important to be cautious when categorising all research

around learning disability as sensitive (Snipstad, 2022), adopting sensitive ethical
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approaches in practice hopefully allowed more comfort to participants. The choice to allow
self-definition with regards to the sampling frame is in recognition of the aim to move away
from pathologising narratives around learning disability in research. By allowing participants
to decide themselves if they fit the sampling frame, and by not limiting the category to certain
diagnoses or labels, the research avoids medicalising. There is a risk to this approach, with
‘imposter participants’ becoming more of a focus especially in online interview settings. In the
recruitment phase | drew on the advice offered from Santinele Martino et al (2024) in their
reflexive work on recruitment post-pandemic and spotting ‘imposters’. Using a critical
disability studies perspective they note how ‘disabled people so often have to “prove” their
disability and, yeah, we can’t reproduce that’ (ibid: 1297). It is also important to note that |
was not offering any incentive to take part in my research, so the risk of imposter participants

was likely lowered by this factor.

The participants

The sample consists of 14 siblings of people with learning disabilities aged 18-32. Here short
introductions to each participant will be provided touching on what they do now, something
they enjoyed growing up and who their siblings are. More specific demographic information

is available in the Appendices (Appendix 2).

Zara, 23
Zara is training to be a therapist. Growing up Zara enjoyed camping holidays and taking day
trips to the local town. She grew up in the south of England with three siblings. She is the

youngest, with a brother, Jake, and two sisters, Jenny and Mia.
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Hannah, 27
Hannah is an occupational therapist. She grew up in the south of England and is the middle
child of 3 with an older sister, Anna, and younger brother, Harvey. Growing up Hannah

enjoyed swimming and movie nights with her siblings.

Emily, 26
Emily is a student. She is the oldest of 3, she has a younger sister, Claire, and brother,
Adam. They grew up in a northern town in the UK. Growing up Emily enjoyed BBQ’s and

playing on her trampoline with her siblings and family friends.

Ellie, 30
Ellie is an academic. Growing up Ellie enjoyed family holidays, particularly going to the
beach. She is the youngest of 4, with 3 older brothers, James, Erik and Harry. They grew up

in the south of England.

Oscar, 22

Oscar is a graduate who is living at home taking a year off after university. Growing up Oscar
enjoyed making water slides in his garden with his siblings. He is the oldest of 4 with two
brothers, Liam and Owen, and a sister, Jane. Oscar’s brother Owen passed away in 2021.

The family lives in the south of England.

Eva, 22
Eva is a master’s student currently studying in Amsterdam. She is the oldest of 4 with 3
younger brothers, Tim, David and George. They grew up in the south of England. Growing

up Eva and her siblings liked playing in the garden and had a lot of pets.
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Martha, 24
Martha is a social worker who works with young people. Growing up Martha enjoyed dancing
and sailing. She has two older brothers, John and Guy. They grew up in the South of

England.

Zack, 28
Zack is a teacher currently based in China, he grew up in a northern city with an older
brother, Josh, and a younger sister, Beth. Growing up Zack and his siblings loved playing the

Nintendo Wii, particularly Wii bowling.

Alex, 22
Alex recently graduated from university and is currently looking for jobs. He has an older
sister, Lola. They grew up in the midlands. Growing up Alex liked playing football with his

friends and swimming.

Susan, 19
Susan is a student studying Law at university. Growing up Susan enjoyed walking and
disco’s on family holidays. She is the youngest of 3, with an older brother, Peter, and sister,

Gemma. They grew up in the South of England.

Dina, 22
Dina is a geography student currently studying abroad. She is the middle child, with an older
sister, Tyler, and a younger brother, Samuel. They grew up in the south of England. Growing

up Dina liked reading and doing arts and crafts.
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Kerry, 19
Kerry is doing an apprenticeship in engineering. She is the oldest of two, with a younger
brother called Jack. They grew up in the south of England. Growing up Kerry enjoyed

camping and walking.

Scott, 32
Scott works in the public sector. Growing up Scott liked sports, particularly swimming in
which he competed. He has an older brother, Dean. They grew up in the south east of

England.

Faye, 29
Faye is a student. She grew up in the south with her mum and two older brothers, Luke and
Sami. She also has half siblings that were born after she left home. Growing up Faye

enjoyed reading and watching movies with her siblings.

Whilst these short descriptions do not offer much in the way of the participants' stories, the
aim was to give an introduction to who took part in the study with the findings chapters
offering more insight into their narratives. 10 of the participants identified as women, with 4
identifying as men. All participants grew up in the UK. The majority of those who took part
identified as ‘white British’, with one participant identifying as ‘white European’ and one
participant identifying as ‘mixed and black Caribbean’. Most of the participants were
middle-class and their family relationships differed, with detail of both of these available in
the appendices (Appendix 2). While concerted efforts were made to recruit inclusively, using
links with local organisations, time constraints meant this did not work out as hoped. The

homogeneity of the sample is a limitation of the study. This brings with it questions around
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the narratives that are being centred in this thesis and further the counter-narratives that

remain hidden (Solérzano and Yosso, 2002). This is a discussion | return to in chapter 7.

Ethical considerations

This project received ethical approval from the University of Sheffield research ethics
committee. A central consideration was the potential for the work to bring up distressing
experiences for participants. Whilst the project aims to challenge deficit narratives and
provide more holistic accounts of siblinghood, it was still likely that some more difficult
experiences would feature within the narratives. Particularly as the age range of the
sampling frame meant many of the participants' childhoods occurred during a time where
austerity was being pursued by the coalition and conservative governments. There has been
much written into the implications this branch of politics had on disabled people, and their
families (Oliver, 2013; Goodley, 2014; Ryan, 2020), so it was expected that people who took
part would have felt these policies. Following the procedures outlined in the university ethics
guidance, participants were aware they could stop at any point, be that for a break or to
finish the interview. Alongside this, if necessary participants would be directed to the charity
Sibs who support siblings of disabled people. In practice this was not something that felt
appropriate in the interview settings with participants seemingly feeling comfortable
discussing topics without needing a break or to withdraw. Alongside the considerations for
participants' comfort, it was important to ensure that |, as the researcher, was ok to
undertake the project. This was something that was discussed in depth with my supervisors,
with precautions put in place such as only having one interview a day and ensuring | had free
time after interviews if needed. In practice | found the interview process to be manageable,

but having these plans in place contributed to my own comfort during the process.
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During the fieldwork | had to submit two amendments to my ethics application to address
unexpected things that arose. The first of these focused on making easy-read versions of the
information sheet and consent form. This was due to being contacted by a parent of two
people with learning disabilities who felt one of their children would be interested in taking
part. | wanted to ensure that these forms were given ethical approval as the initial versions
had been. In the end they chose not to partake in the project, but having the forms was
useful as it was something | could offer other respondents if they wanted them. Further, | was
able to use these easy-read forms in my advisory board work which helped summarise the
project to a wide audience. The second ethics amendment was regarding the recording
feature of google meet in online interviews. | was using google meet as it is university
approved and has a built-in record feature that puts the recording straight into my password
protected google drive, in line with my data management plan. In my consent form | had
specified to my participants that | would record the audio in interviews and that once
transcribed the interview would be deleted. | realised that the video also automatically
records, and it is not possible to record the audio only without asking participants to turn their
video off. | felt that the nature of the interviews meant that having the video on, where
participants were happy to, was essential to creating a comfortable environment (de Villiers
et al, 2022). | reflected on this with my supervisors and we came to the decision to submit an
ethics amendment to change the consent form to make it clear that video would be recorded
also. As with the audio, this was deleted as soon as transcription was completed and
participants were made aware at the start of the interview about this. In each of the online

interviews participants chose to have their cameras on.

Alongside obtaining ethical approval, were the more relational ethical practices that are

essential to ensure the participant is comfortable and in many cases require going beyond

procedural ethics (Guillemin and Gillam, 2004). Whilst, as discussed above, the focus of the
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project brought with it potential for more difficult discussions there was also scope for more
positive reflections and participants took great pleasure in recounting these childhood
experiences. This meant in practice the format and focus brought with it a sense of comfort
for those taking part. Further there were instances where participants felt their narratives
were important, and were aware more widely of majoritarian narratives around learning
disabilities in a UK context. As will be unpacked in the findings chapters, this was seen in
discussions of care, love, joy, politics, fun and more where participants were keen to
explicitly make the case for the personhood of their siblings. My own positionality played a
central role in the interview environment. Whilst | had noted on the recruitment poster that |
had family experience of learning disability, | did not explicitly mention this initially. However
in most of the interviews there was a moment where the participant would ask me or | would
‘give it away’ through a reaction. In these instances | noticed how this changed the mood in
the interview, with there being a sense of a more relaxed environment following this
disclosure, something that | feel contributed to the data | was able to gather (Roberts, 2014).

My positionality is something | will unpack in more detail further into this chapter.

Due to the intensive nature of narrative methods it felt important to ensure the participants
were keen to take part, something that the non-direct approach helped with. This was
particularly relevant with regards to Oscar, who responded to the call for participants showing
an interest in the research. Due to the networks | am part of on ‘x’, | was familiar with Oscar
and knew that his brother had passed away a couple of years ago. | was conscious of this
and whilst | did not want to disregard Oscar’s sibling experiences, | also did not want to
pressure him into taking part in any way. Through discussions with my supervisors we
agreed to leave it with Oscar giving him the information sheet and not following up. This was
in recognition of the potential of ‘vulnerability’ to be over-ascribed to people, with Dyregrov

(2004) arguing that bereaved individuals can decide for themselves if they would like to take
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part in research. After a couple of weeks he got back to me expressing interest in partaking.
During the interview | also made sure to create a comfortable space in which Oscar knew he
could stop at any point and offered breaks throughout. Upon reflection Oscar noted that

whilst not an ‘easy’ experience he felt glad to have taken part in the research:

‘it’s not the easiest thing to talk about but then it’s also kind of nice. | mean you say it
like | don't talk about it [childhood] that much right, it's so far removed from most
people’s understanding of reality right that | think it's a pretty hard thing for most

people [to discuss]’ (Oscar)

This aligns with wider research around bereavement, with the space interviews can provide
being described as ‘empowering’ (Moss and Moss, 2012) and having positive impacts
(Buckle, Dwyer and Jackson, 2010). Of course in practice, the process was less smooth than
this implies, and there were moments where | likely offered more breaks than was entirely
appropriate. This said, Oscar’s appreciation of the interview reflects how the approach

worked.

To show thanks for taking part, participants will be sent an accessible summary of findings at
the end of the project. To preserve anonymity this will not include any photographs or
timelines and instead will focus on the main takeaways of the project. Whilst | recognise this
is a small gesture, those who took part expressed great interest in this and | am hopeful they
will be happy with the end results. This will also be distributed to the members of the

advisory board and shared online.

Reflecting on the data collection
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In this section | reflect on the research process, drawing on extracts from my research diary.
A key consideration was the follow up questions, with the period of main narration varying in
how much was covered between participants. This variation was captured in my research

diary:

Interview 3- | think the more ‘mundane’ questions are useful as they get participants
to think about their childhoods in an everyday sense. The questions are often
following very interesting and ‘moment’ based recollections in the first section so the

space to step back and just think about ‘tea time’ or ‘after-school’ is welcome | think.

Interview 9- The questions were slightly less useful here, but mainly just because the
participant went into a lot of detail throughout. Similarly to other interviews, the post
timeline question section was a little bit less effective but | do think they work in

digging into the everyday a bit more and painting a picture of family life.

As is made clear in the extracts, these more ‘mundane’ questions were effective in drawing
out discussions of the everyday, however they did not feel as fruitful as the initial participant
reflections. These questions were designed in recognition of the difficulty of talking for an
extended period of time, and | wanted to be sure | had some questions ready in case
participants did not take to the ‘period of main narration’. In most interviews participants
seemed to enjoy the format and these more mundane questions felt slightly out of place. |
chose to still ask them though as they often elicited some everyday stories of family life that
further spoke to my research aims. For some, the first section was quite short, or required
some general prompts. This was particularly the case for two participants who did not bring
timelines with them. In these instances, | encouraged them to discuss their childhoods

around key events such as school or holidays in order to focus this section towards a
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narration of childhood over time. This was something | reflected on in my research diary

following the second interview | conducted:

The patrticipant had not prepared any of the creative methods side of the interview.
This can be seen as a result of both me not mentioning it explicitly in the emails
(something to do from now on) and they said they skim read the information sheet.
Initially this made it quite difficult to get started, however once we moved to a more
narrative semi-structured interview the participant started to open up more and it was
a really good interview. | still feel the timeline and photos would have added to the

overall discussion though.

As mentioned, | proceeded to ensure | was more explicit in the emails about the creative
elements of the interview and what would be expected of those who took part, as opposed to
just having the information sheet specify this. Doing this helped to ensure that the other 12

interviews followed the research approach appropriately.

A further challenge that occurred during the data collection was ensuring participants spoke
about themselves, and not solely their siblings. Participants often assumed that as | was
interested in the childhood experiences of siblings of people with learning disabilities that |
wanted to hear solely about things that happened involving their siblings. In some ways this
is expected, however the research focus is on the experiences of the participants. In the
interviews it could be hard to ensure participants spoke about themselves, with questions
about their childhoods being met with answers about their siblings. This was something |

reflected on in my research diary:
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Interview 4- | think there were points where it was hard to ensure the participant
Spoke about themselves and not just their sibling. This is a wider problem that stems

from the focus, as people arrive assuming | only want to hear about their sibling.

Interview 8- Their narrative was very clear and they were really open to questions.

Maybe framed through their sibling, this said they came through also quite well.

Interview 13- | thought there was a good balance of the participant speaking about
themself which was really nice, although initially | think they found this part slightly

odd in a ‘why would you care what | was doing’ way.

As mentioned in the diary, this felt like a problem that arose as a result of the research focus,
and there was a level of discussion about their sibling that was to be expected and even
encouraged in the work to some extent. In the early parts of field work, there were more
occasions where the participant did not come through as strongly. As the interviews
continued | tried to be more explicit in my questions to ensure that they still spoke about
themselves. This aligns with the reflection in the extract regarding interview 13 with the
solution being one of allowing participants to speak freely about what they felt was important

and to ensure | was careful to ask questions about their experiences specifically.

Timeline mapping

Participants were given little guidance regarding their timelines. They were asked to bring a
‘timeline of their childhood’. This was with the aim to give them the chance to attend the
interview with something pre-prepared away from the researcher (Basnet et al, 2020). There
was a wide mix in what participants brought along to discuss. The examples here, all

anonymised, highlight the different ways participants decided to engage with the brief:
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Fig. 1: Examples of participant timelines

Aged 6:
When | was in Primary School:
Jealousy of Jenny’s school seems
to be more fun, longer days and
get would have ‘sleepovers’ at
school.

Aged 14 -16. | became more
independent, as did Kate.

Jenny went to . Very happy
time, saw Jenny go skiing, Disney
land, pubs etc. Happiness impacted
entire family.

Jenny found it difficult to come home

in this period.

Aged 11:

Jenny leaving school and finding
the sleepover’s more difficult.

Brought up challenges. £.G

Aged 16-18.

Jenny moved into residential
care. The entire family found this
time particularly challenging.

This was the first time in my

parents going to court to keep
her in school. System felt unfair. childhood | felt the system was

unfair, felt very powerless.

Photo redacted due to personal data

As the examples show, the timelines varied considerably in format, materials and detail.
Alongside this were some participants who did not create a timeline but attended the
interview with key dates in mind to discuss, without explicitly having had written them out.
For three participants, they had either checked with their parents about key dates or planned
to and would let me know, so some dates were provided as more rough estimates than
definite timings. This was an interesting insight into participants' memories of their childhood

and was expected, especially in the case of younger childhood. In these earlier instances,
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events were either major life moments such as siblings being born, or family stories that they
felt were important even if they could not really remember them. By giving the chance to
shape the interview through choosing what to focus on, Basnet et al (2023) argue timeline
mapping allows ‘the participants an opportunity to be in charge of their stories’ (ibid: 6). This
can be seen to contribute to how the interview is experienced, with the approach potentially
helping with sensitive topics through participants having more control over their narratives
(Pell et al, 2020). In some instances timelines jumped quite far, with participants feeling as
though nothing of note had happened over certain time periods. This was seen in Emily’s

timeline, as discussed:

‘I went to a school anyway, and this is where my timeline jumps literally through 2008
to 2014 because, | think this is just because | was a teenager and | was off doing my

own thing’ (Emily)

This reflection is in itself interesting, and highlights what participants expect to be important
to the research project. This was something that could then be discussed in the second part
of the interview, allowing for areas of the timelines that were less detailed to be explained.
Some participants provided more detailed examples with photos built-in meaning they would
discuss both the photos and the timelines together during the first phase. These more
detailed examples featured sections that split away from the year, with one participant having
a section dedicated to the Nintendo Wii games console for example or another participant
framing their timeline around medications their sibling was taking at certain points. Due to the
focus on ‘big events’ that is expected from putting together a timeline of childhood, the more
everyday discussions tended to be during the second phase of the interview. Here, the

questions allowed a chance to dig deeper into more mundane aspects of siblinghood.
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Photo elicitation

Where the timelines were in each interview a prompt to lead discussion, the photos were
used in different ways by participants. In some cases, the photos acted similarly to timelines,
they were used to elicit memories and draw on when unsure of what to discuss next. In other
instances participants had sought out specific pictures that captured events with their being a
sense that the photos added depth to that story. Drawing on Kuhn’s (2002) reflections on
family photographs, it is important to recognise the role of photos in the ‘production of
memories about our own lives’ (ibid: 152). For Kuhn this link between photographs and
memory is tied to personal narratives, they argue ‘telling and retelling their memories is one
of the strategies people use not only to make sense of the world, but to create their own
world and to give themselves and others like them a place, a place of some dignity and
worth, within it’ (ibid: 166). Rowsell (2025) builds on this, arguing that photos offer the
potential to understand ‘participants- their care, their stories, their familial compositions- in
deeper ways’ (ibid: 224). These arguments have clear implications for narrative repair, with
ideas of ‘dignity and worth’ and a ‘deeper’ understanding of participants offering
counter-narrative potential. Kuhn (2002) notes that family photos are often taken in happier

times, a sentiment evoked by Emily during her interview:

‘And | don't know if that's a guilty thing, if you just take pictures at your happiest times

kind of thing’ (Emily)

This is an important point to note and ties to Emily’s reflection regarding skipping sections of
her timeline. As the photos were part of a wider research approach there was not a large risk
of overlooking experiences due to solely focusing on positive photos. Further, returning to

arguments around creating a comfortable research environment (Mason and Davies, 2009),
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in many cases the photos participants brought in were of fun memories allowing for reflection

on joyful moments during the interview.

One practical consideration that was brought up through the photo elicitation was access to
family photos. Most of the participants had moved away from their family homes which
meant accessing older pictures was not always easy. This saw many either asking parents to
send over photos or mostly bringing photos of the later years of childhood as these were
ones they had on their phones or had taken themselves. The result of this was the photos
being engaged with to differing degrees across interviews. For those who chose not to bring
along so many pictures, or struggled to acquire them, the photos were often something |
would ask about resulting in short descriptions of the events they showed. For other
participants, there was an aim to bring along photos that covered their whole narrative, with
photos from across their childhoods being presented. One participant framed their timeline
around photographs, with each section featuring a number of pictures. In this case, the
photos framed their period of main narration as they were part of the content of the timeline

and central to their narrative.

The difference in how participants drew on the photos had implications for the analysis, with
photos not taking as central a role as | initially assumed. Instead they were approached more
as interview aids, helping in moments where participants had less to say. In instances where
photos were more explicitly drawn upon, these are included in the analysis where permission
has been given. In all interviews the photos worked well to encourage discussion, with
participants clearly enjoying the memories they evoked. Further, as | had access to them |
could also ask questions about them in the second part of the interview with this often being
a good starting point for questions around everyday occurrences that were captured in the

images. This echoes McLaughlin and Coleman-Fountain’s (2019) reflections on visual
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methods as having the potential to provide insight into ‘social dynamics of valuing, pitying,
othering, celebrating and stigmatising. They both open up such dynamics to consideration,
as well as replicating them in the materials they produce’ (ibid: 378). Within these photos
were often examples of family inclusion, with birthday parties or family holidays capturing the
everyday of learning disability. This saw the photos leading to interesting reflections from
participants on their everyday lives that may not have been evoked without the visual

prompt.

Analvtical approach

Narrative thematic analysis (Riessman, 2008) was carried out placing emphasis on both the
content of the interview and, where relevant, to capture the narratives as a whole. With the
focus of the thesis on childhood experiences, the choice of analysis stems from a recognition
of the temporal elements of siblinghood and how it changes over time (Davies, 2023).
Alongside this, the research questions explore both narrative and thematic elements such as
how siblings conceptualise disability and make sense of their childhoods. In presenting my
findings | centre each chapter around a research question. The themes that address the
question are explored with attention given to narrative throughout. To achieve this, narrative
portraits were created to offer further insights into participants' stories and to sit with a
narrative in a longer form at different points throughout the work. The portraits are created
around the themes being discussed in a chapter, drawing on a narrative where that theme

was particularly relevant (Rodriguez-Doran, 2022).

The narrative thematic analysis was informed by the work of Riessman (2008), which offers
a framework that sees the researcher ‘keep a story ‘intact’ by theorising from the case rather
than from component themes (categories) across cases’ (ibid: 53). Smith (2017) builds on

this, offering the description:
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‘The purpose is to identify central themes (i.e. patterns) and relationships among
these within one specific form of discourse; that is, stories. In other words, the focus
on themes in stories, rather than all or any talk, is what distinguishes a narrative

thematic analysis from other analyses’ (ibid: 391)

These examples capture the focus on both the narrative story and the thematic content.
Riessman (2008) further extends this, placing the aim as ‘theorising across a number of
cases by identifying common thematic elements across research participants’...’'while also
preserving narrative features’ (ibid: 74). Ray et al (2025) similarly understand the analytical
approach as concerned with ‘focusing on entire narratives instead of their individual parts’
(ibid: 322). Through these examples, we can understand the aim of narrative thematic
analysis as to recognise the central themes within a narrative, and to where possible present
the data with narrative contextualisation. To do this, the analysis was approached with a
series of key principles in mind informed by previous examples of narrative thematic analysis

and the ethical and ontological considerations of this work.

The ‘commitment to the case’ (Frank, 2010) was a central principle of the analysis. This was
in recognition of the nuance and ambiguity of sibling relationships (Edwards et al, 2006;
Davies, 2023) meaning participant accounts would require contextualisation to ensure where
possible an authentic representation was presented. For example, in chapter 6 humour is
discussed as a central theme across participants' stories. These sections include reflections
around teasing and sibling banter that could be read in certain situations as problematic. It is
essential that context is given that makes sure participants' family humour is not
misrepresented. The second key principle was to pause with certain words, allowing time to

define them within participant understandings whilst also engaging with wider literature. This

105



was particularly relevant for research question two, which is concerned with how participants
conceptualise learning disability and family. There were times where participants' word
choices did not align with my own personal politics around disability. Recognising this, |
wanted to still ensure narratives were authentically represented, therefore participant word
choices were left in. The dilemmas this raised are discussed in more detail further into this
section. The final key principle of the narrative thematic analysis was to ‘sit’ with cases to
ensure narrative engagement consistently throughout the analysis. This is due to the
chapters being framed around the key themes of participant stories, with the analysis seeing
themes being engaged with across cases (Riessman, 2008). To do this, narrative portraits
are incorporated into the chapters. These were created using participants’ words and centred
around themes that were key in their narratives (Rodriguez-Dorans, 2022). This further
ensures that attention is given to the mundane in participant stories, recognising this as a
central concern in understanding sibling and family relationships (Punch, 2008; Morgan,

2011).

With these principles in mind, the narrative thematic analysis was carried out. This was done
in two ‘phases’ which informed each other. Whilst this description offers these two phases as
distinct, it is important to note the ‘messiness’ of qualitative research (Law, 2004). In practice
this was slightly more ‘blurry’ than the steps suggest. Notably the process of writing and
theorising with the data played a role in conducting the narrative thematic analysis. This
process of ‘working’ with the data influenced how the narrative portraits and themes came
together. With this in mind, the first phases of the analysis saw each transcript coded
thematically to explore the central themes. This followed Braun and Clarke’s (2006)
approach to coding beginning with ‘familiarising yourself with your data’ (ibid, 87). Part of this
was done through transcribing the data myself, a process that can be seen as a good entry

into generating potential early themes (Riessman, 1993). From there, inductive codes were
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created through the reading and rereading of the data (Braun and Clarke, 2006; Gioia,
Corley, and Hamilton, 2013). The codes varied across each narrative, with some cross over
that allowed for themes across the dataset that were effective. For example, codes such as
‘doing siblinghood’, ‘conflict’ and ‘sharing space’ were brought together into the theme
‘Siblinghood at Home’. Where ‘conflict’ was not necessarily central in all participant
narratives, ‘sharing space’ may have featured heavily instead. Therefore the themes work to
speak to what was important in participants’ narratives, alongside the research aims and
questions (Braun and Clarke, 2006). The other themes were ‘Care’, ‘Wider family and
outside the home’, ‘Navigating disability’, ‘Humour’, and ‘Self Reflection’. In their narrative
thematic analysis, Green et al (2015) refer to the ‘main ideas’ of participant stories. This
sentiment was central to identifying themes within the data, with the aim of ensuring the
‘main ideas’ of the narratives informed the analysis. These themes shape the findings
chapters which address each research question individually using data from the relevant

themes.

Following this, the transcripts were then read with specific narrative focus in mind. Notes
were made around the key aspects of participant stories, which were then developed into
short narrative reflections on each participant, examples of which can be found in the
appendices (Appendix 6). The narrative reflections focused on the approach outlined by
Rodriguez-Dorans (2022) which builds on the Labovian framework (Labov and Waletzky,
1997) for narrative inquiry with some additional steps included to focus the coding on
portraiture. This sees the data read with a focus on characters, orientation in time,
complicating action, result and evaluation, small stories, special narrative features and the
abstract. Of particular note to this research project were the more thematic elements of this
coding, with special narrative features and the abstract being the main focus. Both of these

draw heavily on the themes of the narrative, allowing portraits to be constructed around the
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themes that were central to the participant’s story whilst also giving insight into their
experiences as a whole (Wells, 2011). This was informed by the first ‘phase’ of analysis with
the ‘main ideas’ (Green et al, 2015) of the narratives being used to shape the portraits that
were created (Rodriguez-Dorans and Jacobs, 2020). Alongside this, narrative attention was

given to the context and how participants placed themselves within their stories.

Considering the portraits specifically, these were created as part of the analysis providing
extracts of participants' narratives in their own words. Rodriguez-Dorans (2022) makes a
distinction between the ‘self that experiences and the self that narrates’ (ibid: 11)
acknowledging the questions around validity in narrative research. However as the project is
concerned with how siblings of people with learning disabilities make sense of their
childhood experiences this is less of a pressing issue as the ‘self that narrates’ is who this
project is concerned with. Rodriguez-Dorans goes on to define the self that narrates as ‘one
that tries to make sense of the experience and creates a story’ (ibid: 12). Vaccaro (2010)
argues narrative analysis offers the opportunity to ‘holistically explore a person’s identity,
relationships, and emotions, all within a larger cultural and social context’ (ibid: 427). The
narrative portraits build on this to help us understand further how participants navigate
disability. By incorporating the participant's own words the portraits prioritise their language
choices and give a sense of how disability and siblinghood featured throughout their
interviews. Culturally, there are interesting implications here with regards to ‘conventions of
reportage’ (Sparkes and Smith, 2011) and stories ‘meshing’ (Bruner, 2004). For our stories to
make sense they have to be understood, and how participants choose to draw on cultural
understandings of disability in their own narratives help to further answer the research

questions.
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Alongside the methodological implications of these narrative portraits, there are political
ones. Smyth and Mclnerney (2013) refer to narrative portraits as a form of advocacy
ethnography. They argue portraits allow space for participant voices to be put at the forefront
of the research process, which brings with it a chance to challenge the power imbalance
between researcher and participant (Rodriguez-Dorans, 2022). Returning to Nelson's (2001)
notion of ‘narrative-repair’, portraiture enables this by centring of voices often
under-represented in certain contexts (Rodriguez-Dorans, 2022). Through presenting
narrative portraits of the experiences of siblings of people with learning disabilities the
nuance of sibling relationships is allowed to come through, challenging deficit narratives in

favour of more human, holistic ones.

One of the key challenges that arose in both phases of the narrative thematic analysis was
with regards to navigating discussions that in some form could be seen to uphold
developmentalist and ableist narratives of learning disability without misrepresenting the
intention of participants. This was particularly the case in chapter 5, in which participants'
references to learning disability were explored. In some cases these definitions could be
seen as problematic, with ideas of ‘normal’ and mental age being drawn upon when
describing siblings. These descriptions do not align more widely with critical disability studies
and my own personal disability politics, which brings with it a question of the role of the
researcher in these moments. This is something that Back and Solomos (1993) address in
their reflections around doing research into racism, in which they raise the important question
of whether not challenging these viewpoints means you are ‘legitimating these ideas through
your silence’ (ibid: 189). Building on this there is also a question of whether through not
raising a challenge during the interview and then proceeding to criticise these stances in the

thesis, | am unfairly presenting my participants. This was something | did not want to do as
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within their wider narratives participants were strong advocates of their siblings, with their

stories being full of love and care, and to imply ableism would feel unfair.

Recognising the importance of remaining reflexive throughout the analysis (Mauthner and
Doucet, 2003) | was conscious of my own positionality here and the potential of my insider
outsider status influencing how | saw this. My positionality will be unpacked further in the
latter part of this chapter, however it is important here to note the role it played in this
element of the analysis. Otter (2024) argues that holding an ‘insider’ status in research can
lead to nuance being missed in some of the work, with this being a result of almost taking for
granted certain points of view and therefore not engaging critically with them. This was
something that | think aligns with my initial reaction to these moments in participant
narratives. It was not until | went away and began to do more reading around this subject,
and read again the transcripts, that | began to view these instances slightly differently.
Through discussion with my supervisors a decision was made to ‘sit with’ these
contradictions, which informed the second principle of the narrative thematic analysis. This
approach draws from Chadwick’s (2021) reflections on the ‘politics of discomfort’. They place
discomfort as an entry point for theorising and call for researchers to ‘work with discomfort
instead of trying to smooth over or ‘iron out’ that which does not make easy or comfortable
sense’ (ibid: 569). In practice this sees chapter 5 explore these descriptions and not avoid
pointing out potentially problematic language choices. However, this is done so in a manner
that attempts to contextualise these within wider narratives as to try to ensure fair
representation of the participants. In their work on narrative portraits, Rodriguez-Dorans

(2022) argues the method:

‘seeks to understand and recognise people’s expertise in their own lives. Therefore, it

is crucial to also look for those instances of the text in which participants define in
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their own terms what those key concepts mean for them and use those parameters to

analyse the data accordingly’ (ibid: 33).

This is of course relevant for the portraits in the work, but it can also be applied more widely
to participant narratives. In this work | chose to understand these descriptions in the contexts
of the participants' wider stories. This means whilst | do note potential ableist or
developmentalist language, | also accept that participants may not be well versed in the
debates of the disability studies field and try to provide context where possible to ensure they

are fairly represented.

Positionality

In discussing positionality in this thesis, | have chosen to split the section into two. The first
part explores more conventional positionality discussions around how my role as a
researcher is likely to influence the project and approach taken. The second part aims to
situate my work within wider debates in disability studies around who should be doing

disability research?

Positionality plays a central role in how we conduct research, as highlighted by Braun and

Clarke (2022):

‘We are all deeply embedded in our values and experiences”..."Who you are and
what you bring to the research shapes and informs your research, inevitably, through

what you do and don’t notice, and what you take for granted.’ (ibid: 14)

Through this we see the centrality of positionality to the research process, and the

importance of reflexivity throughout (Fine, 1992). For Alcoff (1991) researchers must engage
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with the question of where they are ‘speaking from’. My experiences growing up with an
autistic sibling with learning disabilities are important to acknowledge for the role it has
played in this work. My passion for the research comes from my experiences, which extend
also to work and campaigning within the area. This ‘closeness’ to the topic brings with it a
number of considerations. For Kittay (2009) insider experiences create an ‘inextricable
relationship between the personal, the value of the political and the philosophical’ (ibid: 606).
Similarly, Mears (2013) argues a personal connection to research can contribute to it feeling
more ‘authentic’. This is of course valuable in a number of ways, of particular note was the
role my positionality played during the field work. Whilst | mentioned family experience on my
recruitment materials, there were moments during interviews where it was more explicitly
addressed. This could be in the participant asking me about it, or in moments of agreement
or acknowledgment that made clear my experiences. This had an impact on the interview,
often seeing participants become more comfortable in the space. As reflected on in my

research diary:

Interview 3-Similarly to the first two a definite expectation/ comfort in the knowledge
that | have lived experiences. | also feel like the stories people share are very
interesting. They show what they think | am interested in and they maybe skim over

certain things because of this.

Interview 4- Felt as though the participant was grateful when | mentioned | had lived
experience, they almost seemed to relax a little also. Knowing when to share this
information can be slightly tough, but this felt more natural with my reflections being
invited in a couple of spots and the participant seeming to enjoy the validation of

another person with a similar experience.

112



Interview 11- The participant grew up in the same city | did and whilst we did not
know each other some of the places they mentioned | was familiar with, | felt this
helped to relax the participant and led to them opening up more as | was able to ask

questions about these things in ways that seemed to work well.

These extracts capture how | felt my positionality benefitted the interview space, with
participants feeling comfortable opening up more as there was an understanding between
us. This is reflected in wider research, with it having been argued that personal experience
can contribute to comfort in more sensitive research discussions (Bell, 2005). Alongside this,
these extracts also highlight the potential shortcomings, with the note of concern about
participants skimming over topics due to assuming | am familiar with what they mean.
Roberts (2014) highlights this as a potential risk of ‘insider’ research making clear the
importance of asking participants to elaborate on topics that they may have ‘skimmed’ over.
Further, as discussed in the analysis section of this chapter, the ‘insider’ identity that in some
ways | hold brings with it potential to miss nuance, or take for granted aspects of participants'
stories (Otter, 2024). Adu-Ampong and Adams (2020) critique the binary nature of ‘insider
outsider’ that can occur, noting how no two experiences are the same and therefore it can be
problematic to view oneself as a complete ‘insider’. My experiences in a white middle-class
family in the south of England will not be universal, and it is important to be reflexive as to
avoid the danger that the ‘findings will be overshadowed by the enclosed, self-contained
world of common understanding’ (Mannay, 2010: 94). Drawing on this | was conscious of the
risk of viewing oneself as an insider, with the addition of an advisory board one of the ways |
worked to mitigate this. | tried to remain reflexive throughout the research process, engaging
with the data critically whilst recognising how my experiences influenced how | approached
it. The advisory board helped to achieve this, ensuring that people with learning disabilities,

and their family members were able to have input in the project as it was coming together.
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The second aspect of the positionality is the wider debates within disability studies around
‘who should be doing disability research?’. As captured by the mantra ‘Nothing About Us
Without Us’ (Charlton, 1998), the role of non-disabled researchers within the field of disability
studies has long been a topic of discussion. A central aspect of these debates is the
importance of positionality, with concerns around disabled people being reduced to a ‘topic of
study’ (Lester and Nusbaum, 2018) leading to calls for more reflexive research. For Stone
and Preistley (1996) there is a need for an understanding in which non-disabled researchers’
‘knowledge’ has a place within disability studies alongside the lived ‘expertise’ of ‘knowers’.
They call for the acceptance of non-disabled researchers whilst acknowledging disabled

voices must be central to the field.

Ryan and Runswick-Cole (2008) raise the question of the place of mothers within disability

studies arguing:

‘As non-disabled academics who research in the field of disability and who both have
disabled children we occupy a position of liminality; we are neither disabled nor

non-disabled’ (ibid: 199)

This reflection ties into discussions of ‘courtesy stigma’ (Goffman, 1990) and ‘disability by
association’ (Burke, 2010; Scavarda, 2023). Courtesy stigma refers to people associated
with someone who experiences stigma, experiencing it alongside them. Disability by
association builds on this, with both Burke (2010) and Scavarda (2023) arguing siblings of
disabled people experience stigma when out in public with their family on account of
society's response to disability. Whilst my own work is exploring the experiences of siblings
of people with learning disabilities, and my positionality as a sibling could be read as

‘enough’ explanation for carrying out this research, as the work is concerned with learning
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disability more widely it feels important to acknowledge these debates. For this reason | felt it
was necessary to share my positionality. This said, | am also conscious of the debates
around the expectation to share within qualitative research (Paechter, 1996) and the
potential position this can put researchers in. Gani and Khan (2024) argue the ‘obsession’
with confessional positionality statements is a ‘hangover’ of the logic of reason and
objectivity, a logic Mohamed (2024) argues reinforces the notion of the ‘ideal researcher’ ‘as
someone who remains unaffected’ (ibid: 5). Further, Pillow (2003) problematises
understandings of positionality as ‘confession’ or ‘catharsis’ arguing this can lead to
researchers seeing confession as a means to avoid critically engaging with where they are
‘speaking from’ (Alcoff, 1991; Dean et al, 2018). Whilst the urge to share in disability studies
spaces is rooted more in risks of marginalising disabled voices, these examples raise
important concerns around ‘confessional’ positionality statements. It is for this reason that
whilst | have disclosed my sibling experience, | have deliberately not gone into more detail in
favour of recognising that this should not be something we expect of researchers, especially
as this can be an expectation levelled more at PhD students (Paechter, 1996). | am
conscious of the role of my experiences within the analysis of the data and whilst | am not
disclosing further this is not to say | have not engaged in the ‘difficult conversations’ Ktenidis
(2024) argues are central to being reflexive about one’s positionality. This is something that |

have committed to, and hope comes through in the thesis.

Conclusion

This chapter has outlined the research approach of this thesis along with the wider
considerations around positionality and ethics that the project requires. The approach
consisted of semi-structured narrative interviews which included timeline mapping and photo
elicitation. The analysis follows a narrative thematic framework (Riessman, 2008) with the

data presented through extracts and also narrative portraits. This approach was designed
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with the research questions in mind but also paid special attention to the comfort of
participants throughout the process. Reflexivity was key to the project, with the questions
and challenges that arose during the work being documented throughout this chapter. The
following section of the thesis outlines the findings generated through the research, with

each research question being addressed in a specific chapter.
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Chapter 4: How do young adult siblings of people with learning disabilities

make sense of their childhood experiences of family life?

Introduction

In reflecting on their childhoods, participants reinforced understandings of siblinghood as
nuanced and complex (Davies, 2023), offering insight into the mundane everyday family
practices that make up being a sibling (Morgan, 2011). This chapter addresses the first
research question: How do young adult siblings (aged 18-32) of people with learning
disabilities make sense of their childhood experiences of family life? In considering this
question, the everyday experiences of participants will be explored, unpacking how siblings
of people with learning disabilities retrospectively understand their childhoods. To do this
participants narratives are analysed drawing on theories from both critical disability studies
and family sociology as outlined in the literature review.

This chapter is split into three sections: 'Siblinghood at home’, ‘Sibling care, or looking after’
and ‘Wider family and outside the home’. ‘Siblinghood at home’ focuses on how siblings
negotiate the home, looking at communal space, sharing material objects and sharing
bedrooms. ‘Sibling care, or looking after’ explores participants’ relationships with the term
‘young carer’ drawing on Meltzer’s (2017) critique of how the label is attributed to siblings
without question. This is followed by discussions around responsibility and how siblings see
this changing as they grow older. This section concludes with reflections on the gendered
nature of care and how this manifested in participant narratives. ‘Wider family and outside
the home’ explores family support networks, the role of ‘formal’ care for families and

experiences out in public.
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Siblinghood at home

Participants reinforced the understanding of home as a key setting for enacting sibling
relationships (Punch, 2008; Davies, 2019). ‘Home’ is a theoretically loaded term; this chapter
draws on sociological understandings of home as ‘relational’ (Massey, 1994; Smart, 2007)
alongside critical disability studies readings of home as a potential space of inclusion (Rapp
and Ginsburg, 2011). Through this lens, reflections on the experience of ‘living alongside’
(Davies, 2023) one's siblings and what it means to be a sibling will be discussed. This
section will touch on participant reflections on communal spaces, the role of private space in

their daily life, and sharing things with their siblings.

Communal space

Central to participant narratives was the negotiation of communal space, understood as
distinct from more private spaces like bedrooms with examples such as kitchens or living
rooms being commonly discussed. These shared spaces were often where participants
spent time with their siblings carrying out the ‘unremarkable events’ that make up family
practices (Morgan, 2011: 6). Considering these everyday ‘unremarkable events’, participants
spoke to the importance of dinner time practices in families (Smart, 2007; D’Angelo and
Moreno, 2019) whilst also offering insight into how these can be reimagined through a critical
disability lens. Eva, who was the oldest of four, reflected on how dinner time changed over

her childhood:

Now it's very much, and when we were a bit older, quite chatty, like relatively long

dinner times, all talking to each other. When we were younger it was probably more
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eating quicker to get back to what we were doing. When it was just the four of us we

wanted to go back and play outside or something (Eva)

Eva’s reflection touches on how dinnertime has shifted from a means to an end, being able
to play outside, to something her and her siblings came to enjoy as a social event. Eva went

on to talk about family rules around dinner time:

I think we could get down when we were finished, but we had to be finished and we
had to sign, that was the thing | remember really clearly, we had to sign like ‘thank
you for my dinner, please can | get down?’ and | remember we got to be able to do
that bit so quick, like we could sign ‘can | get down? Thank you for my dinner’

speedy. (Eva)

The family practice of finishing food before leaving the table is cripped (McRuer, 2006; Kafer,
2021) through the introduction of having to sign asking to get down. The reflection ‘we got to
be able to do that bit so quick’, whilst humorous, also highlights how her parents saw an
opportunity for family practices around dinner time to become a space where they could
develop this skill. This in turn sees their family practices become more inclusive. Eva’s

parents then took this further, introducing ‘signing only mealtimes’:

There were times like when we really trying to learn where my parents would make

us have signing only mealtimes and things that | remember finding pretty annoying, |

was like ‘I just want to have this conversation’ and they were like ‘sign it’. (Eva)

This extract can be seen as an example of centring inclusion in their family. This practice Eva

found annoying, later going on to note how her brother can understand speech but uses sign
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language to communicate. At the time, it felt over the top to have to sign at dinner. However,
Eva enjoyed showing her signing skills in the interview noting how she still remembers how
to sign ‘thank you for my dinner, can | get down?’ in two different types of sign language
highlighting the effectiveness of her parents' approach. This story can be seen as an
affirmative reading of family dinnertime with the notion of ‘dinnertime stories’ (Fiese and
Marjinsky, 1999) being extended in a manner that is accessible to everyone in the family.
Considering family display here (Finch, 2007), the inclusive choices at dinner work as display
within the family. Eva, her parents and her siblings all work to ensure the mealtime is
inclusive for everyone and further learn skills that will extend this inclusivity to other areas of
their daily life, displaying to each other that this is an important part of enacting family. The
crip element of this reinforces Walsh et al’'s (2020) argument on the potential of family display
to ‘broaden hegemonic norms around family’ (ibid: 356). Similarly, the everyday nature of this
as a dinner time practice reflects Rapp and Ginsburg’s (2011) notion of the ‘reverberations’
that come with having a disabled child. Here, inclusion becomes central to their everyday life

through these mundane family practices such as sign only mealtimes.

The expectation of sitting down together and eating as a family was a common occurrence

for many of the participants:

We'd sit at the kitchen table and we each had our own chair and we'd eat together

and no phones and all of that. (Susan)

Yeah, always, we've always eaten dinner, family at the table with our own seats and

stuff like that. If | sat in Beth’s seat she would not be happy she’d be telling me to get

out. (Zack)
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These examples echo middle-class conventions around dinnertime, with people sitting in

‘their chairs’ and added rules such as no phones (D’Angelo and Moreno, 2019). Whilst these
reflections show mundane everyday family practices (Morgan, 2011), other examples pointed
to how dinnertime might look different in some families. Dina is the middle child of three, and

reflected on dinnertime in her narrative:

Sometimes dinner could be quite stressful if she [Dina’s sister], if my mum was trying
fo get her to eat anything else like baby food or anything, but she wouldn't eat it so
then that wouldn't be very nice and, but yeah usually she was okay and that was fine
usually it was just me and my brother talking about what we did at school and then

my mum and my dad helping her eat and that was fine. (Dina)

Dina’s reflections touch on an everyday sense of sharing space and ‘being there’. Davies
(2023) draws on Brownlie’s (2014) everyday understanding of care and support in their
reflections on siblings just existing together or ‘being there’. Dina and her brother chatting
whilst her sister eats dinner with the help of a parent reflects a negotiation of disability with
Dina’s finishing comment ‘and that was fine’ highlighting the everyday-ness of this
‘non-normative’ practice. The reflection on the potential stress of dinnertime was echoed by

Scott who noted:

... if he [Scott’s Brother] was in a shit mood and he was like stressed and angry it
would be like not a fun experience to have dinner because he would be like stressed
out and banging things or hitting himself like often | feel like because that’s the
environment where it’s like this slight forced thing of ‘no we’re all gonna sit down

together now’, not that that made him stressful but it was like otherwise if he was in a
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shit mood I'd be like well I'm not gonna be around that and | just wouldn’t be near

him. (Scott)

Smart (2007) notes the importance of dinner time practices in families, drawing on DeVault's
(1991) understanding of feeding the family as central to producing family. They argue the
process of sitting down for meals can be one of the only times family members come
together. Scott’s reflection highlights a challenging side to this, with the more ‘forced’ nature
of dinnertime creating a situation that Scott cannot just leave. This links to Punch’s (2008)
arguments around sibling proximity and potentially conflictual interactions. Scott’'s own
approach to dealing with his brother’s bad mood is not possible due to being forced into
close proximity for the duration of dinnertime. Throughout Scott’s narrative there were
reflections around how he felt as though his parents did a lot to ensure he was able to be
independent which meant he rarely felt as though he could not do things on account of his
brother. This example highlights how, due to the work his parents did, he often was able to
just go and find his own space if his brother was annoying him. Dina similarly discussed

conflict with her sister and how she went about managing those situations:

I think I learned quite quickly that if you didn't leave Tyler alone she would probably
slap you or something so, not because she was wanting to hit you just she wanted to
be left alone so | quite quickly learned that if she said no you just left it and moved on.

(Dina)

Whilst not justifying her sister’s ‘hitting’, the extract does see Dina rationalise the outburst.
Where family sociology discusses sibling conflict it is often with regards to disagreements
that stem from arguments or in some cases play fighting that has gone askew (Mason,

2018). Previous work around disability and sibling conflict has commonly focused on the
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disabled person and framed the struggles of their sibling to live with them (Benderix and
Sivberg, 2007). Whilst Dina and Scott’s accounts of tense situations highlight potentially
aggressive and physical behaviour, they also show the care taken to try to navigate these
interactions. Further effort is made to recognise the intentions of the actions, with both
choosing to remove themselves to resolve potential conflict. This understanding is something

that will be returned in a later section of the thesis.

When considering communal space in his house, Scott reflected on how his brother did not

always respect his bedroom as a private space:

That was his favourite room because it got warm and sunny so he would just go up
there a lot of the time so yeah quite often he’ll take himself off and he’ll, he doesn'’t
like follow you around he’s quite happy being on his own and stuff within the house

but he’ll just walk in. (Scott)

Scott’s brother’s actions disrupt the expectation around privacy in your own room (Landon et
al, 2022). The reflection places this as part of how his brother navigates the whole house,
with Scott’s bedroom functioning in a similar way to other communal spaces. This gives
insight into the everyday of Scott’s childhood, with this being a commonplace occurrence that
he was used to. Lincoln (2015) argues that young people’s use of their bedrooms can
represent wider politics of the household. This sense of potentially ‘non-normative’ practices
as everyday and mundane is revisited in chapter 5. For Faye, there was a period of her
childhood where her bedroom was the living room also, as she was quite young when this
was the case it was not something she expressed too much bother about. However she did

reflect on the comfort having her own space later on brought with it:
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I think it felt significant. | think there's an element of like you have a bedroom you

have a space you get to like choose the colour. (Faye)

This notion of having your own ‘space’ is reflected in the literature around bedrooms and
siblinghood. Palludan and Winther (2017) note how a bedroom can bring with it a sense of
control that is often missing in more communal spaces, a sentiment Faye echoes in the
significance of being able to choose the colour of the room. The role of bedrooms in
participant narratives, and how experiences of personal space varied, will be explored in the

next section.

Sharing bedrooms

Alongside discussions of communal space, participants reflected on the role of their bedroom
in how they navigated the house. The space a bedroom can afford young people is very
valuable, with it offering potential for privacy that is not possible in other areas of the house
(McNamee, 1999). The living arrangements of the participants varied, with some having their
own bedrooms and others sharing with siblings. For Dina, her bedroom provided a space

where she could be on her own, particularly after school:

I would usually go upstairs and do my own thing, | could do my homework in my room

or | would go and watch TV by myself or read books by myself. (Dina)

Dina’s experience reflects Lincoln’s (2015) arguments around the roles of private spaces in
young people’s lives. Within Dina’s wider narrative was reference to how her sister’s
favourite room was the kitchen which connected to the living room. This meant Dina could

not always use the living room as she wanted, noting for example that the noise of the
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games console her family had would often bother her sister. When this is considered with the
quote, the importance of having your own space for Dina becomes clearer. Where in
communal rooms she had to be aware of how she used the space, in her own room this was
not a concern. For participants who shared bedrooms with their siblings the dynamic shifted,
with some challenges arising as a result of wider expectations of what a bedroom ‘should
be’. Hannah'’s portrait offers insight into how this dynamic was explored throughout her
narrative. For context, Hannah is the middle child and shared her bedroom with her older

sister:

Hannah’s Narrative Portrait: ‘l maybe never saw it as my space. It was shared space

and it was just for going to bed’

| remember we always shared a bedroom, well until she moved out when | was 18 we shared a
bedroom so that was quite challenging. | think it is that being a teenager is difficult anyway, and then
we're sharing a bedroom and she was quite emotional. She's also got hydrocephalus so like her
emotion and her learning disability alongside that... I'll say she could be very emotional. She went to a
special school, but it was too far away from my house for her to go every day so she went to a
boarding school Monday to Friday, she would only come home for the weekend. | was then used to
having the bedroom to myself in the week and then she’d come home and we’d be sharing again and |
guess that wasn't a time where we were close either. | think it probably could have gone one of two
ways, it either could’ve made us closer because we had that more limited time together, but | think
with us it just yeah. Because she's in a wheelchair she couldn't go upstairs to our room without going
on the stairlift which requires someone else so we never really spent time in our room and, | was
thinking about this the other day, people must have gone home from school and sat in their room but
we never did that we would always sit in the lounge together and watch TV and eat biscuits and stuff. |
think it's because | maybe never saw it as my space. It was a shared space and it was just for going to
bed. | very rarely would go up and sit on my bed and read a book or whatever. If | did any of that |

would do it downstairs which is interesting actually and whether subconsciously | was like maybe it's
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because she’s... | don't know if that's why but we just didn't really spend time in our rooms like we just

would always sit around together.

Bedtime was stressful. | think just not having your own space and not having my own room was really
difficult and obviously I'd be there while she was getting dressed into her pyjamas but she didn't really
have a problem with that but | think that it’s not relaxing either. So always the bedtime for me, if | ever
think about that aspect of my childhood, it just makes me think of like having a knot in my chest,
feeling like het up and | think that's also because she would get put to bed and then | would go and
have my shower or whatever but she was almost going to sleep by the time | was then ready. I felt like
I was just sneaking around and yeah not having any alone time and also she used to make this really,
she used to make this horrible noise in her sleep and it used to wind me up so | used to throw my
teddies on my bed at her face so that they would hit her and she'd stop making the noise, which is
obviously annoying for her as well. So yeah, definitely normal, | feel like if she wasn't disabled | would

also have done that yeah and then she moved out when | was 18, so that was, yeah, that was good.

Hannah'’s narrative touches on a number of aspects of sharing a room. The overarching
point is one of not feeling as though it is your own space, and as the portrait continues we
see examples of how this feeling manifests. Once again, there is a sense of ‘conflictual
closeness’ (Winther et al, 2015) throughout the whole narrative with the proximity of both the
bedroom and also the communal spaces creating feelings that at times led to physical
altercations. Reflecting on these moments, Hannah is keen to make clear she would still
have done that if her sister ‘wasn’t disabled’ [sic] highlighting wider social expectations
around conflict and learning disability. The choice to justify this action as something that
comes under ‘sibling conflict’ reflects understandings of sibling conflict as a common
occurrence, if not almost expected (Mason, 2018). From a disability perspective this is
potentially more controversial, with violence towards disabled people a common occurrence
(Khalifeh et al, 2013). Here we see Hannah's sister's identity of disabled person clashing with

the identity of being a sibling creating a situation where Hannah feels the need to ensure that
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I, the researcher, understand this conflict was just sibling conflict and not something more
sinister. Considering this example alongside the notion of sibling relationships as backstage
(Punch, 2008), Hannah'’s justification is an interesting example of a backstage action being
brought into the more front-stage environment of an interview. Her choice to justify it can be
seen to highlight a concern over the interaction being potentially misunderstood by the

audience.

Hannah’s comment on other people going up to their rooms after school can be read as a
reflection on how her experience differed from what she may have expected. This
understanding of your bedroom not really feeling like your own space was also expressed by

Emily who stated:

My bedroom was very much for going to bed and | think it's probably why | spent so
much time at like my friends on a weekend because they had their own room and
when we’d closed the door no one would really come in, we could just sit and not

even do anything in particular we could just hang out. (Emily)

Both Hannah and Emily’s feelings reflect Palludan and Winther’s (2017) findings around how
siblings who share rooms feel about the potential of having their own room. Their participants
contrast their own experiences with that of friends or other people they knew, feeling as
though a space of their own would have been really useful. This links to expectations, a

theme which is explored in detail in chapter 5.

The experience of having to sneak around your room once your sibling had been put to bed

was shared also by Zara, however she reflects more positively on the fun she had with her

sister after her parents had left:
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Jenny gets given medication which helps her to sleep and | was playing around with
her, maybe my parents are aware, oh well, but it was a really positive, it was brilliant,
it was so fun you got to read, you got to play and Jenny had a bed that went up to the
ceiling, don't know why that design was there, but | would like put us both up and

then like jump off. (Zara)

Zara’s account is both crip and affirmative through the repurposing of medical equipment into
something they could both play with (McRuer, 2006; Kafai, 2021). We see the backstage
setting and close proximity providing the potential to reimagine overtly medical equipment in
favour of something more fun, this is particularly pertinent in the comment about not knowing
why the equipment had that feature. Zara’s story does not speak to the reason for having the
bed, instead she was interested in the fun it could provide for her and Jenny. Further, the
privacy of a bedroom, as away from parents even if shared, allowed for this fun to take place.
Whilst Zara is unsure if her parents knew, this joyful experience is a result of sharing a

bedroom and would not occur in a situation where the siblings had their own rooms.

Sharing things: What to watch on the TV

Alongside the role of bedrooms and communal space in the home, participants reflected on
sharing things with their siblings, both communal objects and personal items. The key thing
discussed across the interviews was the television. Often situated in the living room, the TV
featured as a key site of sibling interaction after school or on the weekend with contention
arising at times around what to watch. Some participants described a similarity in interests

and relative harmony around television choice:
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She definitely likes more trashy TV than | do. But yeah, | think as kids we generally
watched similar things. | can't remember us really having arguments about what we

would watch or anything like that. (Hannah)

There's a list of movies where | feel like, | could almost say word for word the entire
movie now, like do you know the original Matilda with Danny Devito that's huge in our
house, Beth loves that so pretty much that whole movie we could do any sketch from

that pretty near perfect | think. (Zack)

These reflections point to lateral relationships, with siblings often close in age and therefore
having similar cultural reference points and interests (Davies, 2023). It is also important to
note the joy in Zack’s reflection, with the extract providing insight into how they had fun
growing up. The role of joy in participant narratives will be returned to in chapter 6. Some
participants recognised that the expected ‘growing out’ of certain TV was not shared by their
sibling which meant over time they were not into the same programmes. Hannah for example

stated ‘as kids we generally watched similar things’, while Martha described how her brother:

... just stayed watching like the Tweenies, Dora the Explorer, stuff like that. (Martha)

These reflections touch on Niedbalski (2024) and Nguyen et al's (2024) research into the
roles siblings of people with learning disabilities take on over time, often moving from
playmate to potentially more support focused roles throughout childhood. Whilst they note
how these roles are fluid and change over the life course, the growing out of certain TV
programmes can be seen as a small example of how sibling interests can impact how they
carry out their daily lives. The notion of ‘kids TV’ brings with it developmental narratives

around what someone ‘should’ be watching at certain ages. It is important to acknowledge
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participants were not passing judgement on their sibling’s interests, instead noting how they
did not enjoy those programmes and therefore it was harder to find something to watch
together. For other participants the choice of programme did not pose a huge issue, instead

they struggled with their sibling’s watching habits:

It's very frustrating that he knew everything so well, his memory was amazing, but
obviously nothing was watched in a linear order and that was the kind of frustrating
thing like ok he's put on, | don't know, Rapunzel or something, that's fine | can get
behind Rapunzel | can do that, but then you watch scene 1 and then you watch
scene 20 and then you watch scene 9 and it’s just like if I'm going to sit here and

watch it please at least let it play. (Oscar)

Oscar’s frustrations build on the difficulty of sharing the television, moving past the choice of
what to watch and instead taking issue with how his brother chooses to watch movies. Within
the reflection is an admiration of his brother’s memory going on to explain how his brother
would often recite lines from movies just before the character said them on screen. This
admiration is directly tied to Oscar’s frustration echoing Hayley Davies’ (2015a) emotional
tightrope with admiration and frustration occurring simultaneously. For Zara, her sister’'s TV

choices were coupled with the fact she got preference on what to watch:
Jenny is obsessed with Eastenders so most of the time, Jenny’s got trump card on
the TV, so we would all be sat watching Eastenders constantly and that’s still a thing

now. (Zara)

When asked about her sister’s ‘trump card’ Zara went on to explain:
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My honest opinion is the kick-off from Jenny is the worst. | think that obviously we
could all go do something else... yes maybe it was because you know | could always
just go, I didn't feel like that at the time cause | wanted to be there as well... | also

did, when my parents left the room | would trump the tele choice. (Zara)

Zara'’s conflicted around why her sister got the trump card, initially noting how her ‘kick-offs’
were the worst of the four siblings. This is followed by a reflection around how the other
siblings could all just go and do something else whereas Zara’s sister uses a wheelchair
which impacted where she could access in the house. Zara’s comment that she did not feel
like she could leave touches on the ‘involuntary nature’ of sibships (Gelles, 1997) and the
reality of ‘living alongside’ one another (Davies, 2023), with Zara wanting to be in front of the
TV even if what was on did not interest her. The additional note of Zara trumping Jenny’s
choice once her parents left gives insight into how siblings negotiate shared space and

touches on Winther et al’s (2015) concept of conflictual closeness.

Zara’s narrative also explores fairness, with perceived parental fairness something that is
often important to siblings (Gozu and Newman, 2020). Jenny’s ‘trump card’ over the TV did
not make sense to Zara when she was younger so she chose to put on what she wanted
once her parents were not in the room. When read alongside the discussions Scott and Dina
offered around physical conflict with their sibling, Zara’s reflections highlight how wider social
expectations around disability do not mean siblings will not question behaviour or actively
challenge it when they felt parents were being unfair. Where Scott and Dina showed
understanding and chose to remove themselves from situations, Zara wanted to be there
and further was happy to ignore her sister’s TV choice in favour of her own interests. Here
we get insight into the power dynamics within Zara’s family, with potential birth order

hierarchies (Edwards et al, 2006) and wider ‘trump cards’ ignored by Zara as they did not
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seem ‘fair’. This ambivalence further highlights the everyday reality of living alongside

siblings (Gullgv et al, 2015; Davies, 2023).

Some participants touched on how their siblings might break communal things and the

implications this had on their use of the space:

... he'll break things when he's happy as well, he's just very, he's six foot three and all
of that so he'll just go about like one time | asked him to turn the light on, he turns the
light on, | turn around the light switch is broken, like smashed I'm like what has

happened there but yeah, he's hard, tough on houses. (Kerry)

For Kerry, things being broken was presented as just a part of daily life. There was a sense
of everyday-ness in the occurrence, seen in the remark ‘he’s hard, tough on houses’. When
asked about her family's response to things being broken and more widely the resources

they had available, Kerry said:

I think there was savings in certain aspects where because we weren't on really
expensive holidays or anything like that because we weren't able to do those things
SO savings in that sense but those savings probably went then towards breakages.

(Kerry)

Kerry notes how her family was able to replace things, but felt this was almost a result of the
fact they did not go on ‘really expensive holidays’ on account of her brother’s support needs.
This ties into wider discussions around resources available to families and how this impacts

the experiences of the siblings interviewed. For Susan, things being broken could not always

be replaced:
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I remember him breaking a microwave and us never having a microwave again
because he will probably break it anyway and yeah | did notice the way that if things

were broken they’d either be put out or replaced. (Susan)

Here, Susan’s experience of communal space is directly impacted by her brother breaking
things and her family not always being able to replace them. This directly contrasted with
participants whose families were differently positioned in terms of resources and financial
capital and therefore things being broken posed less of an issue. In the examples of sharing,
and particularly how siblings were often understanding when things were taken or broken,
we begin to see the everyday care participants spoke of. A key part of this everyday care
centred around an acceptance and understanding that echoes the conceptualisation of
‘being there’ (Brownlie, 2014; Davies, 2023). The next section explores this sibling care in

more detail.

iblin r r ‘looking after’

All the siblings interviewed referred to some form of ‘care’ between them and their siblings,
with the home being a key site for this. However in many cases they rejected ‘care’ labels in
favour of a more everyday understanding of support. As discussed in chapter 2, when
approached through a critical disability studies lens, commonplace understandings of sibling
care are disrupted and we are invited to reimagine how we view care and co-dependence.
Participants highlighted this through their understanding of care, and what it meant for them
and their siblings. This section will explore this focusing on ‘Being a young carer’,
‘Responsibility and looking to the future’ and ‘Gendered care practices’. Throughout these

sections how siblings understood ‘care’ will be unpacked.
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Being a ‘young carer’

Many of the participants had attended some form of young carer group during their
childhood. However, their reactions to this varied quite considerably. For Kerry, being a

young carer, and attending young carer meetings, provided much needed support:

Yeah so | was recognised as a young carer by my GP. So at your GP you can be
recognised as a carer’ ... ‘it just means for getting flu jabs and stuff as well they know
that I'm associated with that but it's also flagged on my records so school always

knew that | was a carer and all of that. (Kerry)

Kerry was the only participant who mentioned being recognised as a young carer by their GP
and further went on to discuss how they enjoyed the young carer activities on offer in their
local area but wished there had been more. These reflections align with the arguments of
Fives et al (2013) around the importance of the term young carer for ensuring people have
access to support, with the GP registration being useful for Kerry growing up. Alongside this,
Kerry’s pride in being a young carer reflects Smyth et al's (2011) research around the
significance the term can hold for young people. They note potential benefits such as
‘recognition and validation, acknowledgement of responsibilities, peer support, an
explanatory label, and accessing support’ (ibid: 150). For others there was less of an
emphasis on being a young carer with the label not aligning with how they understood their
sibling relationship. However, the commonplace use of the phrase saw it still playing a role in
their lives. For example, a number of participants had been encouraged to attend young

carer groups by their parents but had not really enjoyed it once there, as shown by Alex:
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There was one instance where she's [my mum)] signed me up for a carers [group]’ ...
‘which | completely, as a kid | completely rejected, | don't want it because I'd have to

go on Saturdays, go to this thing and I didn't know anyone so | was like no. (Alex)

Alex went on to explain that he did not enjoy the social aspect and had initially attended
under the assumption that the group would help him become a better carer for his sister.
Meltzer (2017) argues that a label of young carer can have relational implications and that
often siblings do not see themselves as ‘young carers’ with the label being something
attributed to them by others. For Alex, his mum had signed him up and he himself had
‘completely rejected’ it. This said, Alex’s interest in a group that would help him become
better at care highlights support that he would have benefitted from that could be tied to an
understanding of himself as a ‘young carer’. For some participants there was a feeling of

almost confusion around why they were attending the group:

They’d be like you are a young carer like you, your brother is a serious situation and

you should, but | was never really a young carer, my parents were very good to make
sure that | was not the one caring for him like I'm looking after him and no one else is
kind of way which is something | thought that was happening to the other kids instead

of me, | was very fortunate. (Susan)

I almost felt like, because you had people there whose parents had cancer and stuff
like that, and | almost felt like | shouldn't have been there because | was like mine's
not really bad it's not a negative kind of care sort of young carer thing. So | almost felt

like I didn't really belong there. (Martha)
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For both Susan and Martha there was a sense that their situations did not warrant being
seen as a young carer, and therefore it was strange for them to be attending the group at
their school. Susan’s quote specifically raises an important point about the role of parents in
the care expectations placed on siblings, with Susan noting how she was fortunate that she
did not have to be the only one caring for her brother. This was in contrast to others who
attended the group who she felt took on a larger share of the ‘caring’, highlighting how sibling
care experiences will vary between families. Both quotes align with Meltzer’s (2017)
reflections around the tendency to ascribe a young carer label to people without asking them
nor recognising the nuanced and complex understandings of support, affiliation, connection
associated with being a sibling. Similarly, these examples echo Pavlopoulou and Dimitriou’s
(2019) finding that siblings of people with learning disabilities often do not see ‘care’ actions
as ‘care’ instead referring to things such as ‘helping out’. Scott offered a similar sentiment

when asked if he considers himself a ‘carer’:

No, no, I will when my parents have died but | don’t now because they do it all.

(Scott)

When asked to expand on this, he explained:

I don’t see myself as a carer and I've never seen myself as a carer like | never saw

myself as a young carer because | didn’t do, | did do stuff but | never felt like | was

doing stuff so no. (Scott)

For Scott he did not do enough to warrant being seen as a carer, however he did feel as

though this will change when he is older as he will take over his brother’s care, something

that will be revisited in the next section. Scott’s narrative further reinforces the role of parents
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in how siblings experience care roles, and the privilege associated with not feeling
expectations to care (Kuo, 2014). Alongside this, Scott’s feeling that he did ‘do stuff’ but it did
not feel like ‘doing stuff’ aligns with the arguments of Meltzer (2017) and Pavlopoulou and
Dimitriou (2019) and with Susan and Martha'’s feelings around not belonging to the group as
their situations were not ‘bad’ [sic] enough. This was shown in wider reflections from
participants in how their ‘care’ manifested, for example Oscar’s reflections on helping with his

brother’s medications:

Yeah, | don't know. | wasn't giving it as a kid and stuff, but you know | mean, it's just
normalised, it's just like another thing it’s like getting a cup of tea or something it's
always on the side of ‘oh can you get us epilem, where's epilem’ or something, but |

think it was normalised. (Oscar)

Oscar’s feelings touch on his experience of living with a sibling with learning disabilities and
the mundane family practices that come with that (Morgan, 2011). The normality of grabbing
epilepsy medication shows it just become another part of daily life with Oscar’s narrative
depathologising an overtly medical act (Connors and Stalker, 2007). Through this,
expectations around constructing disabled people as ‘dependant’ (Morris, 1993) are
challenged in favour of contextualising the act of care as something mundane and everyday.
This discussion of ‘alternative norms’ is revisited in detail in chapter 5. Building on this,
Zara’s reflections around taking her sister out for the day provide an affirmative reimagining

of sibling care:

When | started looking after Jenny in the summer holidays where we would just go

shopping, go to the cinema’ ... ‘if Jenny and | could get dropped off somewhere,

because you don't want to be with your parents when you're teenagers, and that was
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really fun and that was that was much more like chaotic but I just, yeah you are
limited obviously it was down to like shopping, movies and like movie days but was

amazing | loved it. (Zara)

Zara’s narrative around ‘looking after’ her sister is presented more so as teenagers hanging
out without their parents, with their being clear reference to how both the sisters enjoyed the
days out. This reflects more widely arguments around the co-dependent nature of sibling
care (Mauldin and Saxena, 2018), with both siblings enjoying each other's company and
their time together. Within the narrative sit interesting reflections around how disability can
disrupt sibling birth order hierarchies, with Zara being Jenny’s younger sister but referring to
‘looking after’ Jenny (Edwards et al, 2006; Morrow, 2008). Further, the specific reference to
‘looking after’ reiterates Meltzer’s (2017) stories of siblings rejecting care labels. On this,
Pavlopoulou and Dimitriou (2019) call for researchers to be conscious of framing ‘helpful
relations between siblings, in which sisters seem to feel comfortable’... ‘as non-normative
caring tasks’ (ibid: 10). Whilst ‘looking after’ speaks to the care Zara is engaging in, the word
choice is more everyday. Further, the additional reflections around fun centre the closeness
in their sibling relationship (Gillies and Lucey, 2006) and the importance of ‘being there’
(Brownlie, 2014; Davies, 2023). Hayden and Hastings (2022) argue ‘being there’ is even
more important when your sibling is often excluded from social events. Recognising this,
Zara’s account of ‘looking after’ her sister holds within it a radical rejection of understandings
of ‘care as burden’ (Gibbons and Gibbons, 2016), in favour of a reading of care that allows

joy to be central.
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Responsibility and looking to the future

Whilst participants differed on their views towards the label of young carer, most of them felt
a sense of responsibility towards their siblings and parents, both in helping out during
childhood and looking towards the future. With regards to daily life, these reflections were

similar to those discussed in the previous section:

It was like if Mum and Dad are really busy doing other stuff in the mornings and stuff
like I'd help Guy, make sure he brushes his teeth, had a shower, gets dressed

because he still struggles with like doing buttons and stuff on the shirts. So I just kind
of help him where | could with that and yeah, taking him places if Mum and Dad can't

do it or stuff like that. (Martha)

This clearly ties into the discussions around everyday care or ‘looking after’, the difference
here being the recognition that they were not just supporting their sibling, but also their
parents. This example reinforces Arnold, Heller and Kramer's (2012) argument that some
siblings of disabled people can be expected to take on more responsibility and a more active
role with regards to care. Kramer et al (2013) note how this expectation often extends to
advocacy and working to help access support services. This was reflected in participants'
views on the future and how they felt about this both as children and then now. For Alex
there was a recognition that he would be the one to look after his sister in the future, a

responsibility he felt was tied to him being an adult now:

I feel like we've got closer recently because you understand that obviously when my

mum and dad go I'm going to be the main carer for Lola so it's gone from obviously

being like a teenager going out to now I'm an adult and | need to start. (Alex)
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Alex’s reflection touches on the relational implications of care for siblings of disabled people
(Meltzer, 2017), with him seeing his role as Lola’s main carer as signalling a significant
change in his life and in their relationship. Alex presented this as a distinct change from how
he felt when he was younger. This notion of his role changing over time reinforces
Niedbalski's (2024 ) research around siblings of people with learning disabilities moving into
more explicit care roles as they grow older. Further Alex cites two reasons for this, the main
one being because he loves his sister and the second being to make his parents proud.
These reasons reflect the closeness of Alex’s family and the love that is central to their
relationships, reinforcing understandings of support and intimacy as central in sibling care
(Gillies and Lucey, 2006). Scott was the oldest participant in the research at 32, for him the

reality of taking over his brother’s care was more immediate:

... how is more the sort of background knowledge that there’s this thing that you're
gonna be responsible, not thing but like the situation you're gonna be responsible for

and what it means for my own life choices and things | want to do. (Scott)

When asked about whether this was something he has always felt, Scott responded:

No, and | think that’s a lot down to my parents like doing the work and not, like on a

day-to-day basis, being like | have a load of responsibility to this person because |

just didn’t. (Scott)

The extracts capture how Scott’s feelings around his care responsibilities have changed as

he’s grown older. This is a theme that can be seen in wider sibling literature around the

negotiation of relationships over the life course and how they change over time (Connolly et
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al, 2016). Further into his narrative Scott mentioned that this was something he had
discussed with partners also. Scott’s concerns about his life moving forwards highlight the
negotiation of responsibility, and how far it extends within families, reflecting Vanhoutteghem
et al's (2014) work around experiences of siblings in law living with a disabled family
member. Alongside this, research points towards siblings of disabled people taking over care
as they age (Heller and Arnold, 2010). For Avieli et al (2019) this is characterised by a sense
of calling or love that is often met with positive reaction, a sentiment shown in Alex’s
reflections above. In contrast, Scott feels frustrated about this, showing concern over how

this experience will be:

I feel like a good 50% of the conversation [with my parents] is talking about the latest
shit with my brother, not him but like his care and things that are going wrong and
things they’re having to sort out and things that aren’t going well and reasons why
he’s stressed out or his health and those kind of things and that’s, a lot of that is a

case of shit support rather than him as a person but yeah. (Scott)

Scott’'s comments reflect a ‘harmonising dilemma’ (Dellve et al, 2000), understood as tension
between the love and closeness you feel for your siblings meaning you want to support them
and the reality of this and the lack of choice you feel you have. This is shown in how Scott is
conscious of stressing that these frustrations are ‘a case of shit support’ as opposed to due
to his brother specifically. A similar argument is made by Hwang and Charnley (2010)
regarding how siblings of people with learning disabilities experience expectations of care
placed on them as both positive and negative. For Leane (2019) these conflicting emotions
around sibling care and disability are a direct outcome of a neo-liberal ableist system which

places emphasis on individuals and as a result relies increasingly on family care. Scott
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finished his interview with an honest reflection on this discussion, and his childhood more

widely, stating:

...there’s loads of nuance fto it but like it was also shit, not shit for me | had a lovely
childhood and loved it and had lots of really nice things and | don’t think my parents
would say this but it was also shit and | think really in their heart of hearts and maybe
in mine if you could change and not have a brother who was autistic | probably would
without being harsh on him, he’s lovely and | wouldn’t change him it’s all theoretical
but I'm pretty sure | would swap him for a non-autistic brother because of the like
ongoing stress and issue and stuff that it causes but that can be the case while at the

same time it was really lovely. (Scott)

Reflecting on his current care responsibilities, and his childhood, Scott captures the
‘ambivalence’ and complexity of siblinghood (Punch, 2008; Davies 2023). However his
reflections take this further unpacking the experience of growing up with a disabled sibling
within an austerity context (Leane, 2019). These feelings echo Spagnuolo et al’s (2025)
reflections around the lack of choice in taking over care that often occurs for siblings. They
make clear that this also extends to disabled people who are rarely considered in these
discussions either. Scott speaks to the urgent need for better support for people with learning
disabilities and their families, a theme that is commonplace in literature on this topic (Conway
and Meyer, 2008; Leane, 2024). Further, this has clear implications for Scott and his
brother’s relationship, reinforcing the importance of support that enables ‘productive and

fulfilling family relationships for all parties’ (Tozer and Atkin, 2015: 350).
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Gendered care

Participant narratives reinforced understandings of women being expected to undertake
more care roles in families (Read and Wuest, 2007; Kenway, 2023; Travers et al, 2020).
Dina’s narrative portrait offers insight into these gendered care expectations and how she
reflected on these throughout her childhood. Dina is the middle child of three, with an older

sister and younger brother:

Dina’s Narrative Portrait: ‘| think what annoyed me more was that my brother would

never think to do that’

I always knew that if we were gonna do something that | would have to help Tyler and | would have to
help Samuel do things, that's my brother. If we would go to the park and if my parents weren't helping
Tyler then | would be like ‘Tyler let's go and do this’ or something, she’s not bothered about things if
you're not doing something so we used to like run around gardens and stuff and she's a really good
runner so | would have to hold her hand to make sure that she knew where she was going but that
was always quite fun because she could run quite quickly, I liked it, a lot more me than my brother he
was never so interested. | think maybe because he was just the youngest it just didn't occur to him,
equally I'm a bit more of a social child than my brother, | wanted somebody else to play with so if you

don't want to play I'd go and find my sister.

It was pretty good for the most part, | didn't really do anything when | was little there was nothing |
had to do like if I didn't want to play with Tyler then my parents would be right there, they would be
watching anyway so if something happened or if | was like ‘yeah | want to go and do my own thing’
they’d be like ‘that's fine, Tyler will stay with us’ and it was never assumed that | had to do anything. |
used to want to do quite a lot so | would help if we went to family events and there was lots of aunts
and uncles or extended family and | wasn't so interested in talking to people then | would help Tyler

and sometimes that frustrated me because I felt like | couldn't do my own thing but | think had | said to
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my parents like | just want to go and sit by myself or talk to people they would have been like ‘yeah of
course that's fine’. | think what annoyed me more was that my brother would never think to do that so
it would just be me who would do it so he was just like off doing his own thing by himself, of course he
was... so yeah, sometimes | think he had quite a different experience of the whole thing to me
because he wasn't so, | don't know if he was as aware or not really, but he just wasn't so engaged with
Tyler when we were growing up and so when it did go to a point where my parents were like ‘could
you be at home?’, when | was about 15 my mum started saying things like ‘could you be at home for
when Tyler gets home in the taxi because I'll be out but you just have to sit with her for 20 minutes and
then I'll be home’ or ‘could you just be in the house for 20 minutes because I'm going out and your
dad's gonna get home in a bit’ and that sort of thing, he wouldn't do as much of that and then when |
got to about 17, 18, ‘would you like to look after Tyler this evening we’ll pay you like a proper
babysitter and we'll go out and are you happy to do that’ like | could put her to bed and stuff like that.
But to this day | don’t think my brother could do that, | don't think he knows how to do it and he just
wasn't as interested. | think | wanted to be part of it, | wanted to know what was going on from quite a
young age as well, so yeah. We talked about some things but not a lot of things. I think it's weird
because when we have talked about things we've had quite different like memories of what it was like

which is interesting.

Dina’s narrative portrait outlines how she would ‘help’ Tyler and how her brother did not do
this. Within these reflections is an understanding of familial care as everyone’s responsibility
(Leane, 2019), not just their parents. This meant that her brother’s disinterest in helping out
caused friction between the siblings. The portrait reiterates Mauthner’s (2005) findings
around the responsibility often placed on sisters to step up more than brothers. There is a
clear shift in how care manifests as the narrative continues, with more physical ‘active’
support being taken on by Dina and a greater responsibility attached to this as shown
through her parents offering to pay her for the work. Once again, this reinforces
understandings of sibling care changing over the life course (Barnes, 2012; Tozer and Atkin,

2015). There is also a sense throughout the narrative of responsibility leading to more
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responsibility (Morrow, 2008), with Dina specifically being asked to take on more care as she
gets older as opposed to her brother who was ‘not very interested’ from the start. When read
alongside literature around the gendered nature of care (Webster, 2018; Wikle et al, 2018)
this risks becoming a self-fulfilling situation in which there is already a larger expectation that
Dina supports her sister. This leads to more responsibility being placed on her due to her

being ‘good’ at it and taking on more of a role initially.

Kelada et al (2022) argue that taking a more active role in sibling care can lead to closer
relationships and understandings between siblings, this can be seen in Dina’s account of the
conversation between herself and her brother where he does not remember as much as she
does. Dina is keen to stress that she was more interested in supporting her sister then her
brother was. Once again, there is a sense of the complexities of sibling relationships (Davies,
2023) with care practices and responsibilities in family being the result of a number of
factors, both structural and more interpersonal. Through this, wider gendered care
expectations are experienced alongside more everyday, mundane, realities of family life.
Similarly to Dina’s brother, Oscar expressed not taking as active a role in his brother’s care

and the implications this had on his sister:

... basically once | started becoming a teenager and going out and stuff and having
more of a social life, | was enjoy doing all that work but | did also have the very strong
conviction that this shouldn't define my life and | should still be able to go out and
stuff and consequently my sister picked up a lot more of that slack and also she was

a girl and she's very close to Owen and stuff. (Oscar)

This want for independence was similarly shown by Scott in the previous section. In seeking

this independence, Oscar’s sister ended up taking on more responsibility, something he
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partly attributes to her gender. Within the wider narrative this reflection was one of
understanding of the unfair-ness of this, however offering this as a reason does provide an
insight into how these gender-based care practices can reproduce themselves (Erevelles,
2011). Similarly, the reflection reinforces Edwards et al’'s (2005) argument regarding the
expectations placed on women to be at home. Whilst their research is exploring when
siblings leave home, the sentiment applies here and finds that whilst brothers are expected
and almost encouraged to go out and seek independence, sisters are expected to call home
and return home more often. Oscar’s justification of wanting independence and to not be
defined by his brother partly relies on his sister being at home and stepping in where he
previously had. Whilst the examples outlined up to this point have mostly centred around
home, the next part of the chapter explores how siblings reflected on experience outside of

home, and with people who were not immediate family.

Wider family and outside the home

Within their narratives of childhood, participants would speak of experiences with those
outside of their immediate family, and how these interactions, whether positive or more
challenging, were an important part of their everyday growing up. This section explores
participants’ reflections on these experiences through three sub themes of ‘Family support
networks’, “Formal’ care networks’ and ‘Navigating society’. It is important to note that the
narratives are situated within the austerity politics that have characterised social care in the

UK since 2010, with this being the backdrop for the majority of the experiences they spoke

of.
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Family support networks

Participants spoke of the importance of having trusted family and friends who could offer
support for them and their families. Under the policy of austerity there have been huge
changes to care policy in the UK with disabled people being one of the core groups targeted
(Runswick-Cole et al, 2016; Ryan, 2020). This has led to a rise in informal care which, whilst
mostly undertaken by immediate family members (Hourigan et al, 2017; Lee et al, 2024),
also includes wider family and friends (Broese van Groenou and De Boer, 2016). Throughout
participant narratives informal care networks were referenced and discussed highlighting
their important role in family life. This manifested in a number of ways, for example Emily and

her siblings would go and stay with their grandparents in the holidays:

I loved being at my nana and grandad's because my grandad's really strict, he's not
strict in the sense that he'd shout at you but he's got an aura you just know not to
misbehave and so when she was at their house, she was always really good and so
going to their house is respite for me because she wouldn't pull my hair and she

wouldn't shout at me. (Emily)

Emily’s reflection on staying at her grandparents is interesting as it references commonplace
understandings of grandparents as strict (Peterson et al, 2019), however this is reimagined
as a positive thing for Emily as it meant her sister was well behaved and there was less
conflict. The change in setting, away from the relaxed and backstage home (Punch, 2008),
could also be seen to play a role in their being less conflict. Dina similarly noted the support
her grandparents gave, telling a story about a two-week holiday that changed once her

grandparents joined them:
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| remember hating that holiday just the whole time wanting to go home and not
having fun at all and yeah she didn't have very much fun and that meant that the
whole holiday was kind of like what can we do to make sure the Tyler’s feeling okay,
and then it wasn't very exciting and then we were a week there and then’ ... ‘my
grandparents joined us and | think almost, | don't know whether it was that she felt so
much better that they were there or because there were suddenly two more people
with another car but the holiday just got a lot better and we could suddenly do lots

more things. (Dina)

Dina’s reflections show similarities with Emily’s, especially the notion that maybe the holiday
improved as her sister ‘felt so much better that they were there’. Where this is not a case of
‘aura’ leading to a better holiday, Dina’s account does point towards her grandparents’
helping to create a more positive atmosphere. Alongside this, Dina does note that their
arrival also meant they had two cars and could do more things. These reasons echo
arguments around how grandparents’ informal care manifests in emotional and more
hands-on practical ways (Koslowski, 2009). Whilst these examples show wider family
stepping up and providing needed informal care for all siblings, Kerry’s narrative included

reflections on more difficult family situations:

I know with my mum's parents, it's very much an aspect of if they had Jack, they
wouldn't have kept him he would have immediately been put into care or something
like that so my mum'’s mum, she's a bit of piece of work like she doesn't understand
why we like him, let alone love him. | think she can understand why we would love
him as a family member, but | don't think she understands that we sacrifice a lot and

we do a lot because we want to’... ‘and she just doesn't understand that and she's
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never interacted or made any effort to and that definitely really bugs me because it’s

not difficult, or from my perspective is not difficult to interact with him. (Kerry)

There is a conflict within Kerry’s narrative between what she expects from family and the
reality of her wider family’s feelings towards her brother. Gillis (1996) argues that tension can
arise between what we feel our family should be like, and the reality of their actions. The
extract reflects Lee and Gardner’s (2010) findings that how grandparents treat one sibling
impacts how other siblings feel about them. Kerry’s narrative takes this further with her wider
family's non-engagement being rooted in ableism and this impacting her feelings also. The
contrast between the wider families reaction and Kerry’s closeness with her brother give
insight into ableism in families as well as reinforcing the importance of ‘being there’ when you
have a disabled sibling (Brownlie, 2014; Hayden and Hastings, 2022). On the former, Kerry
argues that her grandmother has not made the effort and therefore her feelings stem from
cultural understandings of learning disability. When read alongside arguments around family
as a potential space of inclusion (Stainton and Besser,1998; Thomas, 2024) these reflections
encourage caution in how we define family, reinforcing more fluid approaches (Silva and
Smart, 1999; Mason and Tipper, 2008) as not all families bring the same inclusion. Kerry
contrasted this with her immediate family, who she noted work hard to ensure an inclusive
home environment. For Emily, friends played a central role in informal support throughout her
childhood. Her portrait highlights the importance she placed on these relationships
throughout her narrative. Emily is the middle child of three, with an older sister and younger

brother:
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Emily’s Narrative Portrait: ‘My mum and dad used to joke that if Claire doesn't like you

there's something seriously wrong’

My family were quite social, it is the summers that stick in my mind like on a weekend there would just
be people around, whether we were at their house or they were at ours. My dad and my mum have
got a lot of the same friends, my mum and dad met because my mum’s brother is my dad’s best friend
so like they’ve kind of all grown up with the same friends and, like | say, they all had kids at the same
time and when Claire was born we actually called them the A-team and | remember it got really
chaotic once the A-team came along because there were like three babies. | actually have a picture
from, it's their baptism and | couldn't find an earlier picture of all of us together, but the people sort of
surrounding us are my mum and dad'’s best friends, | was never on my own because all of these

people had kids at the same time.

Fig. 2: Photo of Emily’s family and friends at a christening

Photo redacted due to personal data

I have really brilliant friends and I've always been really lucky that the friends I've had are really good
friends. So | met Katie when | was four and we're still friends, there was Sarah and when | met Sarah,
she had a two-year-old sister and obviously it's not the same thing, but | think she was kind of attuned
to listen to people's developing speech and things like that so she never really struggled and so | don't
think I've ever had anybody who was difficult to get along with my sister. In fact, my mum and dad

used to joke that if Claire doesn't like you there's something seriously wrong because she's such a yes
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person like she's always been the more the merrier kind of thing and | think it was probably more of a
me thing than them thing but when | was sort of like 17-18, maybe even a little bit younger and going
to parties and stuff and if she’d hang around while we were trying to get ready and I'd be like ‘Claire
get out it’s so uncool don't follow me around’ whereas they'd always be like ‘no, no, she's fine she can
stay’, they've always been really good, really accommodating with her and Rachel her mum loves to
bake and so she would put on like a cream tea afternoon and she would always be like ‘please bring
your sister’ and | think she quite liked having me and my sister around because Claire is super
feminine, the idea of watching sports and stuff like that is just offensive in her world and so I think

yeah, she's always settled in quite nicely with everybody.

Emily’s narrative portrait reflects the central role friends have played in her family life. The
support provided by these friends constitutes ‘being there’ (Brownlie, 2014) with the portrait
highlighting a number of instances of people ‘getting it'. When read alongside Mallett and
Runswick-Cole’s (2014) reflections on the mundanity of being asked about impairment,
having people around who just ‘get it" and understand your sibling becomes really important.
This was seen in Oscar’s narrative, where he reflected on dinner time during a holiday he

went on with a family who had a child with learning disabilities:

We'll be sat around the big dinner table and he'll be signing and speaking, telling a
story and everyone will wait the extra two, three minutes it takes to understand that
sentence no one's hurrying it along or anything and yeah I really love that. | think it's

really cool. (Oscar)

Whilst Oscar is discussing a friend's family, his love of this interaction reflects Emily’s feeling
around people who ‘get it’. The comment ‘no one’s hurrying it along or anything’ holds within
it an understanding of the importance of this moment. For Oscar there is comfort in being in

an inclusive environment like this that is tied to his own experience as a sibling of someone
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with learning disabilities and his recognition that this is often not the case. The story speaks
to the potential for siblings to offer a generative insight into what inclusion can look like for

people with learning disabilities. A similar sentiment could be found in Zack’s narrative:

That birthday night was good. Me and Beth went down to the pub together and some
friends that | have that know Beth came out and | can remember thinking that they
were really good with her in the pub that night and we were kind of just like chatting

and doing whatever. (Zack)

Similarly to Oscar, Zack took comfort in the fact his friends ‘were really good’ with Beth
pointing to the potential for this space to not be inclusive. There are echoes of Kerry’s
reflection that it is not that hard to engage with her brother. Just the act of chatting and ‘doing
whatever’ was enough for Zack to feel like his sister was included, with the fact he brought
this up highlighting how important this was (Hayden and Hastings, 2022). Within these
reflections are comments about society and the general attitudes to including people with
learning disabilities. For both Oscar and Zack these were exceptions and not the rule when it
came to people interacting with their siblings, something that will be revisited in the final
section of this chapter. Zack’s decision to bring Beth down to the pub along with his friends
reflects wider research on the role siblings can play in fostering social inclusion for people

with learning disabilities (Boland and Guerin, 2022; Castelino, 2024).

In some cases, more informal support from friends was translated into more formal settings

with families who had more control over their child's care opting to hire sibling’s friends to do

PA work:
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There's a thing like the council will pay for a carer for Beth so we're allowed to employ
whoever, it’'s basically whoever my mum wanted it to be’ ... ‘that was best job in the
world for my friends’...’especially my closest friends who lived nearby and have got to
know Beth quite well and basically got paid to go to the cinema with her or go to the
theatre and do things that they enjoy, chilling out with somebody that they like and

they get paid for it. (Zack)

Zack’s comments point to inclusive understandings of care and the joy care can bring
(Gibbons and Gibbons, 2016). They also reinforce understandings of informal care as
‘easier’ than more formal routes (Robinson et al, 2016) as shown by the family choosing to
employ Zack’s friends. Moving informal care into a more formal space can bring some

challenges, as shown in Dina’s narrative:

One of my friends started working for my mum and helped look after Tyler’ ... ‘she
would take Tyler for a walk and then they would have a snack and do a puzzle and it
would be like four hours in an afternoon and that's what they would do and Tyler
loved it because it was a special Tyler time and she got to do like what she wanted to
do but if | came in and chatted too long to my friend she would get upset and start
making like upset noises or something like that because she was like this is
supposed to be my time, like you need to leave so I'd have to run into the kitchen and

be like, hi, bye and then not say anything. (Dina)

Here the shift to a more formal role for Dina’s friend brought with it some challenges for how
Dina and her sister negotiated their relationships with this friend. The move to formal care
brought with it expectations around the friend being there for Tyler specifically. The

understanding they come to highlights the importance of this time to Tyler and Dina’s
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recognition of this. This willingness to adapt reflects an understanding of Tyler’s needs
reinforcing the importance of care and closeness in sibling relationships (Arnold, Heller and
Kramer, 2012; Davies, 2015a). Alongside informal care networks and the important roles
played by family and friends, participants referenced interactions their family had with more

formal care networks. These reflections will be explored in the following section.

Formal care networks

Where the reflections on family support networks were, for the most part, characterised by
people that ‘get it’, discussions of more formal care networks raised some difficulties.
Participants made clear the stresses and frustrations of poor care, echoing wider arguments
on the importance of good support for the whole family (Conway and Meyer, 2008; Tozer and
Atkin, 2015). This was shown in Hannah’s reflections around a tribunal her parents had

attended regarding her sister’s schooling:

I think | was just aware that my parents were really stressed about it. They were
having to pay for reports from private speech therapists and physios and stuff like
that to build the case for why she needed to go to that school and stuff. So | think |
just remember that being a bit of a stressful time, but also probably | didn't really
understand what was like going on, | knew the word tribunal but | didn't really know

what that meant. (Hannah)

Hannah'’s account reflects wider politics in the UK around treatment of disabled people and
their families which can be linked to austerity measures (Ryan, 2020). For Hannah this
manifests in her parents having to fight at tribunal creating stress for the whole family. The

comments ‘| knew the word tribunal but | didn’t really know what that meant’ highlights how
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these moments existed within their home, with Hannah being too young to know what it was
but still being impacted by the stress of it. Participants also noted how they felt frustrated by

the work their parents were having to do in trying to gain support for their sibling:

These specialists think they can just do what they want with him but we are his family
and we know him best kind of thing and I'll always be mad at people who belittle my

mum and dad'’s voice and don't listen to them. (Susan)

I personally think that my parents do too much and | think they should, and it's hard
because I’'m not there and | don’t see how shit the carers are that he’s been provided
elsewhere but | think they do an awful lot and they have him for quite a lot of time in

the week and stuff and | personally wouldn’t do that. (Scott)

Parents not being listened to by professionals is well researched (Lundeby and Tgssebro,
2008; Ryan and Runswick-Cole, 2009), however Susan and Scott’s reflections build on this
highlighting the wider impacts on siblings in families where this is happening. Their
comments point to the impacts of structural ableism and the pressure it puts on families of
people with learning disabilities. On this, Robinson et al (2016) note how these experiences
lead to further stress for parents, with these reflections once again touching on how this
spreads to siblings and other family members. This is perhaps best captured in Scott’s
feelings around the carers his brother has, his language reflects an understanding of why his
parents do so much and also point towards the state of social care in the UK currently (Ryan,
2020; Moran-Morby et al 2024). When read alongside Scott’s earlier feelings about taking
over his brother’s care, his reflection that his parents do too much coupled with the other

option of terrible carers make it easy to understand why he has such concerns over his role
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moving forwards. It is important to note that some participants did reference examples of

formal support that had been positive for them and their families:

... the next part I've got there is about the Down’s Syndrome Support Group'...’l
imagine that that group was a big help to my mum and | don't really know what they
offered or things like that but my experience of it was just going every now and then
to these kind of like play day kind of things’ ... ‘| was quite happy to be there and then
yeah just a bunch of other kids with Down’s syndrome and then, you know get to
know them, some of the siblings were there as well so there’d be like people my age
who were also there with their siblings and stuff so talking to some of those people

and things like that so that was always quite fun (Zack)

Zack’s experience at this support group was really important to him, with there being a
section of his timeline dedicated to it. Zack outlines the support group as an inclusive space
that was fun, a big help to his mum and also a place where he met more people with Down’s
syndrome and their siblings. His account highlights the importance of more formal support
structures when done right (Lefley 1997; Siklos and Kerns 2006) as well as providing an
outline for an alternative kind of support to the more intense young carer groups discussed

earlier. Oscar similarly reflected on an after-school club that his brother would attend:

He started getting support from the local authority from this after-school club which is
actually where I've been working recently and all my siblings work which has been
really nice and that was a huge part of our life | mean the woman that still runs it was
amazing | mean the level of support they could give was just huge and my life is

littered through people like this and certain teachers you just can’t, when you have a
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sibling or someone with those complex needs you can't just function without people

like that they are completely integral to your life. (Oscar)

It is clear from this extract how important good support is for siblings, further building on
research that has called for this (Tozer and Atkin, 2015; Leane, 2024). Oscar notes how his
life is ‘littered through with people like this’, touching on both formal and informal support
networks and the importance of these both working in tandem. Further, the fact that Oscar
and his siblings had all worked for this club as they got older reflects how good experiences
of support lead to people with lived experience choosing to get involved themselves (Taylor
and Shivers, 2011). This was shown in participant narratives with a number of them having

volunteered or worked in learning disability services at some point.

Navigating society

A central part of navigating society for many of the participants was the experience of being
out in public with their siblings, and how members of the public reacted to their family. These
reflections echoed wider literature around stigma and disability in public (Petalas et al, 2009;
Schmid, 2024). There was a mix of more explicit interaction and then more passive staring,
with both forms being a source of frustration for participants throughout their childhoods.

Hannah recounted a story of shopping with her sister:

Me and her walked around to our local shop. That was like, | don't know, | think we
must have been, she must have been 12 and | was 11, 10 or 11 and a woman came
up and was like ‘what happened to you’ or something like that and it was a grown-up
like a grown woman. | remember being rageful, feeling full of like absolute rage and

just wanting to get away from her. (Hannah)
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Hannah'’s story is one that is common, as argued by Mallet and Runswick-Cole (2014) who
state ‘being asked about impairment is a mundane and everyday experience for disabled
people and their families’ (ibid: 125). Whilst mundane and commonplace, Hannah’s reaction
highlights the inappropriateness of this interaction and how these experiences extend to
family members as well as disabled people. This echoes Petalas et al (2009) research
around the work that siblings have to do in order to deal with ignorant members of the public.

Kerry expressed a similar experience with other children’s parents in the park:

| remember a lot of situations with that, there'd be a lot of things where parents would
be upset with Jack because he wasn't behaving how they thought and then their
children would imitate his behaviour and | remember because he couldn't talk so they
would be shouting at him and I'd be like ‘he doesn't know what you're on about’, |

remember a lot of those situations when | was younger. (Kerry)

Where Hannah’s experience is almost framed as someone being inquisitive, Kerry’s was of
parents telling off her brother for his behaviour. Whilst these are different the outcome is
similar with the feeling of frustration and anger being universal amongst the siblings. Kerry’s
experience specifically is a sort of extreme example of what Ryan (2010) refers to as
‘surveillance’ through which people make it known to parents when they feel their child is
misbehaving. Kerry’s story highlights how this extends to siblings, creating stress and
frustration (Moyson and Roeyers, 2012). This also touches on discussions around ‘invisible
disabilities’ as shown in Blum’s (2015) work on parenting. They argue parents of children
with ‘invisible disabilities’ are seen as less ‘legitimate’ than those of children with ‘visible’
disabilities. Thomas (2024) argues that this can lead to assumptions of ‘bad behaviour’ from

other parents. Kerry’s story applies this to siblings, with her support for Jack reinforcing
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Nguyen et al's (2024) argument that siblings often having to advocate for people with
learning disabilities’ personhoods. Kerry’s advocacy echoes Jones’ (2019) stories of sibling

activism in public encounters, something that is revisited in chapter 6.

Alongside those more active interactions participants noted the experience of staring when
out with their siblings, this is something that is commonplace in literature around disability
and negotiating public spaces (Garland-Thomson, 2005b; Eisenhauer, 2007; Schmid, 2024).
The experience of people staring at their sibling bothered participants, with Dina explaining in

detail what it was about staring that she found so frustrating:

I don't know | guess it kind of feels that you are becoming public entertainment or
something like everybody, like because somebody's making a lot of noise it's
suddenly okay for everybody to kind of, not necessarily enjoy watching you, but
they're allowed to keep watching you for a long time’... the gawking and prolonged
staring, it feels like, even if you're in a public space it feels like you should be entitled
to some form of privacy and everybody doesn't need to be staring at exactly what
they're doing while you're doing it and yeah, and I think it also annoys me because it
feels like people don't have compassion for Tyler like it feels like they think that she's
different and because she's different they can do whatever they want, they could just
stare at her and she wouldn't notice and she wouldn't care but | don't think that

anybody could know if she cares or not. (Dina)

Dina’s reflection makes clear how staring is experienced by siblings of people with learning
disabilities, with this being described as ‘becoming public entertainment’. When read
alongside discussions of ‘disability by association’ (Burke, 2010; Scavarda, 2023) you can

see how siblings can experience ableism alongside people with learning disabilities in public
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spaces. This is both through being aware of the staring happening or, in Dina’s case, feeling
as though they are being stared at themselves. Like the previously explored literature around
parents out in public, these moments extend to the whole family and impact how they
navigate spaces. Considering Finch’s (2007) family display as about showing people ‘this is
my family and it works’ (ibid: 70), Dina’s feelings around being allowed public privacy
highlights the potential consequences of one’s family display not being convincing.
Furthermore, the extract shows how ‘successful’ family display is often tied to normative
understandings and presentations (Walsh et al, 2020). Landsman (2009) argues that when
parents advocate for their children with learning disabilities in public they are also making a
case for their family more widely, both Dina and Kerry’s reflections point to this with these
difficult public interactions impacting them considerably. Dina goes on to place the staring as
an indicator of how people feel about her sister, stating ‘people don't have compassion for
Tyler like it feels like they think that she's different and because she's different they can do
whatever they want'. This echoes Grue’s (2021) reflections on staring as situating one within
‘a narrative that has already been written and that is told by others’ (ibid: 48). We see in
Dina’s account how this extends to siblings, highlighting the material impacts of deficit

narratives on the everyday lives of disabled people and their families.

Barr and Mcleod (2010) argue families create ways to manage these public interactions.
Within their narratives, a number of participants noted their resistance to staring and how
they would push back against people who stared at them or their siblings. This can be seen

in Scott’s reflection:

To be honest with you, if someone stares at my brother I'll just stare really like

aggressively back, not aggressively but like it’s really rude to stare at anyone doing

anything. (Scott)
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Like Scott, Dina also chose to stare back. These examples point towards siblings reclaiming
staring as a form of resistance against people staring at their family. Martha took her

response slightly further, noting how she ‘saw red’:

Martha: If we were out in public like going shopping and people were staring at him or
you could quickly tell if they were talking about him that used to really wind me up,

yeah. | used to see red, I still do.

Researcher: what would happen if you saw red?

Martha: Well mum would just be like stare back at them, make them feel

uncomfortable for staring at Guy but I'd have to purposely make a loud comment.

These reactions to staring in public reflect frustrations and care from siblings of people with
learning disabilities. Where the backstage nature of home saw conflict and ambivalence,
participants often noted that when out in public there was a sense of unity in recognition of a
non-inclusive society. This reinforces Kittay’s (2001) argument that ‘connections with family
members are often the only shield against the slings and arrows of an uncaring society’ (ibid:
571). The choice to stare back or purposely make a loud comment shows the participants
looking out for their siblings, standing up for them and challenging ableism in the process
(Eisenhauer, 2007). Within this are echoes of Ktenidis’ (2022) findings around systemic
violence and bullying in school. They reflect on the role of friends in challenging this, arguing
this brings with it a sense of community building and care. Dina, Scott and Martha’s choice to

challenge those that stared at their sibling echoes this sense of care.
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Conclusion

Throughout this chapter, participants disrupt commonplace expectations around disability
and siblinghood, rejecting deficit narratives in favour of stories of nuance and complexity that
are rooted in the everyday. This understanding builds on wider family sociology concepts
around the backstage nature of siblinghood (Punch, 2008) and the emotional tightrope
(Davies, 2015a). Alongside this, participant accounts offered new understandings of
siblinghood and disability that further the theoretical lens of this study. This chapter has sat
with familial and relational sibling stories, recognising how these insights can contribute to
new understandings of learning disability in families across a number of settings and
practices. For example, reflections on siblinghood in the home, disruptive understandings of
privacy and navigating public spaces were presented along with the challenges these stories
potentially raise for more normative understandings. This chapter has touched on a number
of areas of family life starting with sharing space in the home. Participant reflections raised
discussion around inclusive family practises alongside more frustrating moments that
reinforced understandings of siblinghood as nuanced and complex (Davies, 2023).
Furthermore, new understandings of siblinghood were offered through a disability lens, with
reflections around roles changing over time, disruptive discussions of privacy and the

depathologising of medical equipment.

The next section of the chapter explored care and how siblings of people with learning
disabilities understand their childhood care roles. Participants echoed Meltzer’s (2017)
questioning of the label young carer, with some rejecting it in favour of phrases such as
‘helping out’ or ‘looking after’. This was with an understanding of the work their parents had
put in to ensure they did not see themselves as carers, with reference to how this would

change as they got older. These reflections brought with them concerns around
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independence and navigating a broken social care system. This section finished with an
exploration of the gendered nature of care, with narratives reflecting wider research that sees
care roles fall disproportionately on women (Read and Wuest, 2007; Kenway, 2023).
Throughout the section there were moments of affirmative readings of sibling care, with
participants taking joy in their experiences and the closeness they brought, rejecting

understandings of ‘care as a burden’ (Gibbons and Gibbons, 2016).

The final section of the chapter explored the role of wider family and outside the home.
Informal support networks such as family and friends who ‘get it’ played a central role in a
number of narratives, in contrast to more difficult and frustrating experiences accessing
formal care (Robinson et al, 2016). Within these stories was an understanding of the work
parents had to undertake to access an ableist system, with participants being appreciative of
the good support their families received both in formal and informal settings. The section
concluded with a discussion on staring and how this impacted participants. The stories
pointed to wider research on the impact of staring and contributed to understandings of
‘disability by association’ (Burke, 2010; Scavarda, 2023). Alongside these more difficult
moments were stories of resistance further reinforcing the role siblings can play in
challenging ableist practices. These disruptive stories centred the closeness participants felt

to their siblings.

Throughout this chapter participants gave insight into how they understand disability and
siblinghood. Whilst this is a thread throughout the analysis, the following chapter will focus
specifically on how siblings conceptualise disability and siblinghood, allowing space for their

understandings and the tensions they bring to be explored.
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Chapter 5: How do siblings of people with learning disabilities conceptualise

disability, family and sibling relationships?

Introduction

Throughout their narratives participants discussed disability and siblinghood in a number of
ways. Of particular note was the role of the term ‘normal’ which participants both drew on to
explain their experiences and actively rejected at different points in their narratives. This
chapter addresses the second research question: How do siblings of people with learning
disabilities conceptualise disability, family and sibling relationships? This will be achieved by
exploring how participants spoke of disability and siblinghood and where this discussion
appeared within their narratives. How participants chose to discuss disability, or pass by it,
holds within it interesting reflections around the mundane realities of learning disability in
families. Alongside this, how cultural understandings of siblinghood were drawn on and

negotiated within narratives offers insight into lived experiences of being a sibling.

The first section of this chapter explores the role of the term ‘normal’ in narratives, engaging
with the notion of normal and how it plays out in sibling relationships. This draws upon
Goodey’s (2016) concept of ‘alternative norms’ to recognise how participants’ reject
understandings of their experiences as abnormal in favour of placing them as normal to them
and their families. This leads into a section exploring how participants drew on commonplace
understandings of disability, or the ‘normal abnormal’ (Mallett and Runswick-Cole, 2016).
Normal abnormal refers to wider expectations of how disabled people should be, with Mallet
and Runswick-Cole highlighting the potential implications of not aligning with these
understandings. Following this, examples of how disability was discussed in passing will be
unpacked, focusing on the everyday realities of living with a sibling with learning disabilities.

Next, more overt reflections exploring things such as references to mental age and
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impairment labels will be considered. The subsequent section explores the role of
expectations in sibling narratives, focusing on how wider understandings of siblinghood
aligned with or were challenged by participants’ experiences. The way that these feelings
were negotiated is then discussed with a focus on the role of wider family and friends.
Finally, the chapter concludes with a discussion of being ‘known’ as someone’s sibling and
how these ‘sticky’ identities (Smart, 2007; Davies, 2019) were played out in school and in the
local community for participants. Throughout the chapter, | refer to ‘hegemonic normal’, this
is used to capture the socially accepted ways of being that could be described culturally as

‘normal’ and how participants echoed or challenged these.

The role of ‘normal’ in participant narratives

Throughout their narratives, participants used the word normal in discussions of family life,
siblinghood, and disability. This was broadly in two ways. The first referring to a hegemonic
understanding of normal, with participants noting how their experiences echoed or differed
from this. In these cases, participants acknowledged a ‘normal’ way of doing things and used
this to discuss their own experiences (Léfgren-Martenson, 2013). Whilst this could be seen
as problematic, with participants desiring normal in their family lives, these examples are
considered within participants’ wider narratives to ensure their experiences are presented
with context. This contextualisation allows for the nuance of their stories to come through in a

manner that avoids falling into deficit understandings of learning disability and siblinghood.

At other times, normal was used in a fluid sense to speak to the everydayness of their
experiences. In these instances we see how siblinghood can offer generative approaches to
learning disability through this understanding of normal as something that is different for

everyone and speaks to one's own everyday family experiences (Rapp and Ginsburg, 2011).
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This aligns with the notion of family practices and the ‘unremarkable’ everyday events that
make up family life (Morgan, 2011). To explore this, Goodey’s (2016) distinction between
‘alternative norms’ and ‘abnormality’ is drawn upon, with participants placing their
experiences in the former category. ‘Alternative norms’ allows for a recognition of the
diversity of lived experiences, without creating a category of ‘abnormal’ that stands in
contrast to an imagined hegemonic normal. For Thomas (2021) this alignment with normal
reflects a wider commitment to resisting being understood as abnormal and the potential
othering that this can bring for families (Burke, 2010; Scavarda, 2023). In their discussions
participants often moved between these two understandings of normal, at times even
evoking both simultaneously. Where this presentation could potentially be seen as
contradictory, participants’ wider narratives offer potential to sit with this alongside

considerations of the nuances and complexities of sibling relationships (Davies, 2023)
Considering the former first, participants used the term normal when discussing their
childhoods to note how their experiences aligned with what they perceived to be ‘normal’
childhood experiences in a hegemonic sense. This was shown in Zara’s description of a

photo of a camping holiday:

Fig. 3: Ph f Zara’s famil mping tri

Photo redacted due to personal data
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... We went swimming and for dinners together a lot, just everything you would

expect for a normal kind of camping holiday (Zara).

In this extract Zara draws on wider discourses of normal with reference to a ‘normal kind of
camping holiday’. For Thomas (2021) ‘recognising that disability can, for parents, coexist
with normative notions of ‘the good life” (ibid: 455) is a disruptive act that challenges deficit
understandings of disability and family. The extract extends this understanding to siblings,
the family holiday reflections evoke normative notions of ‘the good life’ with Zara keen to
point out how her family was able to go on a ‘normal kind of camping holiday’. Within this is a
tension around the importance of questioning what normal means whilst also recognising
that for many disabled people and their families ‘fitting in’ is something desired (Kittay, 2006).
Thomas’ (2021) argument provides an understanding of this which is disruptive in nature,
allowing scope for normative ideas to be drawn upon in potentially generative ways. This

was echoed in Emily’s narrative:

On a Friday or a Saturday if my mum wasn't there, she was at work, | would always
help to get my sister ready in the morning. Just because like I said, | didn't want her
to feel embarrassed about her hair and it's such a small thing in hindsight being like |
didn't want to have ugly hair but | think in hindsight, there's enough things that people
could sort of, like mean spirited people could make fun of her because she dribbles or
she can only wear Converse and you know kids at school if they're not cool or in
fashion at the minute it's that thing where somebody could take the mick out of her
and | think I've always felt quite protective of that if | could mitigate anything to sort of

make her, | don't like the word normal, but to feel like everybody else feels. (Emily)
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In Emily’s reflection we see how she struggled with the word normal whilst simultaneously
feeling a need to help her sister fit in’. This touches on an interesting point regarding the
risks of moving away from what is seen as ‘normal’ especially in a school setting, a topic
which Ktenidis (2022) highlights in the school experiences of young people with dwarfism.
Emily’s personal feelings towards the word normal struggle to align with the reality of a
non-inclusive school system. Writing on the desired non-normativity of youth, Slater (2016)
argues non-conformity is something that requires privilege to be exhibited without question
stating ‘the (sometimes) expected abnormality of youth can only be safely played out by the
most normative and privileged of people’ (ibid: 16). Emily’s reflections can be understood as
a desire for her sister to fit in that is not rooted in desiring normal but more so from a place of

care and concern for how others will treat her.

Where more affirmative understandings of disability, otherwise reinforced in this project,
push for a celebration of standing out (McRuer, 2006) or being a ‘misfit’ (Garland-Thomson,
2011), Emily raises an important concern around the lived reality of this in a school setting
that is not inclusive. Whilst this could be read as a non-disabled family member pushing
normativity on their sibling with learning disabilities, this reading would overlook the love and
care of Emily’s actions and the want for her sister to not be made fun of. Hayden and
Hasting’s (2022) discussion of sibling care builds on this, they argue ‘siblings are able to offer
friendship and support where elsewhere in society, many disabled people continue to face
discrimination and exclusion’ (ibid: 6). Through this reading, Emily's choice to try to help
Claire *fit in’ plays on her recognition of this wider risk of discrimination and exclusion. Emily’s
reflection, along with the others in this chapter, point towards the nuances of the term normal
and how participants were both aware of its potentially problematic connotations whilst also

feeling it was important to draw upon and evoke at different points.
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Emily’s feelings were echoed by Alex, who similarly mentioned in passing how he did not like

the word normal, when asked to discuss this he said:

It's one of those things like what is normal again, what is normal and it's not so much
that | hate people saying it’ ... ‘but | hate myself for saying it, | feel like I'm offending
someone you know what | mean, rather than people, again | wouldn't get offended by
it, in fact | say it myself’ ... ‘it's just me being maybe a bit that | shouldn't say it, say if |
was around Lola’s mates and | said it | would maybe expect someone to say ‘but
what do you mean by normal’ do you know what | mean’...’it's one of those words

where it sounds bad, | go to say it but yeah | almost feel guilty for saying it. (Alex)

Alex touches on wider discussions and understandings of the word normal, noting how his
sister’s friends might call him up on using it. These feelings reflect the arguments within
critical disability studies that critique understandings of normal as a ‘non-identity’. McRuer
(2006) states normal exists in relation to the positioning of disability as ‘deviant’, with
Loéfgren-Martenson (2013) noting the role of this understanding in situating normal as a
flexible non-identity. Here, Alex’s sister’s friends echo this by challenging him on using it in
this manner, with the question ‘what do you mean by normal’ channelling this discussion.
Alex’s reflection on how he says it whilst also recognising it sounds bad holds within it a
nuance around how he negotiates his own life and the different spaces he occupies offering
distinction between those in which he may be challenged and others where he is unlikely to
be called out for this. This reflects the potential for siblings to learn from each other and the

impact disability can have on this, which will be returned to in the next chapter.
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Many of the participants, including Alex, also referred to normal in a more fluid sense in their
narratives. This ‘alternative normal’ relates to personal experience and how what is normal is

dependent on your own lived experiences:

...growing up with disabled sister it's weird how because it's so many years it grows
to be like a normality, you wouldn't know what it’d be like any different, absolutely
what it'd be like without, so you can't, it's kind of like normality for you so I can't really
comment, obviously | haven't got an experience where | haven't had a disabled sister

so it's hard to comment on that. (Alex)

Within Alex’s statement is a sense that his experiences were both ‘not normal’, understood
here in a hegemonic sense, but also normal for him. This echoes Goodey’s (2016) distinction
between alternative norms and abnormality, with Goodey inviting us to rethink normal and
recognise the fluidity of the term. For Alex the everyday nature of his experiences see them
become part of the practices that make up his family life (Morgan, 2011), which brings with it
a sense of normal. Thomas’ (2021) reflections of the ‘crip’ nature of disability existing
alongside ideas of the ‘good life’ offer the potential to further this. Participants evoke the
‘good life’ by presenting their daily lives as their normal, cripping understandings of learning
disability and family in the everyday. This sees them place their experiences as ‘alternative
norms’, refusing understandings of ‘abnormal’ lives and the ‘othering’ that people with
learning disabilities and their families often face (Burke 2010; Scavarda, 2023). This was
seen in Hannah'’s narrative, where she was explicit about how her situation growing up was

‘not normal’, in a hegemonic sense, whilst also being normal for her and her family:

Do you know what | used to be very against ‘people are normal and people are not

normal’ and saying that because that's not too true, everyone's normal but | think it's
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okay, our situation was not normal and her life is not normal because the majority of
people don't have a life like hers and didn't have a childhood like hers, but yeah,
yeah, | think | was aware that it wasn't what other people did but it was normal in our
family and it was normal to us and so it didn't feel, it didn't feel like ‘oh god what an

awful tragedy’. It was just different. (Hannah)

Hannah'’s understanding of normal is rooted in what the majority of people experience,
situating her family's experiences as outside of this and therefore ‘not normal’. Hannah goes
on to then acknowledge that this does not mean that their experiences should be understood
in a tragic sense, rejecting a deficit understanding in favour of one that acknowledges
difference without problematising it. There is a clear sense once again of the fluidity of the
term normal as used by participants, with Hannah simultaneously evoking a hegemonic
normal and also her own alternative normal. This fluidity, combined with the rejection of a
deficit understanding, highlights a lived experience of disability in which difference is not ‘an
awful tragedy’, it is just a mundane part of Hannah’s everyday life. This was similarly echoed

in Oscar’s discussion on having ambulances come to his house growing up:

I was the eldest right so through this early part of this life | did a lot and I kind of
enjoyed the responsibility and stuff but yeah, regularly, at like seven or eight, calling
ambulances and waiting outside and telling them what's going on was kind of very

normal. (Oscar)

The action of calling and then directing ambulances was something that became normal for
Oscar due to how common it was for this to be the case. Similarly to Oscar’s discussion of
epilepsy medication addressed in the previous chapter, there is a sense in the quote of the

everyday-ness of disability in his family. Where for many having to call and direct an
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ambulance at a young age would be a big moment, it was just a part of life for Oscar, one
that he noted brought some enjoyment through the responsibility. Rapp and Ginsburg (2011)
refer to ‘reverberations’ in how new norms are created for families of people with learning
disabilities. They argue these potentially ‘non-normative’ moments become normal for
families and become established as family practices. This is similar to the dinnertime stories
presented in the previous chapter, with participants presenting family dinnertime practices
that whilst non-hegemonic, were normal for them. Alongside this, Oscar draws on cultural
narratives of siblinghood evoking a sense of birth order hierarchies through his
understanding of this being his role as the eldest. Oscar built on the experience of this at

different points in his narrative:

...It's so cool like the lengths you go to to kind of care and look after people so | just
really loved all that stuff like I'm actually really gutted | lost them but | used to collect
you know when paramedics come and they transcribe all their notes and they give
you a copy | used to have hundreds of them so | kind of liked and | found interesting |
thought it was kind of cool you know the kind of extra measures | don't know you can

have had to go to for all of the things Owen required. (Oscar)

For my year six soapbox, everyone had to do a little presentation about something
whatever, most people did football, my 10-year-old self gave a 15-minute
presentation about complex epilepsy and rescue meds and stuff. My year leavers
book asked what do you want to be when you're 30, everyone’s like footballer or
ballet dancer, | would say paediatric heli-med trauma surgeon or something, so yeah,

it was just normal | mean you don't know anything else. (Oscar)
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The first example reiterates the previous chapter’s discussion of the importance of good
care, and how it impacts families. Oscar clearly gained a lot from his experience with
paramedics feeling a strong sense of respect and also interest in their work. The ability to
enjoy those experiences could be seen to be tied to the everyday-ness of them, enabling
these more positive reflections. Once again, Goodey’s (2016) notion of alternative norms as
opposed to abnormal is evoked in Oscar’s consistent reiteration of these experiences as
normal. This is particularly apparent in the second quote in which Oscar contrasts his
aspirations with those of his peers stating how they were still normal to him. This highlights
how even if we take an understanding of normal as fluid and individual, wider cultural
understandings of what normal is still feature heavily in how we understand the world. Kerry
expressed a similar sentiment of the everyday-ness of medical experiences and how this led

to different understandings to her peers:

When | was in nursery, and | read this in one of my reports of what Kerry did today,
and apparently one of my peers, so another like three, four-year-old, had asked why
my brother wore a hat, so the epilepsy helmet, when we were both at the same
nursery and apparently | went into quite some depth and when | was reading it with
my parents, my dad was like so basically you explained in harrowing detail but it

didn't bother me and it was completely normal (Kerry)

This reflection touches on a number of interesting areas, first the story of a peer asking about
Kerry's brother’s hat which reinforces the mundanity of being asked about impairment
(Mallett and Runswick-Cole, 2014). Going on to answer this question in detail, Kerry disrupts
expectations around what children should be discussing and have knowledge of, as is
captured in the report of what Kerry did that day placing it as something out of the ordinary.

Kerry’s understanding was simultaneously ‘completely normal’ to her whilst being
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non-normative within the nursery setting reiterating the fluidity of definition alongside the
understanding of wider cultural discourses of what is considered normal. In both Kerry and
Oscar’s examples there is almost a sense of pride associated with this disruption of
expectations and by extension of their personal sense of normal in contrast. Kerry’s use of
humour captures this, centring the absurdity of the story (Morreall, 2009). As with Oscar and
the epilepsy medication, Kerry’s narrative sees the depathologisation of an overtly

medicalised act, something she unpacked further:

... again I think | was kind of too young for it to really bother me and doctors and
hospitals are already so normal to me’ ... ‘hospitals and everything, just always felt
very normal | had quite a lot of knowledge about that even though I didn't know my

ABC's probably at that point, but | could identify seizures and stuff. (Kerry)

Kerry reiterates the everyday-ness of these medicalised settings noting how maybe her
young age played a role in it not being something that bothered her. Like Alex there is a
sense here of not necessarily having a point of comparison further reinforcing the fluidity of
what is a ‘normal everyday experience’. Alongside this, the quote holds within it reflections
on responsibility and care from Kerry’s perspective. As was the case with Oscar, Kerry learnt
to identify seizures quickly as it was important and that was something that came as a result
of the everyday-ness of these hospital visits and being around doctors as well as her
brother’s seizures. In this regard, the action became a mundane practice that was part of
Kerry’s family life (Morgan, 2011). The next section explores how the narratives of ‘normal
abnormal’ featured within narratives, giving further insight into how participants conceptualise

disability.
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Narratives of ‘normal abnormal’

Alongside drawing on the term normal in discussion of their daily lives, some participants
also drew on cultural understandings of disability when discussing their sibling. Mallett and
Runswick-Cole (2016) refer to the ‘normal abnormal’ to describe how even if disability is
placed outside of the hegemonic normal within that placement there is still a ‘normal’
attached to impairment labels, often rooted in medicalised understandings. This was shown

in Scott’'s description of his brother:

I don’t know the right terminology but he's like very autistic like I've not met anyone
that’s like more autistic than him | don’t think, | don’t know. It was very obvious from
an early age like he got diagnosed very early so | don’t know if | remember there

being a time when it wasn’t. (Scott)

This response came from a question around whether Scott has always known his brother
has learning disabilities with Scott’s answer drawing on cultural understandings of autism to
convey an idea of his brother as ‘very autistic’. Through a critical autism studies lens this
definition does not offer much, autism is not something that has a ‘biomarker’ and therefore
the diagnosis process is rooted in social understandings meaning the term is applied to a
very diverse group of people (Woods, 2023). This said, Scott’s description is reliant on
cultural narratives of autism, and the interviewer’s knowledge of this, to describe his brother.
These are narratives that can be seen as medicalised and shaped by ‘psychological and
psychiatric discourses’ (Runswick-Cole and Goodley, 2023). Susan drew on a similar

narrative when describing her brother:
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I mean, he's very outwardly, sounds weird to say outwardly autistic that's a weird
saying but yeah, | never spoke to my parents about it, it was always just a thing that

was right in front of my face. (Susan)

For Susan there was an understanding that this description was ‘weird’ reflecting some
discomfort in this. Considering the normal abnormal (Mallett and Runswick-Cole, 2016), both
Susan and Scott evoke ‘normal’ narratives of autism to describe their siblings. Faye looked
to these understandings of autism when describing her brother, however she focused on how

her brother did not align with them:

... my brother isn't a genius who has bad social skills which | think was, | think my
whole family have learned about autism via Luke and then that becomes our kind of
internal marker of it and actually thinking of autism as a spectrum’ ... ‘| remember like
making friends at uni who had autism and my mum would know and she'd be like are
they allowed to drive she would think well they must be like Luke and so it's kind of
like | know how my family sees autism but then | also think the rest of the world see

autism, as | don't know, Sheldon Cooper type. (Faye)

The distinction between how Faye’s family sees autism and then how others do is used to
ensure that when describing Luke, Faye does not misrepresent him through the researcher
associating the term autism with certain characteristics. The extract references ‘Sheldon
Cooper’ the Big Bang Theory character touching on more pop-culture understandings of
autism commonplace in the media (Matthews, 2019). Zack similarly rejected cultural
narratives of Down’s syndrome throughout his interview, as highlighted in his portrait. For

context, Zack is the middle child of three:
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Zack’s narrative portrait: ‘I think they always think that people with Down’s syndrome
love to hug everybody or run up to everybody and be cuddling and stuff like that,

that’s definitely not Beth’

I'd describe Beth's personality, it's always been kind of, she loves being the centre of attention but she
never demands it. She’s not, some stereotypes people have for people with Down’s syndrome, | think
they always think that people with Down’s syndrome love to hug everybody or run up to everybody
and be cuddling and stuff like that, that’s definitely not Beth, she's quite introverted | think for
somebody with Down’s syndrome. My mum has taken her to the hospital a few times to have checks
and things and | think that she is on the autism spectrum | think, it's very very light, | think | mean |
don't really know too much about that and | think that's, that was more important for my mum to sort of
understand | think and so | don't really know too much about that. So Beth isn't the big hugging,
shouting, super excitable she's a lot more chilled out and laid back which I think actually makes her
quite popular at school and things like that | think that's kind of helped her out a lot, for people liking
her and she might take a while to warm up to people a little bit but yeah | was just saying that because
I could see that the contrasting personalities with some people that come around our house
sometimes and this other girl, she was very physical, she loved to fight so me and my brother quite
liked it we'd be play fighting on the bed kind of thing and things like that but then | think Beth could get

a bit sick of it sometimes and want everybody to get out or whatever.

| think in terms of the stereotypes, | probably didn’t know what stereotypes of people with Down’s
syndrome were but | knew other people with Down’s syndrome like the boy in my class for example
and like, so then with Beth yeah | guess like yeah | think | knew because she had, | knew she had the
disability | think | was just happy that people liked her. | didn’t know that Beth wasn’t so much against
the stereotypes maybe until | was in secondary school and | get more of an impression of what people
thought about people with Down’s syndrome but because she was a little bit more reserved. You get
to realise that with everybody with Down’s syndrome, just because they have Down’s syndrome
doesn’t mean they will fit into the same personality type, you know everybody that I've met with

Down’s syndrome is a little bit different. There are definitely some similarities there, usually in the
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sense of humour is always quite similar but again, that's human beings, sense of humour is pretty
similar with most people but yes, everybody's got different personalities and then also that some
people have, not just different personalities but different capabilities as well is a big thing, this is
something that | feel a little bit more awkward about today where like just the other day | saw a really
cool video it was an American girl with Down’s syndrome and it was just because | got Down’s
syndrome doesn't mean | can't do this’ and then she does the thing and ‘you think | can't do this blah
blah blah’ and that's really cool and I'm like it’s really ace and it's really good but there is always a little
bit of a thing of like, | guess it's more that I feel for my mum a little bit where Beth won't be able to do

those things, Beth doesn't have that capability.

Throughout the portrait there is an ‘urge to know impairment’ built upon cultural
understandings of disability (Mallett and Runswick-Cole, 2016) perhaps best seen in Zack’s
musings around whether Beth is autistic. This thinking is rooted in how Beth does not align
with stereotypical narratives of Down’s syndrome leading Zack and his mum to speculate
that she may be autistic. Mallett and Runswick-Cole (2016) recount a similar situation in
which a participant expressed concerns about their daughter not being the ‘happy smiling
person with Down’s syndrome’ who dominates cultural understanding. They argue that labels
bring with them a hope for certainty through the promise of ‘a ‘normal’ version of abnormality’
(ibid: 114). Further, the participant thinking that her daughter may be autistic works to
‘neutralise the dangers of the abnormal Down’s syndrome by introducing another ‘category
of existence’ and hoping the overlap would provide the punctual explanation and unified

order’ (ibid: 114).

As the narrative portrait continues we see how cultural narratives of Down’s syndrome, and
attempts to disrupt these, can be frustrating for Zack due to his feeling that they do not
represent his sister. Zack deconstructs stereotypical assumptions with a care and

consideration that echoes Goodey’s (2016) notion of difference as something to be
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celebrated, citing Beth’s laid back-ness as a key factor in her popularity. However he also
notes how he feels frustrated with more disruptive discussions of Down’s syndrome as he
does not feel his sister is represented in these arguments. This highlights the potential
dangers of not fitting into the ‘normal’ of an ‘abnormal’ category and the potential for more
disruptive work to leave people behind in the pursuit of assimilation. The urge to know

impairment was echoed by participants, for example Eva:

| remember being a certain age and asking my mum like ‘why has he got special
needs?’ like ‘what's he got?’ basically, which was always a bit harder to know
because he doesn't have autism or Down’s syndrome or something like he has a
chromosomal abnormality, so it's, | mean obviously lots of other people have
chromosome abnormalities, but they all manifest differently so he's kind of the only

one who's got exactly the combination of things that he's got. (Eva)

Within Eva'’s reflection is a medicalised interest in knowing impairment as captured by the
‘what’s he got’ question. Her brother’s impairment label does not evoke a well-known
narrative as she feels autism and Down’s syndrome do and therefore she did not get the
answer she was hoping for from the discussion with her mum. This reflects how common
understandings of specific impairments are medicalised (Mallett and Runswick-Cole, 2016).
This is interesting when read alongside Zack’s narrative portrait which challenges this notion
of an impairment label of Down’s syndrome bringing with it explanation. Oscar similarly

explained how his brother did not have an impairment label taking pride in his unique-ness:
So yeah, we tried everything but there was really no rhyme or reason and he never

had an actual diagnosis, Dravet syndrome is a particular type of epilepsy and later on

we thought whether it's this kind of sodium channel mutation all of which came back
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negative. So, his epilepsy was really up there with kind of some of the most unique
epilepsy you can get in the world which you know, | always thought was pretty cool.

(Oscar)

Oscar’s account both reflects the ‘urge to know impairment’ but also crips this through the
celebration of a lack of answer. Further, Oscar’s pride works to reject the pursuit of the
‘normal abnormal’ instead inviting us to embrace the non-hegemonic through celebrating it

as ‘cool’.

Discussing disability in the everyday

Alongside participants discussions of normal, were examples of aspects of their daily life that
could be seen to be linked to their sibling having learning disabilities but were not explicitly
unpacked in their narrative. Within these moments we can see the everyday of learning
disability in families. This was shown in participants talking about schooling growing up, for

example the recurring notion of their sibling getting a taxi to school:

Yeah, we got up on a similar time frame. Tim would always have to go earliest
because his school was furthest away and he would go in a taxi but the same taxi

every day [it] was like a school car | guess. (Eva)

Yeah, | think it was like you just, mum and dad would get Guy sorted and then he’d

get picked up by taxi and I'd kind of just get ready on my own and John would as well

(Martha).
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When | think of mornings before school my brother’s not there | don’t remember it. Oh
no, no | do when he used to get, when he used to go to a school that he needed quite
a long taxi to go to he’d leave quite early | think he might even have left before | was
properly up basically and | think like any morning before school with kids it was
basically like a manic rush to like try and get shit ready and my brother won’t rush,

like he just doesn't. (Scott)

In each of these examples, and for many other participants, we see their sibling with learning
disabilities being the only one of the kids that gets a taxi to school. The idea of getting a taxi
to school is common for kids who attend non-mainstream schooling with the taxi picking up a
number of kids in the area hence there being certain timings that have to be met. In these
cases their siblings always left earliest, which meant for Martha and Scott in particular they
were not there when they were getting ready for school. The fact that this was not linked
explicitly to disability by participants reflects the mundane reality of this occurrence and how
it was experienced by them, as one less person in the house. For Emily, her sister was there

along with her brother in the morning which similarly echoed the rush Scott referred to:

My sister is a really early riser but | remember me and my mum would just get up and
get on with things but my dad and my sister would like sing and it would drive me and
my mum insane, we’d be like ‘can you just hurry up and get on with things, can you
just feed her’ and | remember my mum would always be like ‘this is not what the
mornings are for’. So it was always a bit rushed but | think that’s just symptomatic of
having 3 kids and like trying to get everyone to work and school on time. We used to
watch Bear in the Big Blue House every morning and my sister, I’d sit in silence and
them two would be like really annoying and if I'm honest | don’t remember where my

brother was in those mornings, | don’t know if my mum fed him separately, | don’t
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know if they used to like tag team and my dad would feed my sister, | honestly don’t
remember. | think my dad and my sister just stand out because they would like sing

and dance and stuff like that and I'd be like ‘oh my god’. (Emily)

This story of the morning before school focuses mostly on frustrations around Emily’s dad
and sister singing and doing things that Emily and her mum found annoying. At other points
in the interview Emily talked about how her sister had a feeding tube and had to be fed by
her parents at different times in the day. In this story Emily chooses not to draw on this or
make it explicit, instead her sister needing to be fed is a mundane aspect of her everyday,
placed to the side of the narrative. This echoes Morgan’s (2011) placement of family
practices as ‘unremarkable events’ of daily life. Once again there is a sense of the everyday
reality of ‘living alongside’ (Davies, 2023) a disabled sibling with the feeding becoming just
another mundane action, an ‘alternative norm’ of Emily’s family life (Goodey, 2016). This was
the case at other points in Emily’s narrative, for example what she chose to focus on when
discussing how she and her siblings were parented and how this links to her own

understanding of disability:

They had to treat her differently for obvious reasons in specific ways, but if she was
naughty she was in trouble the same way that me and Adam were or if she was good
she was praised in the same way, she was treated really similarly to us and so | think
| didn't really think about her disabilities until | was much older and once she became
more verbal. I've always been able to understand her really clearly and it's only when
people that don't maybe see her as much try to speak to her and | realised that she
might be a bit difficult to understand. Whereas | understand her intonations and what
she means when she says certain things and God since she started talking she

doesn't stop. (Emily)
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Emily’s reference to disability works to make clear that her sister was, for the most part,
treated the same as her and her brother. Even in the reflection on how there were some
instances where Claire was treated differently, for Emily the main thing was that she got in
trouble the same way and was praised the same way. This reiterates the importance of
fairness to siblings, a theme that is commonplace in literature around siblinghood (Heath,
2018). Further, this is then linked to how Emily understood disability growing up, with the
main reflection being that she did not really consider it until she was older and began to
realise that others might struggle to understand her sister. Interestingly this is then brushed
over with Emily making a joke about how much she talks. This understanding of her sister
touches on the closeness and love that can make up sibling relationships and can also be
seen as an outcome of ‘living alongside’ (Davies, 2023) with Emily not noticing her sister’s
speech until others who are less used to it struggle to understand her. As explored in the
previous chapter, this story speaks to Walsh et al’'s (2020) argument around the role of the
audience in family display. For Emily what could be seen as a successful display within her
family shifts when introduced to an outside audience who struggle to understand Claire. This
reflects discussions from the literature review around home as a space of inclusion, with
Hall’s (2010) notion of a sense of belonging which is tied to inclusion being seen here. We
also see an understanding of home as ‘comfortable’ (Boccagni and Kusenbach, 2020) and

relational (Smart, 2007) with Emily and her family all working to create an inclusive space.

Similarly to Emily, Zara’s reflection on her sister’s school was framed around her experience

of the place as opposed to the fact it was a non-mainstream school:

| was so jealous of her primary school, she was like living it up like we went on

holiday to her school in summertime because it was so fun there like, | don't know

183



why they just allowed it, they opened up for parents cause obviously they've got
everything adapted for disabled children and the rooms are massive which meant |
could come as well and other siblings came along as well and it was, oh my
goodness, it was so fun like we, it would just be like me and my mum, Jenny and then
all the other parents with their siblings and it was just like amazing you would be, it's
probably really bad, but would be playing on all of the equipment like swinging along
because like we are all used to it because we've all got it at home but it's just way

better at the school. (Zara)

Zara notes that the school is adapted for disabled children but aside from that the focus of
this extract is the joy and fun they had visiting the school in the summer. Like Emily the focus
here is on her experiences of this school as opposed to the reason her sister was attending.
This story is also affirmative both in the excitement Zara expresses in discussing the school
and in the joyful reimagining of medical equipment as objects that kids could play on. When
asked about not attending the same school as her sister Zara explained that this was not

something she found unusual as all her siblings attended different schools to her:

So everyone was at different schools, my oldest two siblings were the same school,
Jenny’s different and | went to different the reason that we weren't at the same school
as my two older ones is because they are quite a lot older than me and the
catchment area changed so | couldn't get there so actually, | actually, it’s so
interesting you brought it up because | never thought about it, because everyone

went to different schools. (Zara)

This reflection reinforces the fluidity of normal for different people and families (Goodey,

2016). For Zara as all her siblings were at different schools it did not feel like a big deal that
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her sister attended a separate school and further the fact that this was a non-mainstream
school did not even cross her mind. This was just a mundane reality of her childhood as
opposed to a factor that meant that Jenny was experiencing something different to her
siblings. Returning to the focus on how disability was discussed in passing within sibling
narratives, Ellie’s discussion of what she would do with her brother in the summer touches

on disability whilst the focus is on fun:

We have a trampoline. We used to have a trampoline because | think it was part of
his fun government funding that we could get a trampoline. So we played on the

trampoline for ages every summer and we played on our bikes a lot as well. (Ellie)

The mention of government funding is linked to her brother’s learning disability but again the
focus for her is the fun of the trampoline and the role that played in their childhood. The
funding is presented as a side note on how it was acquired as opposed to the central part of
the narrative, instead the focus is the joy of the trampoline and their everyday experience of
‘living alongside’ (Davies, 2023) one another and playing together. Where the focus here is
on passing references to disability, the next section explores where participants were more

overt in their discussions.

Overt disability discussions

When introducing their sibling, participants often provided impairment labels as part of their

descriptions:

So Claire was born in 2003 and then | was six in the following February. So there's

almost six years between us. She was born with Cerebral Palsy. My mum's
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pregnancy was pretty much smooth sailing and then my sister was starved of oxygen
when my mum was in labour and then she was in intensive care for, I'm a bit iffy

about this, but I think it was five to six weeks (Emily).

I was born in April 2005, | have an older sister who's born in 96 and my eldest brother
98 is called Peter and he was diagnosed with autism in | think around 2001, he was

non-verbal and he stims. (Susan)

Yeah so, | was born in September 1999 and then, 18 months later Tim, who is my

brother with special needs, he was born so we are only 18 months apart. (Eva)

These examples, particularly the first two, draw on medicalised understandings of disability.
This is particularly interesting when we consider Emily’s quote here with her discussion of
fairness from earlier in this chapter. Whilst Emily drew on more medicalised understandings
in introducing Claire, further into her narrative, disability was mostly mentioned in passing
which can be seen to give some insight into the reality of ‘living alongside’ (Davies, 2023) a
sibling with learning disabilities. Emily’s concerns around fairness took precedence over

overt discussions of disability as the narrative progressed.

It is important to recognise the nature of the interview likely contributing to a feeling of
needing to justify why they are taking part. Participants were recruited based on the sampling
criteria of having a sibling with learning disabilities and therefore the choice to begin their
narrative with an explanation of their sibling’s impairment label is to be expected. Stalkers
and Connor’s (2010) research highlights a similar situation in which the siblings they
interviewed would be quite overt in providing an impairment label for their siblings however in

practice this did not lead to participants viewing their siblings as ‘different from them in any
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significant way’ (ibid: 224). This is particularly apparent in Eva’s introduction, with the
explanation being added almost in passing as she ran through all her siblings. What can be
seen to hold more interesting reflections about how siblings negotiate disability are the
moments where participants attribute things to their sibling’s impairment or cite it as a source
of difference between them. This was shown in references to age and sibling development,

for example Martha'’s feeling about her older brother:

Guy’s like a younger sibling. He's not really like an older sibling because he's got the
mental age of a seven-year-old so yeah, | kind of grew up being an older sibling to

him but being seven years younger, so strange. (Martha)

Martha’'s comment can be seen to draw on ableist development narratives around mental
age and intellect (Walkerdine, 1993; Gabriel, 2021). This reading is important to consider,
however attention should be given to the wider reflections in Martha’s narrative of the
closeness of her and Guy. Further, Martha’'s comments reiterate understandings of mental
age reflected in wider cultural narratives of learning disability. Kittay (2001) touches on this

discussing the difficulty of describing her daughter:

When asked about my daughter, | want to tell people that she is a beautiful, loving,
Joyful young woman. But then | need to tell them what she cannot be, given her
profound cognitive limitations, her cerebral palsy, and her seizure disorders. When
people ask how old my daughter is | always hesitate, wondering whether to give her
chronological age and speak of her as a lovely and intense thirty-year-old woman, or
fo speak of the age that reflects her level of functioning and her total dependence.
The positive set of responses is truer to who she is. Her limitations describe the face

she shows to those who don’t know her, but they also convey the ways she cannot
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make her own way in the world. Knowing her capabilities, one gets a glimpse into the

richness of her life and the remarkable quality of her very being. (Kittay, 2001: 559)

Kittay’s explanation offers an alternative reading of the reference to mental age urging the
listener to understand it alongside a multitude of aspects of someone’s personality. Other
participants evoked age in similar ways often referring to how they were similar to their

sibling when they were younger and how this changed as they grew up:

... when you’re kids | feel like it's not as noticeable and then maybe as we were
getting old and she wasn't behaving in the ways that, and | can't like pinpoint a
specific age, but actually thinking about it as a child, like a younger child, | don't
remember thinking that her behaviour or anything like that was abnormal or like
probably because developmentally we were probably more closely aligned and then

as we got older, yeah. (Hannah)

... when you're a child like it's very hard to almost distinguish because kids obviously
can't speak correctly and stuff like that so it's hard to, she was almost like, | hate the
word saying normal, but almost like a normal child when she was growing up’ ... ‘but

as for this age in this photo I didn't know she had had a disability whatsoever. (Alex)

Like the previous examples, age is evoked here as a means of understanding their sibling,
but also to unpack their childhood closeness. Within these two quotes are quite explicit
developmental narratives around growing up and ‘developing’ with the use of normal and
abnormal across both reinforcing this. The interest in age brings with it a discussion of the
role of time in sibling relationships with Davies (2023) arguing that ‘different facets of
temporality profoundly affect siblingship’ (ibid: 140). This could be seen also in the

importance of the future in participant narratives, as discussed in the previous chapter. To
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make this argument Davies draws on May’s (2019) concept of temporal scripts which ‘set out
social norms that describe how we ‘should’ grow up and grow older’ (ibid: 87). The examples
laid out in this section touch on these temporal scripts, with the participants drawing on how
their siblings did not meet these ‘expected milestones’. Davies (2023) notes the pervasive
role of these scripts in everyday life, arguing that when they are not met there can be strong
emotional reactions from those who feel they are missing out. Within this is a reflection on
the role of expectations in how we understand siblinghood. This is explored in the next

section, which unpacks how participants conceptualised siblinghood in their stories.

Expectations of siblinghood

Considering the scope of the research question, the following sections explore how
participants conceptualised siblinghood. This is of course linked to their understanding of
learning disability, with the prior discussion around normal informing participant expectations
of their own relationships. Participant’s reflections on expectations of siblinghood echoed
Davies’ (2023) argument that we live with the idea of siblinghood as well as our siblings. This
was seen in Dina’'s comments about being younger than their sister and not having the older

sister experience they would have liked growing up:

... that was definitely period of my life where | think, it was probably when | was in
secondary school’ ... ‘and meeting people who had older siblings and being like oh
wow, like older siblings who could tell them things about what it’s like to do things or
older sisters who could tell you about what it's like to be a teenage girl and things |
was so jealous of and so | really wanted and | spent a while imagining what it would
be like if Tyler could tell me things and like what would she say and things like that.

(Dina)
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... it was weird | always wondered what it would have been like to not be the first
sibling to do everything like if she'd gone to the same school she would have been
the first one to do GCSE'’s, the first one to go on school trips and things like that but |

was like yeah it was me so, that was, yeah different | guess. (Dina)

Dina’s feelings about what an older sister should do were informed by normative
understandings of siblinghood, with Dina imagining what having an older sister who fit that
narrative would have been like. Within this we see again the importance of temporality in
sibling relationships with these expectations being rooted in temporal moments such as
GCSEs and school trips. Where older siblings can provide invaluable insight in these
moments (Aaltonen, 2015), for Dina this was not something her older sister offered, at least
in the context of schooling. In the next chapter how participants learnt from their siblings will
be explored in more detail. Punch (2005) notes how birth order hierarchies are often
negotiated in sibling relationships and this is seen in Dina’s narrative through her taking on
the role of first one to do GCSEs and other things. Hannah expressed similar feelings about

having an older sister that did not attend the same school:

... S0 one of my best friends from school, her sister is a similar age there's a similar
age gap and obviously they went to school together. | think | found that hard when |
was younger, | still find that hard now, but less hard. But yeah other people have their
sibling there, especially an older sibling that they could go at break time or something
like they would talk to them and it was kind of cool like ‘ooo lets go talk to her older
sister that's so cool’. But yeah not having that and I think | said normal didn't I? | said

that's what normal siblings do or something. (Hannah)
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Like Dina, Hannah'’s expectation comes from seeing friends and peers interacting with their
older siblings and wanting something like that. Hannah also explicitly refers to this as ‘what
normal siblings do’, touching on the previous discussions of normal and further reinforcing
the idea of ‘temporal scripts’ (May, 2019) as central to normative constructions of getting
older and siblinghood. For both Dina and Hannah they compare their experience of having
an older sister with these expectations and, as touched on by Davies (2023), feel strong
emotional reactions to not having this experience. Interestingly, for Eva there was a similar

feeling of wanting an older sibling even though she was the oldest:

I mean for a while when | was little | wanted a sister, apparently when my mum was
pregnant with my youngest brother, | said... she knew he was going to be a boy and |
said no has to be a girl | want a sister, my mum was like sorry it's definitely a boy and
apparently | replied fine if he has to be a boy can he at least be older than me?

Because | was bored of younger brothers | wanted something different. (Eva)

Eva’s comment is different to Dina and Hannah'’s, however the outcome of wanting an older
sibling is the same. The idealisation of the older sibling as a role model is one that has been
questioned (Punch, 2005), however in all these instances there is this imagined older sibling
who was important in how participants made sense of their lives. Returning to Dina, in her
reflections she mentioned imagining what it would be like if Tyler was like these other
people’s siblings. This sentiment was echoed by Ellie in her discussion of her brother’s

disability and her other non-disabled brothers:

... I guess maybe around seven or before seven, so quite young and | was thinking

so | was aware of it because | was thinking ‘if he didn't have this disability then what

would he be like?’ and | was thinking of that in relation to my other brothers who were
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even more annoying or not more, like my oldest brother was in this really cool phase
and | thought god if Harry didn't have this disability he would also be this really like
more annoying cool person that I did, | guess that | wouldn't recognise because it
wouldn't be him but also | kind of registered that maybe | don't want that because
yeah, at that point as | know | like him as he is and we could have fun or we could

play together at that age. (Ellie)

This quote touches on a number of things. Firstly, there is something crip about the
celebration of difference here (Goodey, 2016), with Ellie enjoying her brother because he
was not fussed about being a ‘cool person’ which can be read to have connotations of fitting
in and conforming more widely to normative expectations of ‘cool’ (Garland-Thomson, 2011).
Instead Ellie has a really good relationship with Harry because he is not like her other
brothers and is more fun for it. Alongside this is an interesting reflection around the question
of what Ellie’s brother would be like if he did not have learning disabilities, one that echoes
Dina’s question earlier in the chapter and Scott's in the previous chapter'. There is a sense
of curiosity to this angle, particularly from Ellie, with the conclusion noting that it is a central
part of who he is and therefore she would not change him as she likes him as he is, once
again reinforcing the celebration of learning disability. When considered alongside Meltzer’s
(2018) argument that sibling disability research often focuses on what the relationship is not
and therefore is ‘found wanting or damaged in comparison’ (ibid: 1228), Ellie’s story sees her
focus on what their relationship is, positioning it as more fun than her relationships with her
other brothers. Alex, whilst acknowledging more difficult moments, similarly offered a more

nuanced approach to understanding siblinghood:

" When discussing his responsibility and the future Scott stated ‘if you could change and not have a
brother who was autistic | probably would without being harsh on him, he’s lovely and | wouldn’t
change him it’s all theoretical but I'm pretty sure | would swap him for a non-autistic brother because
of the like ongoing stress and issues’
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| just think to myself everyone has got something that happens in their life so it's not
that ‘oh like why'd you have to’ it's more that everyone's got stuff and the fact that this
is my thing, this is the card that we've been dealt and | always say to myself with
Lola, which my cousin said to me, the good times are amazing with Lola because
when she’s happy it's not like, | would say 50% of the time she's happy, 50% of the
time she’s not, the good times are really good and the bad times can be really bad
but it's the fact that the good times are that good you almost and obviously she's your
sister so you almost think of it, but yeah that's how I'd say that | wouldn't be almost
Jealous of other people’s situation because | know what other people can go through.

(Alex)

Alex did recognise that there were more difficult points in his childhood, however he rejected
the notion that his life would be better if his sister did not have learning disabilities. Alex’s
reflection on ‘the good times’ and ‘the bad times’ reinforce the notion of the emotional
tightrope (Davies, 2015a) touching on the complex range of emotions that can make up
sibling relationships. This, alongside the discussion of other people’s experiences, sees Alex
reject normative expectations and acknowledge that in most cases siblinghood does not map
onto these in the way that we sometimes expect. Davies (2023) refers to the contradictions
of siblinghood when addressing this, noting how we often believe that siblinghood follows
rules, as expressed in the normative expectations, when in reality this is often not the case.
As shown in the discussion around ‘yearned for’ older siblings earlier in this chapter, these
rules are rooted in ‘gender, age and birth order positions as well as being culturally and
ethnically contextual’ (ibid: 114). In their narratives, participants echoed research around
more fluid definitions of family (Edwards et al, 2005; Mason and Tipper, 2008) citing the

importance of friends, cousins and other figures growing up. For some participants these
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were rooted in their expectations of siblinghood, for example returning to Dina who sought

the yearned for ‘older sister’ in family friends:

I think when | wanted an older sister, | always wanted a big older sister who was like
five years older than me and had kind of done everything, we did have a family friend,
family friends, who we used to hang out with a lot when we were literally, used to live
opposite us and then we both moved and they lived kind of around the corner and
she was five years older than me and her younger brother was three years older than
me and | think | kind of wanted like to see her as an older sister but then after, kind of
after they left Primary School, we didn't see them as much, they used to come over a
lot and things but then it kind of stopped happening, we just grew up and move on but

yeah. (Dina)

Dina’s comments touch on the possibility to reimagine family, echoing Mason and Tipper’s
(2008) work around how young people are often creative with how they define family. When
read alongside their previously discussed reflections it is clear how growing up Dina felt as
though she was ‘missing out’ on having an older sister who fit her expectations and offered
advice. This theme was continued by other participants, with cousins often being cited as

‘like siblings’ as shown by Alex:

| always say my cousins because obviously with Lola you've not had the childhood of
again running about and stuff like that my cousins, | even admit to them and | have
one cousin who's an only child who's a year older and me and him look at each other
like we're brothers we look literally identical and he's grown up as the only child so he
hasn't had a brother, he hasn't got any I think | might even be his only cousin to be

fair and I've said to him before that yeah, | look at you as almost like my older brother
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and he said | look at you like you're my younger brother’ ... ‘So yeah, that's what |
would say, | wouldn't say jealous of it whatsoever but I'd say maybe you do
subconsciously almost gravitate more towards your cousins as you don't get that from

your obviously direct sibling. (Alex)

Within this reflection is once again the role of expectation and almost the idealisation of
siblinghood, with being ‘like a brother’ presented by Alex as meaning more than a cousin or
a friend. The added note of how they even look alike reinforces the role of resemblance in
how people understand kinship (Mason, 2018). Further, this is then placed as the result of
not getting that kind of feeling from his sister. It is important to note here that more widely in
Alex’s narrative, as with the other participants, was a deep sense of love for their sibling so
this is not a case of wishing they were different but more a reflection on how these
expectations manifest and how sibling relationships are viewed culturally. Scott also pointed
to a similar relationship both he and his brother had with their cousins, again touching on this

being partly due to the relationship he had with his own brother:

I've got three cousins who I'm really close to and probably would describe my
relationship with them like siblings which | think particularly given that my own like
immediate sibling, didn't have the same kind of relationship with him as I think you
would do so typically they almost sort of like filled that hole of having that kind of
relationship and I think they probably, they definitely would describe their relationship
to me like siblings and they probably describe their relationship with my brother Dean
similar to a sibling although they have some distance and stuff like that but like very

close like look after him, take him out places and stuff now. (Scott)
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For Scott his cousins were a really important part of growing up and still are key figures in his
life. Within his reflection, Scott goes on to note the role his cousins play in his brother’s life
being like siblings also. When read alongside the discussions around wider family support in
the previous chapter we know this is not always the case and we also know how important
this support is for everyone when it is done well. This invites us to look at Scott’s account as
touching on the role of expectations around what a sibling ‘should’ be like but also as an
account of care and support from wider family. Scott’s choice to justify the sibling feeling with
examples such as looking after and taking Dean ‘out places’ reinforces this notion and
evokes a sense that, for Scott, being a sibling is about these almost mundane examples of
care. Later on in the narrative Scott spoke about family humour and noted that sometimes he

felt his cousins found situations funnier than he did:

I think my cousins find a lot of it more funny than me which is interesting, it may be
because they’re not around it as much so some of the stuff he may do was a bit more
novel whereas I'm just like oh yeah that’s just what he does’ ... ‘like yeah it sounds
quite funny but like | think they find some of that stuff way funnier and maybe they’re
in a nice position where they’re close enough to Dean that they can laugh at it but like
it’s also still quite novel and like | think they find it funnier than | do in a way, | don’t

know. (Scott)

Scott does offer some explanation for why his cousins may find certain things funnier and
again reading this within his wider narrative it is important to reiterate how he made clear he
has a really strong relationship with his cousins and that they were central figures in his
childhood. Recognising this, the extract, along with the previous one, touches on something
about siblinghood and the reality of ‘living alongside’ (Davies, 2023) that brings a very

specific relationship and sense of intimacy. Scott simultaneously outlined how his cousins
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are ‘like siblings’ and noted a time he felt they found something funny on account of there
being enough distance for them to find it novel. Implicit in this reflection is that Scott’s
cousins do not live with his family and therefore only see them at certain times and cannot be
said to ‘live alongside’ them in the sense outlined by Davies (2023). There is a certain level
of intimacy that this setting and relationship brings, that has been discussed throughout this
thesis, that Scott attributes to not necessarily finding things as funny as his cousins. The role
of humour in the participant narratives will be discussed in more detail in the next chapter,
but it is interesting that Scott alludes to this quite fixed difference between siblings and
cousins that is rooted in this proximity and closeness. This further reinforces understandings
of siblinghood as unique and touches on the idea that whilst being socially constructed there
is something that resonates with people about what being a sibling means and how that is
different from other relationships. This is also made clear in how the participants were
evoking siblinghood to almost elevate their cousins to a closer relationship. For a number of
participants, this living alongside brought with it a sense of being known as a sibling. The

next section explores how participants reflected on this experience.

Stickiness and known-ness in sibling relationships

Many participants reflected on how their sibling was a known figure in the local community.
This was particularly apparent in narratives where the participants attended the same school

as their sibling. For Zack, this led to him being known as ‘Beth’s brother’:

... she was quite popular and she had a group of friends. People liked to play with her
and that's where | became known as Beth's brother definitely, other children in school
would be asking me are you Beth’s brother? She's almost like the celebrity of the

school. (Zack)
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This narrative extract highlights the popularity of Zack’s sister and how this played into how
he was known at school. Davies (2019) builds on Smart’s (2007) concept of stickiness to
explore how sibling ties are hard to shake and often in school settings having a sibling who is
‘known’ can have implications for how you are received. This can have positive and negative
implications for young people and their own sense of identity, when asked to elaborate on

this Zack stated:

Being in Beth’s shadow, no honestly I, no it was just funny | think it was good | was
happy that people liked Beth | think like it didn’t really bother me that much, | knew at
the time that, I felt like a lot of people were saying ‘your Beth’s brother’, a lot of
people were saying that sentence a lot but yeah | don’t even really, it was never a
negative feeling basically in fact one of my closest friends now who was in my class
at the time we still talk about it like a kid coming up to me who was in Beth’s class
and like Beth having Down’s syndrome her speech is ok, it's not amazing in terms of
clarity, he came up to me and my friend and he was asking if | was [mispronounced
name], are you [mispronounced name] and | was like ‘what are you talking about’,
‘Beth’s brother?’ And | was like oh right yes, but yeah so no | was always happy with

being Beth’s brother I think that was great yeah. (Zack)

The initial comment of ‘being in Beth’s shadow’ was delivered as a joke with Zack going on
to explain how he found it funny and actually enjoyed the experience overall. Davies (2019)
argues having an older sibling who attends your school can lead to expectations being
placed on students by teachers and peers. In this case Beth is younger, disrupting
expectations around how this occurs. Within Zack’s comments is also a sense of pride

around his sister fitting in, even if it comes with the caveat of being approached in the
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playground and asked if you're Beth’s brother. More widely in his narrative Zack spoke very
highly of his sister’s personality and attributed this to her popularity at their school, with this
example being wrapped up in a sense of love and closeness between the two siblings. As
discussed earlier in this chapter, Emily had concerns around her little sister starting school

due to ‘mean spirited people’, however in practice it was the opposite:

When she was at Primary School nothing ever really happened and very quickly,
even though | was older, it was, you know how most younger kids would be like
‘you’re Emily's little sister?’ It became ‘oh your Claire's big sister?’ She was like the

school celeb and everyone was kind to her there. (Emily)

As with Zack, despite being older Emily became defined by her younger sister who she felt
reached almost celebrity status within the school. Emily’s reflection is rooted in cultural
expectations around birth order in sibling relationships as discussed in the previous section,
with her being aware that often it is the younger sibling who is ‘defined’ by their relation to the
older one (Davies, 2019). Again, there was a recognition of this as a good thing with Emily
specifically noting how people were kind to her, a reflection that holds within it an
understanding of how this may not always be the case in school settings (Walton, 2011).
Alongside the happiness that their sibling was being included, Emily also noted that being

‘Claire’s sister’ came with the benefit of being her playground assistant:

She came to my primary school and my mum and dad sent her to mainstream for |
think about four or five years and | got to be her playground assistant type thing and |
got to choose a friend every day who | could walk around with my sister with and |

thought that was the best job in the world and then everyone wanted to be my friend
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because we got this special job at playtime and we were allowed on the other

playground where we were much bigger than everybody else. (Emily)

This reflection touches on the issue of people being expected to help support their siblings
when at school, something Pavlopoulou et al (2022) notes can impact the education of
young people. This argument points to the problematic nature of expecting siblings to
support in school as they are there to do their own work. Where Pavlopoulou et al (2022)
findings place this as something that bothers young people, Emily’s account challenges this
as a solely problematic occurrence with there being a sense of joy and excitement attached
to the role. It is important to note this role was one that was during breaktime and that
brought with it a fun element of play. More widely in her narrative Emily did not mention any
support she was expected to provide that impacted other aspects of her school experience.

For Scott, he chose to not attend the school that his brother attended:

...l think like [I] just wanted to be my own person and sort of make my own way and
not being known as like ‘oh your Dean’s brother’ and | don’t know if | would have felt
that if I'd have had a sibling that didn’t have learning disabilities like | know friends
and people it’s like you come to school and your siblings have been before and it’s
like ‘oh your so and so’s brother’ and you kind of want to pave your own way but in a
more extreme way because you’d got this association with someone else and that
maybe feels more significant when that someone else is like is someone who is in the

unit. (Scott)

Whilst Scott recognised that being known as ‘so and so’s’ sibling is a common occurrence

when attending the same school, he felt there was maybe more significance to this as his

brother attended ‘the unit’. The unit was a specialised area of the school for people with
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learning disabilities and this factor was a concern for Scott. When read alongside Scott's
desire for paving his own way that is apparent throughout his narrative, it can be seen how
having a sibling who might stand out in school settings can create concern over being able to
be your own person in that same space. The experience of having a sibling who was ‘known’
extended outside of the school setting, with participants noting how this was a common
occurrence in the local community as shown in Ellie’s narrative portrait. Ellie is the youngest

of four with three older brothers:

Narrative Portrait Ellie: ‘l think you’re just looking for people that know you’

It was a relatively small town but he was just such a big character in it so | think | knew from a young
age that he was fine in the spotlight and | was happy to just shrink into the shadows so I did that
immediately | feel and then, so yeah, he would just be, like people know his name but he's looking for
it as well he's like ‘hi’. | mean when we went into town the other day he was literally just staring at
everyone going as we walked past, it’s like ‘I think you're just looking for people that know you’ like just
to say hi which is fine but | was like what do you want to do like you're just walking through and yeah
So they'd just say hi and just talk to him, they know his name and he generally knows something about
them maybe not their name but where they're from or what they're doing or where they work or things
like that so you have a good chat whereas | think | just was more than happy to not. | didn't really want
that attention but | think | was okay that it was going to him because he liked it. | do think when | was
younger | was more embarrassed, | think that's why | was more likely to be like shy-er because | was

more embarrassed and then became more shy.

For his 18th birthday he wore his new Phil ‘the Power’ Taylor, the darts player, shirt. We've got a local
pub and David who runs the pub knows us and Harry and he's a bit of, so Harry's a little bit of a

celebrity in the town anyway, because he's quite well known and he loves that. So we used the hall in
the pub and we got a DJ and | remember mum organised a limo for us, which was so exciting. | think

Harry loved that as well and when we got there, | think the fire brigade came out as well because at
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that point they knew, they knew him as well because he's really quite well known and he's been to see
the fire station quite a lot. So they know | think we had a specific fireman, | can't remember his name.
He was quite good at coming to see us. Yeah, so they came and then, yeah invited everyone to this

massive party.

Fig. 4: Photo of Ellie’s family at her brother’s birthday party

Photo redacted due to personal data

Ellie’s portrait tells of how well known her brother is in the local area and even if she teases
him for it at times there is a sense of love and closeness in the extract. Ellie places herself in
relation to her brother’s popularity, noting how she preferred not to be so outgoing. This
choice to define herself in relation to her brother reinforces arguments around siblinghood
and identity, with siblinghood seen as a key factor in how people make sense of themselves
and how others receive them (Jenkins, 2004; Edwards et al, 2006). The idea of her brother
being a ‘big character’ can be seen to challenge questions of ‘fitting in’ and learning disability.
Where people with learning disabilities are often excluded (Yates et al, 2008; Goodey, 2016),
Harry instead actively engages in the community enjoying his local celebrity status. The
narrative portrait finishes with the story of Harry’s 18th birthday and how different people in
the local community came together to help put on the party. This story reiterates Harry’s

‘known-ness’ and, more importantly, gives an example of inclusion in practice and what that
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means for people with learning disabilities and also their families. Ellie speaks of the
excitement of the limo and how the fireman was ‘quite good at coming to see us’ with these
examples highlighting both the fun of the day but also her appreciation of Harry’s
involvement in the local community. Eva expressed a similar sentiment in her discussion of

going around the local shops with her brother:

... he's like everybody's favourite person and very memorable like we’ll go into the
village or something at home and everyone will be like ‘Hi Tim’ and I'm like ‘I've lived
here this whole time as well and no one remembers me’. He's just always going in
and to shops and things and chatting to people and stuff like | went to the post office
with him last weekend or something and the post office was shut and the lady was

like ‘it's fine Tim I'll open it for you’ kind of thing like just amazing. (Eva)

Eva’s story makes clear how her brother is well known in the local community. Like Ellie
there is also a sense of love and closeness captured in the reflection ‘he’s like everybody’s
favourite person’. We get the same feeling of inclusion that came through in the narrative
portrait with Tim clearly a part of the local community and this being something that is
appreciated by Eva. In these examples the potential frustrations that could come with being
known as someone's sibling, as outlined by Scott, are offset by an appreciation of their
sibling being an active part of the local community with participants making clear the
importance of this. Kittay (2001) argues ‘connections with family members are often the only
shield against the slings and arrows of an uncaring society’ (ibid: 571). When this is
considered alongside the discussions from chapter 4 regarding navigating society these
examples can be seen to extend this argument. The participants' appreciation can be seen
to be linked to being aware of an often ‘uncaring society’, with the inclusion being discussed

here taking on a greater meaning because of this.
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Conclusion

This chapter has sat with the tensions around how siblings of people with learning disabilities
conceptualise disability and siblinghood. On account of the research’s focus, disability and
siblinghood were central to most of the participant narratives, with these being presented in a
number of different ways throughout. The contradictory nature of sibling relationships
(Davies, 2015a) was reflected in how participants conceptualised disability throughout their
narratives. Discussions varied from overt references to disability that could be seen as
medicalised to nuanced reflections on the everyday of learning disability in families.
Throughout, participant narratives were rooted in care for their siblings, and their families,
with even more potentially difficult reflections often being situated alongside stories of joy

and closeness.

This chapter began with a discussion around the role of the term ‘normal’ in narratives and
how participants drew on the word when discussing their childhood and their siblings. This
was split into two sections, with the first exploring how participants evoked ‘normal’, in a
hegemonic sense, in their narratives and how their lives were similar or differed from this.
The second unpacked more fluid discussions, with participants reinforcing the everydayness
of their experiences and how even non-normative interactions became normal within their
family. Within this was a discussion of the ‘normal abnormal’ (Mallett and Runswick-Cole,
2016) and how siblings evoked or rejected normative ideas of disability in relation to their
experiences. Following this, how disability was addressed both in passing and more overtly
was discussed. Participants offered insight into the everyday reality of disability through their
reflections on things like taking taxis to attend different schools. The more overt reflections
touched on defining disability with regards to impairment labels and references to mental

age. Throughout these sections were tensions around how participants simultaneously
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evoked hegemonic understandings of normal whilst also rejecting them. These
contradictions reflect the reality of their lived experience, with the closeness and sometimes
more frustrating aspects of siblinghood providing the space to discuss learning disability in

the everyday.

The next part of the chapter saw how normative expectations played a role in how
participants understood their own sibling relationships. Here the discussions focused on the
role birth order played in how participants felt about their older siblings, and how the yearned
for normative older sibling experience manifested for them in their childhoods. This was
followed by reflections around the role of wider family and friends in how participants
mitigated for these perceived missed experiences, echoing the discussions of family support
networks in chapter 4. The chapter finished with a discussion of being known as someone’s
sibling in school and in the local community and how participants reflected on this with a love

and appreciation for their sibling being included.

In this chapter, and the one before, stories that challenge dominant narratives around
siblinghood and learning disability have featured heavily. The next chapter will focus on the
counter-narrative nature of participants’ stories, looking at the radical potential of siblinghood

to centre the human in discussions of the everyday and disability.
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Chapter 6: In what ways might counter-narratives of siblings problematise

dominant pathological models of disability in families?

Introduction

Within their narratives participants actively rejected deficit understandings of siblinghood and
learning disability, with joy playing a key role in their reflections. This chapter addresses the
research question: In what ways might counter-narratives of siblings problematise dominant
pathological models of disability in families? This is done by exploring how participants
disrupted problematic understandings, drawing specifically on the use of humour in
narratives and how participants felt their experiences had influenced them. Returning to
Meltzer’s (2018) reflections around presentations of siblinghood and disability as often
defined by ‘what they are not’ (ibid: 1228) this chapter centres participants' accounts of ‘what

they are’.

Joy played an important role in participants’ stories, with deficit understandings being
challenged in favour of more nuanced readings that recognise the humanity of their siblings
throughout. Humour was one of the core ways this was achieved with participants reflecting
on funny stories of childhood as well as humour in more difficult times. Throughout their
narratives, the deliberate nature of their siblings’ jokes was made clear, even if it was to
make fun of them. This sees narratives of ‘lack’ of humour (Bertilsdotter Rosqvist, 2012) or
questions of comprehension of jokes (Chadwick and Platt, 2018) that can often arise in
research around learning disability being rejected. Alongside these discussions, the chapter
considers how participants’ experiences as a sibling of someone with learning disabilities
have influenced them. These reflections are rooted in closeness and also in social justice
and allyship. Here, ideas around sibling outcomes are challenged with participants reflecting

on how they feel they are ‘better’ people for these experiences.
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Defining joy and humour

Throughout this chapter, both joy and humour are referred to and whilst these are hard to
define, a ‘working definition’ of both will be provided in order to be transparent about
meaning when used. Regarding joy, this chapter draws on Arnett’s (2023) understanding of
joy ‘as an intense, temporary feeling of elation combined with an appraisal of right relation
between ourselves and the world, a sense that there is an ideal fit between ourselves and
the world around us at that moment’ (ibid: 1). This definition speaks to joy as both an
individual and social emotion, with the more social aspects being of particular note in this
chapter. Considering a ‘working definition’ of humour, the discussions in this chapter are
centred around how participants presented stories, and where they found humour. This
leaves the definition with the participants, and what they either say was funny or presented in
a humorous way. This does not mean that there is not scope to engage critically with this
humour, as outlined in the literature review the relationship between disability and comedy is
potentially controversial (Cumberbatch and Negrine, 2022). This said, humorous stories will
be contextualised narratively in order to, where possible, ensure participant accounts are
represented authentically (Frank, 2013; Rodriguez-Dorans, 2022). This chapter is influenced
by Shuster and Westbrook’s (2022) discussion of ‘joy deficit’ in social science research. They
argue that there is a tendency to focus on social harms with this contributing to deficit
understandings of marginalised experiences. They call for more research that acknowledges
how ‘studying joy offers opportunities for advancing a more nuanced approach to how
marginalised people live and experience social life’ (ibid: 806). The notion of a ‘joy deficit’
can be applied to disability studies (Sunderland et al, 2009), with the deficit narratives

challenged throughout this thesis pointing to the importance of counter-narratives that centre

joy.
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Humour as a source of joy

Throughout their narratives participants drew on humour to reflect joyful moments or capture
the fun of their childhoods. In doing this, deficit understandings were rejected with a focus
instead on more nuanced readings that recognise joy as a central part of childhood. These
funny moments had become family stories, and participants took great pleasure in retelling

them, for example Emily’s account of her sister’s birthday:

And then her 13th birthday felt huge for us because she was 13 and we never really
thought that would happen and we had a huge party’ ... ‘she danced for literally the
entire day and then couldn't walk for about three days and still to this day she’s like
‘I'm never doing that again’. She still feels sorry for herself that she danced that much

that then she couldn't walk. (Emily)

The story came after reflections on health complications Emily’s sister had experienced
growing up, with the party being presented as a particularly big moment. The humorous
anecdote that follows works to reinforce the fun of the party, with Emily finding the notion of
dancing so much you cannot walk to be particularly funny. Considering discussions in the
previous chapters around how participants navigated disability in their narratives, this story
also speaks to where disability arose in Emily’s narrative. In this instance, the story is
prefaced with discussion of health complications but Emily chooses to discuss the humour of
the party also, presenting a nuanced picture of her childhood and rejecting a solely deficit
understanding in the process. Everts (2003) argues that it is often the humorous stories that
become ‘family stories’ that we return to again and again. This was seen in Zack’s narrative,

with the photos he chose to bring along being ones he, and his family, found funny:
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Fig. 5: Photo of Beth on holiday

Photo redacted due to personal data

The next one is one of our family favourite pictures of Beth where | think she was
saying she didn’t want to do anymore cycling, even though she wasn'’t cycling she
was in the chair on the back. | think she got sick of it and then like we sort of turn
around and we are like ‘hang on, where’s she gone?’, she’s just put herself on the
chair like that, arms across the chest, head straight on just looks so funny but yeah,

she must have been, | don’t know how old she was there but dead young. (Zack)

Zack is explicit here that this is a family favourite picture. Further the photo itself adds
another aspect to the family story, with there being a record of the comedic event that can be
returned to and enjoyed by everyone. Kuhn (2002) argues, similarly to family stories, that
family photos are often shaped around happy or fun events as you are less likely to take a
photo in more difficult moments. This instance is interesting as the photo's comedy comes
from Beth’s frustration. This brings with it considerations around family teasing, something
that will be returned to further in this chapter. Zack also brought along another photo he

enjoyed partly because of the humour of it:
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Fig. 6 Photo of Zack and Beth at a gig

Photo redacted due to personal data

In the middle of my A-levels we went to go and see Katy Perry together so that was a
good one’ ... ‘the picture of me and her at the gig cause she wore a full Katy Perry
oultfit, so we went together on the train, it were quite far away and | had to get her
outfit on her on the train’ ... ‘'so she’s got like a big pink wig, a massive cotton candy
big dress thing on, like an ice cream cone or something, it's a huge extravagant dress
basically and | had to get her all set up in it and | was there in a black band t-shirt or
something like that so it looks like polar opposites, but it were mint so I've got a
picture of the two of us sat in the chairs for that, it’s a great picture we have. But yeah
so we've got the Katy Perry gig, that was in the middle of my A-Levels so that was

like my little break in the middle of it. (Zack)

The humour here is drawn from the disconnect between Beth's very exciting outfit and Zack’s
more toned down one with the two together creating a funny scene. Alongside the humour of
this, Zack’s context also gives insight into the closeness between him and his sister and

touches on sibling care. Zack took time out of his A-levels to go and watch the gig with his
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sister, helping her with her costume on the train. Interestingly, Zack refers to this as ‘his little
break’, echoing Pavlopoulou and Dimitriou’s (2019) notion of siblings rejecting care labels.
Zack was keen to stress that it was also really fun for him, something that comes through in
the photo with them both looking happy. The sense of fun, alongside humour, in family

stories was shown in Dina’s account of getting into trouble with her grandparents:

One year me and my brother played a practical joke on my grandparents and then we
weren't allowed to come at the same time as my sister, it was like me and my brother
and my sister separately because they thought we were too much trouble altogether’
... ‘it was because my granny had asked us to look after Tyler and we thought it
would be funny, they used to have bed and breakfast guests, and we thought it would
be funny if we jump scared all the bed and breakfast guests with my sister but they

didn't think that was very funny so we couldn't all go together. (Dina)

For Dina, the humour comes from the silly-ness of the story and the fun that the three
siblings had, even if the end outcome was them getting in trouble. Like Zack’s gig story, there
is a nod towards care here with Dina and her brother being asked to look after their sister by
their grandparents. This role is what gives them the space to do the ‘scaring’ that leads to
them getting in trouble. As Dina recounted the story she was laughing about the idea of the
three of them being too much trouble together, highlighting how this did feel a little
overboard. Once again, this was a story that Dina’s family found funny and told a number of
times, with the humorous element being central to this memory. Dina does start the story
with a note that this was a prank by her and her brother, raising a question of her sister’s role
in it. This brings with it an important consideration of whether they were laughing at their

sister or with her, a distinction that would raise questions around power and humour (Carter,
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2019). However as Tyler took part in the scaring of guests it feels as though this was likely a

joint effort. Alex touched on this argument in his discussion of funny moments with his sister:

When Lola gets really happy it's like that times ten, when she's singing, she's belly
laughing and stuff like that she comes out with some funny stuff and it is hilarious.
The whole family will literally be laughing and singing with her. They're the good times
and even like funny stuff | know it's obviously disability, obviously you shouldn't laugh
at it but some of the stuff, she goes, basically she has this thing again like an infant
doesn't like going to sleep so says she goes ‘not bed’ so she doesn't like it but then
we've been wheeling her around a Sainsburys and when she says it quick, when she
says it quick she goes ‘knobhead’ at everything so she’s got people, she would be
shouting knobhead at people which it's honestly hilarious obviously you shouldn't
laugh at it but it's funny stuff like that it's almost like it's, and some of the stuff she
does, like again you shouldn’t laugh at it but obviously you gotta find some stuff funny
you know what | mean it is good but then yeah we have amazing times with Lola to

be fair and a lot of them, like | said is the stuff that you remember so yeah. (Alex)

This extract touches on a number of aspects of family humour. Similarly to the previously
discussed example, Alex notes how these funny moments are the ones you remember and
further there is a similar sense of love and closeness in the description of the family singing
and laughing together. Of particular interest is how as the story develops Alex acknowledges
the potential of this humour to be seen as problematic due to his sister having learning
disabilities and this meaning that people might think they should not laugh about it. The
reflections are rooted in an understanding of the potentially controversial nature of humour
around disability, with jokes about disabled people often being offensive and problematic in

wider social and cultural environments (Cumberbatch and Negrine, 2022). Reid, Stoughton
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and Smith (2006) call for a distinction between ‘disabling humour’ and ‘disability humour’.
Disabling humour, they argue, is that which is ‘denigrating’ and the latter that which ‘centres
disability or is offered by disabled persons’ (ibid: 631). Within this is a question around who
can carry out ‘disability humour’ and whether, drawing on understandings of ‘disability by
association’ (Burke, 2010) and the ‘backstage nature of sibling relationships’ (Punch, 2008),
it can be argued that siblings can offer jokes about disability that are not disabling. Further, in
their discussions of family stories, Smart (2007) argues that comedic stories are rooted in
‘affection and sense of connectedness’ (ibid: 94). This offers an approach to understanding
these stories that recognises the narrative context, and the closeness, that creates an
environment where these jokes can be made. We see this in Alex’s reflections, with his
awareness of the potential for the joke to be understood as problematic being mitigated by it
being ‘family humour’ and being wrapped up in the love and closeness he feels for Lola. This
does bring with it some considerations around power, and the role of humour in creating ‘in
groups’ (Carter, 2019). However, as with Dina’s extract it is important to read Alex’s
comments within his wider narrative, one that spoke to an inclusive home environment which

Lola was very much a part of. Martha told a similar story:

Martha: So if we're playing Pictionary, because we do that every year that's like a
tradition, he'll either team up with my uncle or it would be like my dad and it would just
be like you say draw this and he’ll draw something completely different so you’ll be
like ‘it's a cabbage’, he'll be like ‘yeah, that's it. Well done’ and it'll be like it wasn't a
cabbage but that would be what Guy draws so you just do, like you just guess what

he's drawn, really and he’ll just be pleased that someone's guessed it.

Researcher: Is it fun?
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Martha: Yeah, it's funny, we all have a giggle, it's good.

Researcher: does he join in with the laughter when things like that are happening and
you're all going like this is really funny, is he finding it funny that everyone's finding it

funny?

Martha: Yeah. Yeah, he laughs a lot even at things he shouldn't.

Martha'’s story touches on her family practices around Christmas. Part of the humour comes
from her brother playing the game in an unconventional way, disregarding the rules and
drawing what he likes. Like Alex, the comedy is from the potential misunderstanding and
therefore could be read as a form of disabling humour. This reading however would overlook
the fun of the story in which Guy is very much a part of the joking as shown in his joining in
with the laughter. The final comment from Martha points to the fun of the act of laughter,
which can be distinguished from understanding or context. Whilst Martha is noting how her
brother laughs even if he does not ‘get’ the joke, laughing is something in itself that brings
closeness and joy (Scott et al, 2014), often referred to as ‘contagious’. This allows
recognition of the benefits of family humour, without the necessity of the joke being
something everyone understands. Instead the laughter itself is enjoyed by Guy and he is
very much a part of the act of group laughing. Once again we see the ‘affection’ and ‘sense
of connectedness’ (Smart, 2007: 94) that family humour can bring. Further the whole story
can be read as the family adapting to Guy’s approach and ensuring that he is included in the
game, even if he plays it in a different way, showing an understanding that works to create an
inclusive space for the whole family. Where Martha and Alex commented on whether their
siblings understood certain jokes, Oscar’s narrative portrait offers an alternative reading of

his brother’s humour that presents it as subversive and deliberate. Oscar grew up in the
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South of England and is the oldest of four, his brother Owen passed away when Oscar was
21. His portrait makes clear his brother’s sense of humour and how Oscar reflected on this

throughout his narrative:

Oscar’s narrative portrait: ‘A lot of these kids don't quite get the credit they deserve in

terms of they know what they're doing, they know they're taking the piss’.

He really was just amazing, he was so funny and he was really really cute and yeah like he loved
people, he loved doing things his own way and yeah, he really cared about people a lot right. He loved
doing stuff with my dad like mowing the lawn, he loved doing those kind of like household chores. |
mean my dad, you know those big hedge trimmers and stuff, my dad was trimming the hedges and
then you’d come out and go and see what's going on, Owen's there with a massive ‘vrrrrr’ like ‘oh my
gosh fucking hell’, stuff like that. He was just so funny, like in Blockbusters, and he was such a
romantic really, him serenading the girls that worked in blockbusters and stuff is a particular highlight
and it's just funny and all this stuff comes back in like kind of vague fragments but you know just kind
of like in-jokes and stuff you know we love taking the piss out my mum for being a lazy driver he would
always say because she only had two pedals in her car because she drove an automatic and things
like that or you know when one time when we were on holiday by the coast in a hotel there's a kind of
old grandma who's a bit kind of posh and uppity and stuff and Owen's climbing on the seats and stuff
and she's saying ‘don't do that what are you doing’ and all of that and | don't know whether he told her
to shut up or something and she says ‘I'm watching you’ and she was so unexpectant for him to just

turn around and your just there like ‘yeah, you tell her son’.

There was this one time at school they'd kind of restrained him on a sofa and there was like two or
three staff that had been there and they're kind of like holding him for a while and stuff and | think
things were kind of settling down and some other staff member came up and said to the staff
members who had been kind of like dealing with Owen like ‘oh do you want a cup of tea’ or something

and him having been having a meltdown then you know he looked up from the sofa and said ‘yes’, you
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know ‘milk two sugars please’. All that stuff | just find really funny. But yeah, | mean the kind of hard
and sad thing is so much of this stuff is just kind of so mundane and day-to-day but the day-to-day
existence was kind of just so funny and unique. It's just that somewhat lack of filter but it was enough
filter and perception to, I think a lot of these kids don't quite get the credit they deserve in terms of they
know what they're doing, they know they're taking the piss and yeah, it's just so funny yeah, | mean, |
really just think just in general it's just such a beautiful way to see the world and such a beautiful

different way to see the world that is so refreshing from you know everyone else sometimes.

The narrative portrait captures the love Oscar feels for his brother and also touches on a
number of different elements of their family humour. One central aspect to the portrait is the
recurring everyday-ness of the humour with Oscar noting the mundane day-to-day being
particularly funny. This is seen in the examples of the back garden and the car as being
places for family in-jokes and general funny events. This is a similar setting to the stories
explored in this chapter so far, with there being a sense amongst participants of the humour
of their everyday lives. There is a clear counter-narrative element in the everyday nature of
this joy, with stories being rooted in wider narratives that were instilled with a sense of love
for their siblings. Alongside the more everyday humour is the story of his brother being
restrained at school, whilst the subject matter here is difficult, Oscar takes pride in his
brother’s comedic response. There is something crip about this story with his brother using
the joke almost as an act of resistance. Further, this can also be understood as an example
of humour being used for relief in more difficult times (Carter and Davis, 2024), with both
Owen'’s joke and Oscar’s appreciation finding joy in a distressing situation. These two

readings will be returned to in the latter parts of the chapter.

The final reflection in the portrait shows Oscar arguing that people with learning disabilities

can be overlooked when being funny, with their being an assumption it is not deliberate. This

is a theme that comes through in literature, with discussions of learning disability and humour
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often being raised alongside questions of comprehension (See Chadwick and Platt, 2018 for
an overview of this). In their research around narratives of ‘lack of humour’ and autism,
Bertilsdotter Rosqvist (2012) questions understandings of humour as a ‘universal human
ability’ (Lyons and Fitzgerld, 2004). Challenging both the narrative of being ‘humourless’ and
the notion of ‘universal human ability’ they highlight the implications of being viewed as
‘lacking humour’. The idea that ‘they know they’re taking the piss’ is Oscar choosing to make
sure his brother is recognised for his humour and make clear it is not perceived as
accidental. When read with Alex’s concerns around being seen to laugh at disability, Oscar’s
reading offers an understanding that is rooted in subversive humour. This argument is then
drawn out into a wider point that centres the humanity of his brother as well as people with
learning disabilities more widely with Oscar placing this approach to life as ‘beautiful’ and
‘refreshing’. This addition brings the narrative into a crip space, echoing Goodey’s (2016)
understanding of difference as something to be celebrated as opposed to viewed as a
problem. Returning to the everyday-ness of family humour, Emily jokingly reflected on her

sister’s facetime habits:

Claire got a phone, she got a hand-me-down phone so that we could FaceTime, so |

think that was quite a nice thing actually in a lot of ways that FaceTime had become a
thing by the time I'd moved out and stuff so we could always stay in contact and to be
honest that's why at the very beginning | said | was put in my phone on do not disturb
because she's got absolutely zero boundaries and she rings me about 10 times a day

until I answer. (Emily)

This story is rooted in the everyday and taps into that mundanity that Oscar touched on in his

narrative portrait. Whilst this was a discussion on how they stayed in touch after Emily

moved out, it developed into a humorous reflection about her sister ringing all the time. The
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final sentence of the extract is particularly interesting, with Emily referring to Claire having
‘zero boundaries’. Where Emily could have strayed towards disabling language she instead
draws on more commonplace discourses of ‘zero boundaries’. Goodley (2001) argues
people with learning disabilities often have actions ascribed to impairment, even when this is
not the case. Here, Emily actively refuses to move into a discussion of impairment effects
and instead her reflection is rooted in everyday discourses. Further, in a later paper Goodley
and Runswick-Cole (2012) outline their concern ‘that the quirky quality, creativity and
personhoods of disabled children are merely understood as signs, symptoms and signifiers
of pathology’ (ibid: 64). More widely in her narrative, Emily draws on humour in discussing
various topics. She placed this as a wider family thing, noting how they are all quite funny.
This shared family humour style (Everts, 2003) will be revisited later on in the chapter as it
was something that the family drew upon in more difficult times. Zack similarly had a
humorous approach to how he told stories, this was seen in his discussions of playing Wii

bowling with his sister:

The best one-on- one time that | have with Beth is playing Wii sports together and like
that’s like our thing that we can do you know and like we have a bit of fun, it feels nice
because we are in a separate room from mum and dad you know, it feels kind of
normal like hanging out kind of thing and she’s, oh man she’s amazing at it as well’ ...
‘she has this technique with the controller right where she, she has such grace she
kind of gets her hand down and flicks it up to the side, the same hand motion and
she’ll be like stern her face will have no expression and she’ll flick it up to the side
and the ball does the most, the maddest like swerve so she can set up her shot
beforehand she goes right to the edge of the lane as far as you can go and she does

this swerve and honestly 9 times out of 10 it’s a strike, like every time. (Zack)
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The reflections on Beth’s skill at Wii bowling is comedic in its delivery, with Zack taking his
time to explain in depth how good his sister is at the game. This humour is also tied up with a
sense of admiration for his sister, with Zack clearly impressed by how effective the technique
is. Alongside these more comedic aspects, the extract makes clear how important this
one-on-one time is with his sister, with Wii bowling being something they still return to now
years later. This adds to the joy in the story, with the act of playing the game together being
something that is fun for both of them. Zack really valued their time away from parents,
noting how it felt like ‘normal’ hanging out. Whilst this touches on the debates of the previous
chapter, in this instance Zack went on to explain how he can find chatting to his sister trickier

when his parents are in the room:

Beth will happily stay quiet if she doesn’t have to speak and we are always wanting
her to speak and if |, if I like facetime them now and something like that and | start
talking to Beth, | try to ask her a question and she’ll be really quiet and my mum and
dad will fill in for her and they’ll speak over her and that bugs me a bit because | feel
like it’s not helping her with her speech but it’s also not helping mine and her
connection which is maybe why | talk about the Nintendo Wii so much because that’s
me and her in a different room, the door is closed, it’s just me and, it's an opportunity
for me and her to actually spend time together where there’s not really that many

other opportunities to do that. (Zack)

For context Zack now lives abroad meaning that video call has become his main method of
communication with his family. This adds depth to his story of Wii bowling, alongside being
fun and humorous it is also part of how he keeps his connection with his sister and has been
since they were kids. Humour and fun being central to closeness was also evoked by

participants who noted how making their sibling laugh was something they enjoyed. This was
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seen in Zara’s reflections on spending time with her sister in their bedroom after she had

been put to bed:

Bless her Jenny’s all cuddled up and | start like chatting away and playing so it was
really fun to have someone there. Also someone who would like listen to my stories
I'm making up and my whole like ambition was to make Jenny laugh. | thought | was
like a comedian or something | don’t know what came over me but like it was a really

amazing experience. (Zara)

For Zara, trying to make her sister laugh and just generally playing together in their room is a
memory that is very important to her. This was something that came up multiple times in her
narrative, as seen in the discussion in chapter 4. Scott et al (2014) argue there is a sense of
joy attached to the act of making someone else laugh and this is very apparent in how Zara
reflects on this. This interaction is one that further reiterates the idea of everyday humour
that has been apparent throughout this section. Sharing a room created a space in which
Zara could try to make her sister laugh, with this being rooted firmly in the mundane
everyday humour of ‘living alongside’ one another (Davies, 2023). Kerry offered a similar

reflection:

| feel very special about it, but | think If you're right in front of his face, he's a big,
intensive interaction | don't remember when we were really young but | think | would
just, if you pull faces at him and all of that and so it was more in that than being able
to do role play or kind of verbal communication, it was kind of pulling faces and doing

silly things and he’ll kind of laugh at you. (Kerry)
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Smart’s (2007) reflection that humorous family stories are often ‘imbued with affection and a
sense of connectedness' (ibid: 94) is evoked here by Kerry. The comment that this was ‘very
special’ can be seen to reiterate how this humorous interaction was central to their feeling of
closeness in how it enabled them to interact and engage in a way she now really
appreciates. This closeness that arose in participant examples of family humour can be seen
to have led to some potentially more conflictual situations in which siblings gave examples of

jokes that could be seen as teasing or ‘banter’.

iblin in

Teasing is often presented as a central part of sibling relationships (Edwards et al, 2006).
Lampert and Ervin-Tripp (2006) argue ‘teasing is only possible in a group whose members
know each other well enough otherwise it could be perceived as an insult’ (ibid: 55). This is
something that has been contested, with some arguing sibling teasing can be more sinister
than presented (Harwood, 2010). Whilst acknowledging this, Lampert and Ervin-Tripp’s
(2006) understanding places closeness as a core component of ‘teasing’ something which
was echoed by participants in their reflections. This took a number of forms, for example

Martha’s discussion of phone calls with her brother:

When he rings me now it's like | answer the phone I'm like, ‘hi Guy’. He's like ‘quess
what I did today’, so now I've started going ‘hi Martha, how are you?’ and then he's
like ‘hi Martha, guess what | did” and I'm like ‘no, how are you Guy?’ and he’s like ‘hi
Martha, how are you?’ And then he'd be like ‘guess what | did” and then | already

know and | tell him and I'm like ‘ha’
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Researcher: How long are the phone calls?

Martha: like two minutes Yeah

Researcher: Does he hang up or do you?

Martha: He hangs up, he gets bored. Yeah, he said his bit he’s like ‘see ya | got to go

now’. It’s like you rang me but whatever.

Martha’s approach to phone calls with her brother reinforces understandings of teasing as
requiring closeness (Lampert and Ervin-Tripp, 2006). Her response draws on knowledge of
her brother, with there being a sense of ‘getting one over’ on him by spoiling his chance to
tell her what he did that day. This teasing also touches on Guy not sticking to normative
conversation orders with Martha doing this partly because she feels not asking her how she
is at the start of the conversation is slightly rude. Whilst Martha felt justified in her teasing,

Hannah described teasing her sister without a direct reason:

I would definitely wind her up. Yeah. yeah, when | was feeling like | say spiky you
know when you're just feeling annoyed and yeah, yeah, I'd definitely wind her up. I'm
trying to think, would she ever do it? No, she'd not, not deliberately. Which is almost
more annoying in a way because it's like you don't even know you're doing it but she
would never do anything like nasty whereas, | think as a child, | definitely did things

that were not nice in the same way that other siblings do and stuff. (Hannah)
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The idea of feeling ‘spiky’ and therefore choosing to tease your siblings can be seen as an
example of the 'ambiguous emotional practices' (Gullgv et al, 2015: 511) that can be
commonplace in sibling interactions. Hannah’s comments point to her feeling ‘spiky’ and
‘annoyed’ and choosing to make fun of her sister as a result of that. She juxtaposes this with
her sister who she does not believe would do things to annoy her deliberately. Whilst Hannah
was aware that she was teasing for no reason in particular, she did note that this was the
same as other siblings do. As was unpacked in the previous chapter, we see the role of
expectations of siblinghood here, with Hannah drawing on wider narratives of what being a
sibling is like to justify the teasing. Where Hannah felt her sister did not deliberately do
annoying things, Ellie noted how she and her brothers would all enjoy teasing each other

even if she did feel she was targeted most:

I remember just having such a chip on my shoulder like everyone is ganging up on
me and we were outside on the patio area so | know exactly where. Erik, so James
had obviously teased Erik and then he teased me and it really got to me’ ... ‘There's
those really weird quite wordy [jokes], they trip you up like no | can’t believe | fell for it
again so | then I could do that to Harry but he, | remember him teasing me with the
you can't eat Yorkies because it's not for girls and that literally was the most, I've
never been so upset in my life. | couldn't believe it and then for me and Harry we
weren't allowed to do the ‘that's naughty’ [gestures sign]. | mean that’s bad [gestures
thumbs down], you could say that you're bad but naughty is like almost swearing at
each other. We took that, or me, maybe it was just me, | took that, | was offended so
much about being signed that you're naughty. | was like | can't believe you would say
that about me over the dining room table and mum was like that’s enough this is

getting too far. (Ellie)
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This example reflects Keltner et al’s (1998) placement of teasing on ‘a perilous boundary
between aggression and play [that] can increase intimacy and integrate members into
groups or through subtle changes of form become a vehicle of victimisation and ostracism’
(ibid:1244). The initial story touches on sibling birth orders, and Ellie’s attempt to disrupt this.
Further there is a gendered element to this story, with Harry using a joke about Yorkie
chocolate bars to make fun of the only sister in the group. In this instance the teasing is
simultaneously uniting the brothers whilst singling Ellie out. Ellie then goes on to focus on
how she and Harry specifically would tease each other using sign language. This story is an
interesting example of inclusion in the home that can be read as crip through how it disrupts
expectations around more normative sibling teasing. The story of the ‘that’s naughty’ sign
having to be banned due to the teasing being too much is humorous whilst also showing the
home as a potential site of inclusion (Rapp and Ginsburg, 2011). Ellie and her brother use
sign language to ensure they both understand what is being said, even if the intended
outcome is to make fun of each other. Zara expressed a similar sentiment regarding shouting

matches with her sister:

‘I shared a room with her [Jenny] up until about 15 years old and it was a nightmare
like we would argue so much but upon reflection, how awful Jenny can't really argue
back with me, she was just like shouting at me and I’'m shouting back, it was so

funny’ (Zara, 24)

This reflection sat within wider discussions of sharing a room, in which Zara outlined both
more positive and more challenging elements of this experience. In this instance we see that
the frustrations would sometimes manifest in arguments that consisted solely of shouting,
something Zara finds funny on account of the ridiculousness of it. Punch (2008) argues that

the ‘backstage’ setting of sibling relationships can lead to frustrations and outbursts,
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something we see in the extract. Zara’s comment that her ‘sister can’t really argue back’ is
interesting as she then goes on to discuss how they would still have a shouting match. This
comes from an intimate understanding between the siblings of how to get their point across
with, once again, the example cripping sibling conflict. Whilst Jenny may not have been
verbalising her frustrations, the siblings were still able to engage in arguments and express
themselves in a way they both understood, with Zara jokingly referring to the situation as a
‘nightmare’. For Eva, there was a sense of teasing being a part of what makes her family

‘funny’:

I'd say we're all quite funny, we have quite funny, like we have quite joke-y
conversations and are always kind of taking the piss out of each other, it's hard to say
something at a mealtime without someone making fun of you basically, so there is
quite a lot of that going on and, yeah, I'd say we are quite a funny family but then
yeah, so Tim's kind of part of that too and he just comes up with just absolutely
hilarious sentences in sign language and stuff and | don't know how to describe it
really but | think everyone finds him funny as well especially family friends who we

know quite well and things like, they’ll always be laughing and joking as well. (Eva)

The extract aligns with the distinction between teasing and insult outlined by Lampert and
Ervin-Tripp (2006), with Eva seeing their joking as a sign of how close they are as a family.
Similarly to Ellie and Zara, we see a cripping of sibling humour through the use of sign
language from Tim. When asked to elaborate on this Eva added that he would use facial
expressions alongside the signing to add to the humour. The story ends with a note on how
everyone finds Tim funny and how family friends join in with the joking. This reflection,
alongside Eva’s wider narrative, reinforces understanding of home as a potential site of

inclusion (Rapp and Ginsburg, 2011), with teasing a central aspect to this. As discussed in
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chapter 4, Eva’s family had ‘sign only mealtimes’ and had to sign to get down from the dinner
table. These family practices play a central role in facilitating this ‘shared family humour style’
(Everts, 2003), with all members of the family joining in with the joking around. Zack similarly

reflected on his families shared humour style, placing Beth as the funniest:

I think everybody is a bit funny. But Beth is just hilarious’ ... ‘the most genius thing
she did like as a kid | had this weird habit right where | kept fidgeting with my hands
and what it would be was like if I'm thinking about something cool or exciting | get into
my own world and | start doing like this with my hands, | start kind of shaking them
about and stuff and so I, mum always used to tell me off big time whenever | was
doing [it]” ... ‘Il was always really paranoid then about doing it but | just couldn't stop
doing it and then just completely unprovoked one day | remember Beth is going like
‘hey Zack 0o0000’, and she starts doing it like right up into my face and everybody
else is there, everybody just bursts out laughing like where has she got that thought

of taking the mick out of me for doing that and she'll have been young then. (Zack)

This story captures Zack’s family humour style with their being a sense, similarly to Eva, that
teasing is part of how they like to engage with each other and that it brings closeness and
joy. Beth is drawing on an intimate understanding of her brother to make fun of him. This
reflects Paine et al’'s (2019) argument that ‘siblings’ shared experiences and knowledge of
family life appeared to form a basis for co-constructed, reciprocal humorous exchanges’
(ibid: 347). Returning to the discussion around deliberate humour, both Eva and Zack make
clear that their siblings are deliberate in their teasing, echoing Oscar’s feelings about giving
credit to people with learning disabilities for their humour. Alongside the comedy of Zack’s

reflection is also a sense of admiration for Beth and how funny she is, with the joke being
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described as ‘genius’. Zack went on to give an example of how he and his brother would also

make fun of Beth for her reactions to being asked to do things:

... like it's time to get a shower, ‘urghhhhhh’, so these reactions big reactions to
things and we all find really funny and stuff like that so yeah, | don't know it's hard to
put, there was one where she got into this habit of saying this phrase, she kept
saying ‘nah that’s rubbish, put it in the bin’ so kept saying that it’s like ‘do you want to
go for a walk Beth?’, ‘nah it’s rubbish put it in the bin’ and things like that, she kept
saying it all the time for everything and then Josh said to her at one point he was like
‘Beth should I put you in the bin?’ and she went ‘nah it’s rubbish put in the bin, no, no,
no’ but yeah, things like that, it feels like no matter what she comes out with or
anything like that we find it funny and then she finds it funny and then we're all just

laughing about everything. (Zack)

Zack’s account of him and his brother teasing Beth for her ‘big reactions’ is rooted in the
everyday, with this an outcome of ‘living alongside’ (Davies, 2023) creating a knowledge of
one another that the brothers can draw on to tease their sister. When read together these
two examples from Zack’s narrative highlight the role of humour in their closeness as a
family, with their being a sense of joy attached to the teasing. In both instances Zack refers
to everyone laughing, even those on the receiving end of the jokes. Brooks et al (1999) refer
to humour as a central part of maintaining ‘family social health’ and this comes through in
Zack’s narrative where this teasing is clearly something that everyone in the family enjoys.

Kerry similarly spoke of being teased by her brother:

... he remembered a few months ago that when | was younger | was really scared of

balloons, he seemed to remember that so he chased me around the house with a
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balloon in one hand and screwdriver in the other screaming bang at me yeah, he
likes teasing a lot, you can't tell him if you don't like spiders because he's obsessed
with spiders and he will pick them up and throw them at you if he knows that you're

scared of them. (Kerry).

Once again, this interaction is rooted in intimate understandings of each other, with Kerry’s
brother Jack drawing on knowledge of her to make his teasing more effective. Like Hannah’s
reflection on feeling ‘spiky’ there is a sense in these examples that Jack is taking enjoyment
from the act of making his sister uncomfortable. Further the note that he enjoys teasing once
again highlights Oscar’s point around giving people credit for their jokes, this is very much a
deliberate choice from Jack and gets the outcome he desires. Kerry went on to explain how

she would also tease him:

... he doesn't get away with much with me, he generally, the idea is pushing him
towards independence, he will never be able to live independently, but being able to
put his own shoes on and putting his socks on, getting dressed, getting his own plate
and cutlery out, he doesn't want to do any of that though and my parents will kind of
let him get away with it a little bit more, but he, if | ask him to get a plate out he’ll say
‘I'm not strong enough, I’'m not strong enough’ I'm like what are you talking about, |
just saw you break a light switch with your hand, you're definitely strong enough and
so I'll tease him and say that. Other people from an outsider perspective, me calling
my disabled brother pathetic probably seems a little bit not necessatrily correct, but it's
just, I'll tease him in that way because it's things that | know that he's perfectly
capable of doing and he understands it's a little silly game but I'll tease him on those
things, I'm like do it yourself mate, do it yourself and he'll groan and moan at me but

[it's] funny. (Kerry)
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The teasing is situated in their daily interactions, with Kerry arguing this is partly driven by a
want for him to do more. She goes on to note how this may look from an outside perspective
drawing on taboos around humour and disability. This reflection points to an awareness of
disablism more widely. Similarly to Emily’s statement that she ‘hates the word normal’ from
chapter 5, Kerry is conscious of potentially problematic language and wants to ensure what
she means is not misrepresented. The idea of calling your disabled brother pathetic could be
read as disabling, however in this case Kerry is very clear this is not a question of disability.
Further, we see that her brother is actively encouraging the joking with them both seeing it as
a ‘silly little game’. This links to the question of who can engage in ‘disability humour’ (Reid,
Stoughton and Smith, 2006), with Kerry’s justification making a case for sibling closeness
and understanding creating a space in which disability can be played with for humorous
outcomes. Scott was very upfront on his ability to find things funny that may be problematic

from others:

I think we find it quite funny, you're in some way a privileged position, without being
mean, that like if you’ve got your brother who’s like that you can like laugh about stuff
that you're not able [to] because otherwise it’s quite offensive so yeah some of the

stuff he does is quite funny. (Scott)

This reasoning aligns with the literature around ‘disability by association’ (Burke, 2010,
Scavarda, 2023), with Scott arguing that his relationship to his brother gives him the ability to
find certain things funny without their being a more problematic element to this. Considering
Reid, Stoughton and Smith’s (2006) definition of ‘disability humour’ as that which ‘centres
disability or is offered by disabled persons’ (ibid: 631), Scott’'s understanding is one which

makes a case for this category to be extended to include siblings and other family members.
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This comes from a place of feeling as though he has a certain ‘in’ that allows him to partake
in potentially more taboo humour. Scott’s reflection about his cousins in the previous chapter
shows that he considers this to be a privilege afforded to immediate family only?. Throughout
this section there has been a sense of siblings feeling more comfortable joking about things.
These instances point to an understanding from participants that their relationship with their
sibling, and their own experience ‘living alongside’ someone with learning disabilities, means
they are able to joke around in this way. ‘Disability humour’ is further understood by Reid,
Stoughton and Smith (2006) as providing ‘a bond for members of disability culture’ (ibid:

635). This was captured in Zara’s reflection around teasing amongst her siblings:

We really are protective so like obviously you can have like jokes between and like
make fun of each other, Jenny’s involved in that. Anyone else gets involved, it's like

‘how dare you, like that's awful’. (Zara)

Like Scott, Zara creates a clear distinction between those that can make fun of her sister and
those who cannot. This echoes the definition of teasing presented by Lampert and
Ervin-Tripp (2006) with there being a difference for Zara between teasing and insult that is
rooted in an understanding of each other. This caring element of the humour is furthered
through the notion of all the siblings being protective of each other, with Zara using their
jokes almost as evidence of their closeness and tying it to their protectiveness. When
considered alongside the reflections on staring from chapter 4, we see a sense of unity
between siblings when outside of the home even if they would make fun of each other within
their families. Once again, we see participants placing themselves within ‘disability humour’

(Reid, Stoughton and Smith, 2006), with Zara furthering the understanding of humour as

2 Scott noted that whilst his cousins were ‘like siblings’ he did sometimes find it frustrating when they
found things his brother did funny, especially if he did not.
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‘providing a bond’ (ibid: 635). For Faye, there was an enjoyment in having friends that would

join in on family humour:

I have really light-hearted friends who are just, like just really un-fussed and I think
sometimes you meet people who are like | don't care and maybe will be annoyed at
my brother, but in a very jokey way so another thing he’ll do is obsessively clear
things away, he'll watch you eat anyway but the moment your plate is clean he'll take
it and he'll put it away and some people will kind of be like oh you know ‘nice to have
a helpful man’ or something like that others will be like ‘oh my gosh chill’ and kind of
joke with him where as there are some people who would be like | feel nervous, | feel
like I'm being watched but | think, yeah, in secondary school a lot my friends were just
really ready to laugh’ ... I think you can see that in my mum, it’s kind of like you can
be annoyed at my brother or you can just do something really weird to match his
energy and de-escalate and so one will be like my brother's really ticklish on his belly
and my mum will kind of threaten to go near his belly and he’ll like back off and I think
it just helps to like have people who are like yeah this is weird or these behaviours

are not that nice but oh well. (Faye)

This discussion was in relation to having friends over to the house and Faye’s brother
potentially doing something that people might find unusual. Where Scott and Zara had quite
a clear distinction of who could make fun of their sibling, Faye enjoyed the fact her school
friends would match his energy arguing it was more effective in managing certain moments.
Here the shared family humour style (Everts, 2003) is extended to friends in a manner that is
particularly affirmative. Speaking on family practices and humour, Carter and Davies (2024)
note ‘shared humour relies on shared knowledge, including shared appreciation of what

counts as transgressive or incongruous within group norms’ (ibid: 4). This is seen in Faye’s
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reflection and ties back to the discussion in chapter 4 around the importance of people that
‘get it’ for families of people with learning disabilities. Alongside the benefit Faye feels of her
friends joining in, there is also a sense in the story of inclusion and community with Faye’s
friends showing love and care to her brother, and her, through their joking. Carter and
Davies’ (2024) draw on Kuiper's (2009) understanding of shared humour as having the
potential to strengthen ‘closeness, solidarity and trust’ (ibid: 231). Further, Hedin et al (2012)
speak of humour as promoting inclusivity through creating ‘warmth’ between individuals.
Faye’s story speaks to this affirmative potential, contrasting her school friends with others
who would come to the house and not share this approach or understand the family
practices around humour. Faye’s family were quite happy to joke about disability or around
the subject, with Faye recounting a story of her brother Sami teasing her about her brother

Luke ‘not really’ being non-verbal:

I think there is probably an unspoken and sometimes spoken dynamic of Sami and
Luke being full siblings and I'm not and that can just be and it’s also they're both
boys, they're a similar age but Sami would say things like ‘oh Luke can speak he just

only speaks to me’. (Faye)

This example is interesting as you have two non-disabled siblings joking with each other
about their sibling with learning disabilities. This can be read problematically especially when
considering the role of humour in constructing ‘out groups’ (Carter, 2019), and this is
something that should be considered. Understanding that, there is a narrative context to this
joke, in which Faye’s family closeness, love and support was clear. Also this was a joke that
Sami told Faye when he was around 10 and she was around 8. Throughout this chapter, and
the thesis, we have seen examples of the everyday-ness of learning disability, understood

through mundane family practices (Morgan, 2011), and the potential this has for humour.
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Through this reading you can make a case for Sami drawing on an aspect of their everyday
to tease his sister, something that when their age is taken into consideration is hard to frame
as overtly disablist. Further, to Faye there was a sense that this joke was rooted in Sami and
Luke being ‘full siblings’ as well as brothers. This brings with it a number of aspects of how
this joke was received that touch on gender, sibling birth order hierarchies and kinship
understandings with Sami drawing on all of these to imply that he is closer to Luke than Faye
and tease her for it. There was a sense in Faye’s narrative that this was something she finds

funny even calling back to it later on when discussing her brother’s carers:

He basically went missing for a few hours and it was just because the woman was
like, ‘I couldn't stop him. | can't stop him from walking off’. Wow, that's terrible so we
found Luke and he was in McDonald's with his normal order, which | think supports

the theory that he does speak. (Faye)

Whilst the situation was serious and difficult for Faye and her family, the callback joke around
her brother’s McDonald’s order plays a narrative role of both keeping the discussion ‘light’
and also reinforcing Faye’s understanding of Sami’s joke as funny. At a different point in her

narrative, Faye referred to a family joke about an experience at the local lido:

We went to the local Lido and my mum really does milk it so there was a huge queue
and she was like ‘we've got a disabled person in our party can we get through blah
blah blah’ and they're like ‘okay come on come to the front’ so we walked past this
really long line and there were a few grunts and mum was like ‘but we've got a
disabled person’ and this mum was like ‘what disabled’ and it's still like running [joke]
in my family like ‘what disabled’ because it was like all of you can walk and you're

walking past us why. (Faye)
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This story supports Evert’s (2003) argument that the funny stories are often the ones that
remain and become family stories. The humour here stems mainly from the reaction of the
member of the public, with the joke poking fun at their ignorance. Sherry (2004) notes the
crip potential to ‘use humour and parody as political tools’ (769). Faye’s family humour
evokes this, reinforcing their closeness whilst also pushing back against a less
understanding member of the public. Alongside this, Faye stated ‘my mum really does milk it’
in relation to the queue jumping. Due to the more humorous nature of Faye’s discussions
and her comfortable approach to joking about disability | asked whether she would tease her

mum about ‘milking it’:

Probably not. | think she sees it as more like a criticism like I'll be like ‘oh we really
don't need to’ and | don’t think she can take that, | think she will just see it as an

attack in the way other people would. (Faye)

This understanding tells us that Faye’s humour is rooted in an understanding of what she
feels she can or should joke about. Where she and her brother Sam are quite open in their
comedy, Faye recognises that certain joking would be upsetting for her mum. This has been
a common theme in a lot of the examples, where participants rarely made reference to
deliberately upsetting their siblings or family more widely. In most cases joking and humour
were used in a way that reflected Lampert and Ervin-Tripp’s (2006) understanding of teasing
as distinct from insult. These examples point to an everyday-ness of family humour with
participants and their siblings partaking in fun and deliberate humour that brought joy to them
growing up. Participants engaged with disability in ways that were radical and actively saw
their relationships and closeness as allowing them to make jokes that otherwise might be

slightly problematic. This act can be seen to resist deficit understandings of siblinghood and

234



learning disability through the centring of joy. The next section explores this resistance more

overtly, looking at how participants would use humour to manage more difficult situations.

Humour in challenging situations

Alongside their reflections on humour as a source of joy and teasing, participants placed
humour as something that was useful in more challenging situations. Discussing her brother

occasionally coming to her school and other students asking questions, Ellie reflected:

I saw him so | waved and then my classmates were like ‘why are you waving at that
boy’ I was like ‘oh that’s my brother’ and then there was a few questions, which is fair
enough, sort of saying ‘what's wrong with them?’ or ‘why is he like that?’ and | already
had my answer so | must have had conversations with mum, | had my answer like ‘oh
he's got this disability and it means that even though he's fourteen he acts like six’ or
something like that ‘his reading and writing [is] as if six’ and for example, ‘he still
watches CBeebies’ and then I'd joke ‘so do I’ and people would be like yeah there’s

some good stuff. (Ellie)

Ellie’'s answer draws on the discussion in chapter 5 around mental age, evoking Kittay’s
(2001) reflections on describing her daughter to people who do not know her. We also see
again the mundanity of being asked about impairment (Mallett and Runswick-Cole, 2014).
Where the first part of the response attempts to answer the questions from other students,
the second part sees Ellie almost simultaneously resist normative understandings of what
age you should be watching CBeebies. The joke serves two purposes in this respect, firstly it
lightens the mood when discussing a topic that, particularly for kids, could feel quite

weighted. It also, and for this section more relevantly, is a way for Ellie to stand with her
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brother in a setting in which not ‘fitting in’ can have big consequences. This choice is then
supported by her peers joining in and agreeing that CBeebies is still good to watch even at
an older age. This echoes Liddiard’s (2018) discussion of humour in their work on disability
and intimate relationships. They note how humour can be a tool used to navigate more
‘awkward’ interactions. Whilst Liddiard is not speaking to family relationships, we see here an
example of this in how Ellie draws on humour in a potentially difficult moment. Zara
discussed how her family used humour when visiting places that were not wheelchair

accessible:

We went to a national trust property and there was stairs everywhere and we were
making light of it but like we're just taking photos of Jenny at the top of stairs
everywhere and | will send them to you afterwards cause they are quite funny
because she's just laughing, she can't get anywhere like she’s just stuck in like
different places, like it's so hard to navigate and | think perhaps that was like, it was
funny as like siblings at the time but like, it was you have to laugh like otherwise you’d

just be annoyed. (Zara)

This story highlights Zara’s family’s frustration, whilst also seeing comedy used in a resistive
way. Alongside this there is a sense of her family coming together through humour during a
more challenging time. Roaldsen et al (2015) notes how this can be used as a way to
address more difficult situations, with Zara’s family choosing to lean into humour as opposed
to the other option of ‘being annoyed'. In their research around disability activism in Samoa,
Anesi (2018) notes the potential of comedy in disability activism as a means of disrupting
‘systems of normalcy’. Considering this, these photos can be understood as funny acts of
resistance that make clear the inaccessibility of the national trust property. There is a

situation in which this extract could potentially be read more negatively around siblings
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laughing at their sister. It should be noted that the wider narrative context, alongside the
explicit reference to Jenny finding it funny, points towards this being a story of all the siblings
laughing together. The final comments around laughing as opposed to being annoyed was

something arose in a few participant narratives at different points, for example:

Yeah, it is kind of like if you don't laugh you cry. (Martha)

| feel like if you don't laugh you’ll cry won't you. (Alex)

Within these reflections was often a sense of ‘shared family humour style’ (Everts, 2003),
with humour being a choice from families and something that brought them together in
difficult times. This can be read in some ways as a form of ‘coping’, a theme that arises in
literature around challenging times (Wanzer et al, 2005) and specifically regarding disability
and family (Rieger and McGrail, 2013). However the coping narrative can be seen to
overlook the more everyday nature of some of these occurrences. A second reading could
be one of navigating challenges, with the families choosing humour as the means to do this
but not distracting from it (Carroll, 2016). This was seen in Emily’s discussion of her sister’s
time in intensive care after being born, with Emily recounting a family story of a comment she

made about her sister not coming home:

My dad told me about it years later that they decorated the bedroom for her and we
were stood in the bedroom and | was like, ‘what was the point in having a baby if you
can't even bring her home?’ and my dad laughed about it because he was like we
were going through this really awful thing, but actually having a five-year-old who

could cut through everything was quite funny. (Emily)

237



Even if Emily’s comment was not meant to be comedic at the time, her dad’s reaction and
the further retelling of this as a family story reflects the potential for humour to ‘cut through’
more difficult times and provide some relief (Roaldsen et al, 2015). Emily went on to reflect

on this, touching on the importance of joy even in difficult times:

I think there's always been those kind of light-hearted moments within our family and

no matter what happens we've always been able to find a joke in it. (Emily)

Emily’s feelings about her family's ability to find a joke in difficult situations highlights the
importance of nuance in how we understand how families navigate challenges. Carter and
Davies (2024) point to humour as part of family practices, particularly in how families choose
to engage with more difficult topics. Emily’s stories point to this, with the whole family being a
part of the process of ‘finding a joke’ in these events. Within this reflection is a sense of
refusal to let a situation be read in a purely negative light. Susan reflected in her narrative on
her brother being in different residential care settings throughout her childhood. In their
research about this topic, Jacobs and MacMahon (2016) note how the siblings they
interviewed expressed concern for maintaining their relationship with their sibling. This was
something that was clearly very difficult for Susan’s family, however like Emily there was still
a lot of humour in these stories with her brother's personality coming through very clearly.

This was seen in Susan’s reflection about her brother being ‘cheeky’:

We always go for birthdays that's one thing that's important and one way he's funny

with that is we'll get him to sing Happy Birthday and he'll always say the name wrong
like he'll say another name and we'll laugh and that will go on for a while until he says
the right name which sometimes he just doesn't do, he finds it funny like he sees that

as that's something he shouldn't do so does it.
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Researcher: Does he like making people laugh?

Susan: | think so yeah, he's cheeky that's a word for him.

The quote captures the humour her brother likes to use, noting how he enjoys making people
laugh. Returning to the earlier discussions, we see here examples of the deliberate humour
that Oscar was referring to. Furthermore Susan’s description of her brother as cheeky is both
slightly teasing and also gives a sense of closeness. Later in the interview Susan reflected

on a funny family story of her sister and partner visiting her brother:

They went to visit him, they drove a couple hours to see him and he was lying in bed
and they bought him food and he grabbed the packet of crisps, he didn't say hi,
grabbed the packet of crisps, grabbed the drink, turned back in bed and said ‘bye-bye
now’ and they had to leave like they drove all that way just to give him that drink but
they laugh about it and they don't think it was a waste, they enjoyed it you know.

(Susan)

This story reinforces the closeness Susan and her sister feel with their understanding for
their brother coming through. Whilst the wider context was difficult, and Susan’s sister and
partner did not have the visit they hoped, the family still finds humour in the story. The
potential of this story to reflect her brother’s isolation in a residential care setting should not
be overlooked (Cumella and Lyons, 2018). Recognising this, it is important to note that
Susan told the story as an example of the ‘cheeky’ side of her brother which comes through
even in this difficult situation. Susan’s stories point to the necessity of counter-narrative for

families navigating challenging experiences, the humour works to highlight her brother’s
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personality and allows his character to come through. This ensures that the family's
experiences are not viewed solely through a deficit lens, instead offering a nuanced
understanding of the everyday mundane realities of difficult family situations. Where the
participants in this section have chosen humour as a means to navigate challenging
moments, with most reflections pointing to joy and closeness as a result of this, Hannah felt
conflicted on her family's use of humour in more difficult times. This was something she
unpacked in an extensive section of her narrative, which is offered here in full to ensure the

nuance of her reflections are clear:

| feel like that is the only way sometimes to, you can't take stuff too seriously and |
think it was definitely as a family a big coping mechanism for all of us. Yeah. | think
being able to make light of difficult situations, even for my sister being able to be like
‘this is fine whatever it was, this is fine’ and just laugh. Yeah, which | think can have a
negative side to it as well, but | don't know how people who don’t laugh at hard
situations that they find themselves [having to] cope with because | just think you

can't be serious like you just can't be serious because yeah. (Hannah)

When asked to discuss this further Hannah added:

| guess not always having your feelings about a situation validated because it's like
laughter and the acknowledgment | think my parents are a lot better at this now but
when we were younger, | think because everything was so stressful, lots of health
stuff with my sister and things, | think that keeping going and you kind of have to
sometimes, not give airtime to more difficult situations, but | think that definitely meant
as a child sometimes | didn'’t feel like, obviously | did not consciously think this as a

child but as an adult looking back like it might have been helpful sometimes for
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someone to be like this is a really difficult situation and | think that happened probably
more as | got older anyway, into later teen years and stuff but yeah, | think that
almost if your... especially as a child if something feels scary or stressful or
something and then it's being brushed off then you kind of don't know where you
stand in terms of ‘am | meant to find this stressful, am | being, am | just being, am |
being silly if I'm finding this particularly stressful?’. So yeah, | think that is the negative
side of it, but | guess | would 100% prefer humour to be the kind of mechanism rather

than just taking everything really seriously all the time. (Hannah)

Hannah makes clear the importance of not overlooking difficult situations or choosing
humour without acknowledgement of challenges. Unlike Emily and Susan, Hannah views the
humour explicitly as a coping mechanism and raises concerns around how this meant her
feelings were understood and received at times in her childhood. This presents a potential
shortcoming of her family's humour practices, with Hannah feeling frustrated that humour
was always their go to in difficult situations. Where narratives of coping can present this
response in a binary light, Carter and Davies (2024) offer a nuanced approach noting how
the habits of family humour practices can be hard to shake, even if it is not a humour that
works for everyone. Here we also see how family humour is not immune from wider
considerations of power in its construction. Whilst Hannah is understanding of why her
parents often went for humour, her feelings of frustration highlight how this ‘family practice’ is

not necessarily one that everyone was unified on (Morgan, 2011).

Interestingly, Hannah notes at the end of she would still prefer humour to seriousness if there
was only one option. This outlook is nuanced and reflects mixed feelings about how her
family dealt with challenging times. It is important to reflect on this as it raises concern

around acknowledging more difficult situations in participant narratives and ensuring that
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whilst there can be humour and joy in these moments, there is also going to be more
challenging emotions that are still as valid. This does not mean that Hannah's reflection is
reinforcing deficit understandings of disability and siblinghood, instead the nuance and
complexity Davies (2023) places as central to sibling relationships comes through. The
humour gives insight into the closeness that was shown in other aspects of participant
narratives. For example, participants reflected on how growing up with a sibling with learning
disabilities has impacted them in a number of important ways as will be explored in the next

section.

Reflections on the self

Participants challenged deficit understandings of siblinghood and learning disability through
their reflections about themselves, and the influence their siblings had on them growing up.
Their stories generated counter-narratives that spoke to their experiences as siblings of
people with learning disabilities, highlighting the generative potential of disability in how we
engage with the world (Kafer, 2013; Goodley, 2023). This was seen in discussions about
personal qualities they viewed as influenced by growing up with their siblings. Further, a
number of participants expressed a strong sense of justice with regards to social causes,
with their allyship and advocacy coming from these childhood experiences. For many
participants there was a sense that their experiences have made them a ‘better’ person, and
this being something that they are proud of. This was seen in Kerry’s reflection on her

patience and sense of perspective:

| think that | haven't really had many crisis situations like external to my family but

yeah | would say so, my patience definitely, it's definitely been kind of noticed at work,

I can stick at doing one thing until it's done and doing like tiny little adjustments and
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things that other people, they have to do 15 minutes and walk away from it and |
could do a full day. I'm more like people have to prise me away from it because I'm
like no | will get there. I'll be very patient in that sense. | don't know necessarily how |
react in different crisis situations, but I think generally yeah, | would probably be fairly
calm. | have more of a scale of what's really bad and what's not, so there's things

where I'm like that's not that bad, there’s far worse things actually, so this is fine.

(Kerry)

For Kerry the more difficult moments growing up have given her perspective on dealing with

different situations in her life. This is an interesting reflection as this perspective, and further

her sense of patience, is something that Kerry was happy she now has even if it is the result

of challenging times. Hannah noted her sense of calmness if plans changed:

I feel like that is one of my greatest strengths now if a plan does not work out, I'm just
like never mind it's fine and | think yeah, that's definitely from my childhood just being,
me being annoyed because we can't do something because she's doing this or
whatever ‘cause that will just cause another element of stress for my parents but |
don’t think | thought about it that consciously | think it was just like innate like ‘that's

not helpful right now’. (Hannah)

We see the sense of pride that Hannah has for her ability to deal with change. Interestingly,

whilst Hannah is noting how her parents may have to spend more time with her sister, a

common theme in sibling disability literature (Hanvey et al, 2022), her appreciation for this

part of herself rejects ideas of this being a problem for her. Where in this instance Hannah

was hyper-aware of not making a situation more difficult for her mum and dad, she does not

lean into a deficit understanding of her experiences, instead choosing to acknowledge how
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this has made her a better person. Alex similarly touched on the idea of parent time,

challenging ideas around sibling frustrations:

I almost at a very young age kind of, maybe that's down to my subconsciously
thought ‘oh well Lola kind of needs to’, she almost gets different treatments to me but
I almost understood it, | think the age of understanding it was quite young for me, |
know some people may have grown up and still maybe have that problem, | don't
know, but me | kind of gauge oh Lola’s going to get a bit of special treatment
obviously I'm not going to get that which | completely understood probably at the age
of maybe eight, maybe nine, so it's quite young and that followed throughout going
into secondary school obviously Lola needs to be looked after, | was never jealous
whatsoever about obviously the attention she got, my mum always ask me that
saying ‘did you not feel like we put a lot of attention on you?’ and | just obviously
yeah, | mean that she was always gonna get a lot more attention to me, but | really
didn't care at all | was doing my own thing and it's never really crossed me and it's
never really, | feel like if | would have been jealous or something | would have shown

signs but literally unfazed, I kind of just did my own thing. (Alex)

Alex actively rejects dominant narratives around parent time and learning disability, noting
how he was ‘literally unfazed’. In wider literature, the argument is often that having a sibling
with learning disabilities leads to situations in which parents have less time for their
non-disabled children (See Ladieri et al, 2000 and Hanvey et al, 2022 for examples). Whilst
Alex does not refute this, he offers a narrative that can be seen to be rooted in the everyday
care discussed in chapter 4. Where his mum was particularly concerned about this,
something that came up multiple times in the interview, Alex’s reflections make clear his

understanding that Lola might get some special treatment and that this did not bother him.
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This echoes Kerry’s sense of perspective and was something that Alex felt he benefited from

when he got to university and had to deal with stressful situations:

I would say a lot more understanding of stuff so you would be a lot more say if
someone's going crazy and they've just had a breakup a lot of people would be like
that doesn't justify you doing that, me I'd be a lot more understanding obviously with a
disabled sister you have to be understanding that's one of the things, you can't get
annoyed at her for stuff that she can't really control. So yeah I'd say it would be
definitely, it helped my understanding skills and empathising with people and yeah, |
think that's probably one of the skills that almost subconsciously has been embedded
in me, which | don't realise until when you actually reflect back on it that that’s

happened. (Alex)

Like Kerry, Alex attributes his sense of perspective to his childhood experiences growing up
with a sibling with learning disabilities. It is essential to note the wider context of austerity and
structural ableism that impacted all the participants in their childhoods, with this likely being a
factor in Alex’s sense of perspective. This is built upon with Alex further adding that he feels
he has a strong sense of understanding of others as well. The examples so far are
counter-narrative in how they offer an alternative reading to potentially difficult parts of
childhood. Where we could see these as stories of parents that did not have time for their
non-disabled children and plans being changed to satisfy the sibling with learning disabilities,
the participants offer a sense of understanding rooted in love for their siblings. The pride in
how they have learnt from these experiences enables an alternative, counter reading.
Throughout his narrative Scott spoke about how his experiences have shaped him, reflecting
on his own self awareness and understanding as is outlined in his portrait. For context, Scott

has one older brother called Dean:
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Scott’s Narrative Portrait: ‘| think I’'m very self-aware in a nice, in a really nice way and

| think empathetic and aware of other people and other people’s situations’.

I think in some instances, in some situations I'm incredibly accommodating and understanding and
probably a lot nicer towards, not that people aren’t nice towards people with learning disabilities, and
sometimes I'm a bit like I've got so little patience here because I've dealt with this for so long you
know what | mean like | slightly can’t be bothered to engage with you like whatever it’s better to just
like not engage because you know you’re gonna get stuck in this really annoying conversation and |
feel like maybe you're more able to take that approach, again kind of the closeness of being able to
laugh at my brother, like maybe you can also afford to be harsher and | would say in a nice way treat
them more like a normal person. It’s like if you have a normal person and you're like | find that person
really boring or I find them annoying you just won’t chat to them you don'’t feel duty bound to do it and
it's almost like not patronising. | think in general I'm very compromising and I’d say one of my favourite
traits about myself is because of growing up with him and growing up in a situation where you have to
be accommodating and compromising and just really chill and not kick off about things and be fine and
you know yeah it’s nice and so I think, | don’t think that's necessarily just my nature | think that’s from

being in that environment.

At the risk of like going on about how great | am, | think the traits of mine that I really like that | can put
down at least in part to that, | think I'm very self-aware in a nice, in a really nice way and | think
empathetic and aware of other people and other people’s situations and lots of people are but | feel
like I am, about that one of the other ones which is maybe slightly odd which I think is really nice is a
bit of like the autistic not being embarrassed, not having the capacity to be in embarrassed about what
people think about you so just not giving a shit about what people think and | think a lot of people
worry way too much about what other people are thinking about them or like worried that everyone’s...
Like no one cares, like on the whole no one does and | think being in a situation where someone has
zero of that worry they literally like they don’t have it, they just don’t, they’re just not embarrassed

about something and maybe part of this is being forced to be in situations and being like it’s fine and |
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think I've got that, quite a lot of that and | think that’s really nice and | think it saves a lot of anxiety and
worry that lot of people have about like constant worry and having to portray an image and that kind of
stuff and being worried about being perceived in a certain way and | don’t think | have a lot of that

which is really nice.

Scott’s portrait touches on a number of interesting reflections about how he views himself
and how this relates to his experiences growing up. Like many of the participants, Scott sees
himself as understanding of other people however he views this slightly differently through
his feelings around how he treats people with learning disabilities. Scott refers back to his
point about being able to laugh at certain things due to his experiences, in this case he feels
more comfortable potentially not engaging with people just because they have learning
disabilities. This is quite an unusual reflection in that it is slightly taboo, however when read
alongside the ideas of ‘disability by association’ (Burke, 2010; Scavarda, 2023) that have
featured throughout this thesis, and particularly in Scott’s narrative, there is sense of this
being for Scott a sign of his comfortableness around disability. This is reinforced in him
arguing that this is an example of treating people equally and further noting how he feels that

to do something different would potentially be patronising.

As the portrait continues Scott discussed other aspects of himself that he feels are
particularly ‘nice’, touching on empathy and ‘not being embarrassed’. The former is
something that arose in other participant narratives, as seen in previous examples. This
echoes wider research which has explored self-perception, showing that siblings of people
with learning disabilities often take pride in aspects of their personalities they attribute to their
childhood experiences (Wolff et al; 2024; Shenoy et al, 2025). The embarrassment point is
interesting as Scott places this as an ‘autistic trait’, drawing on stereotypical understandings
of autism in the process. This framing, and the reference to ‘normal people’ in the portrait, is

potentially problematic, however the discussion in the previous chapter allows for some
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debate around this. The wider point of learning this from his brother and it being something
he really likes about himself is quite radical. As mentioned earlier, discussions of parent time
often point to an understanding of siblinghood and learning disability that is centred around
the parents (Ladieri et al, 2000 and Hanvey et al, 2022). Scott’s reflection, along with most of
the participant narratives in the study, places his relationship with his sibling as something
independent of that with their parents. In doing so, questions of parent time can be seen as
misplaced on account of the participants viewing being a sibling as distinct and joyful in itself.
Scott’s feelings about his lack of embarrassment and further the benefits this has in his life
put forward a narrative of more lateral sibling teaching that allows for both brothers to learn
from each other as distinct from discussions of parent time and sibling outcomes. Martha

similarly reflected on how her sense of understanding came from her experiences growing

up:

It's made me more understanding of other people and what they go through and I'm
quite an open person as well, which | think is quite good like I'd happily just open up
to people which, | actually don't know if that's good. But It's like kids at school, when
you get the ‘weird kids’ other people don't want to be friends with I'd always kind of
relate to them a little bit and | remember when | was a kid, there was this one person
who couldn't tie their shoelaces for a while and | used to just help him because that's
what | used to do with Guy and you got all these other kids walking past and there's

me still trying to learn to tie up shoes, but I'm still trying to help. (Martha)

In the example, Martha attributes her openness and understanding to having grown up with a
brother with learning disabilities. The example of supporting someone to tie their shoes
points to an understanding of inclusion and what that looks like in practice, with Martha

drawing a direct link between this and helping her brother. The way these traits are
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discussed is very everyday and matter of fact, however they come together to create a
picture of inclusion. The importance of fitting in at school has arisen throughout the analysis
sections of this thesis and when read with this in mind, Martha’s actions take on even more

significance. Hannah echoed this sentiment in her reflections:

| feel the positives of having her as my sister are like | just think you have more....
especially when | was at school, | just felt like | have more, | guess, maybe more
mature which maybe isn't a good thing when you're little but | don't know more like
empathy. Like, you know, if there was someone who was maybe a bit weird at school

or something like that. (Hannah)

In both examples the participants refer to having more empathy for people at school who
were ‘weird’. As with Martha, whilst the language choice is potentially problematic, the wider
context highlights Hannah as someone who is aware of the potential implications of not fitting
in at school. For Faye, there was a frustration around people not giving certain students the

‘time of day’ that echoed the feelings of both Martha and Hannah:

...it was interesting because we had maybe two students who had additional needs in
my year, by which | mean very clearly, in a class specifically for it and it was
interesting because at our school prom | took loads of pictures | brought like a proper
camera and | remember uploading them and there was a picture of this girl who was
disabled dancing and having a good time and people love reacted, they really liked it
and | was like it’s so interesting that you're like ‘wow she's having a good time, she
looks great’ and in school you never made fun of her but you didn't necessarily warm

to her or give her the time of day. (Faye)
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Faye’s story points to the more explicit allyship and activism that siblings touched on during
their narratives and their frustrations with people not being inclusive more widely. In their
discussion of siblings of disabled people’s stories of activism, Jones (2019) outlines a
number of examples of small-scale acts of resistance that come from this sort of frustration
at a lack of inclusion. Interestingly, in all three of these examples the participant’s inclusive
choices are rooted in more mundane everyday things like being ‘warm’ or helping someone
to tie their shoes. These acts are directly linked to their childhood experiences and seem to
almost come naturally to the participants, with there being a sense of retrospective
understanding in their narrative as they are looking back at the actions with a more critical
eye. Nishida (2016) draws a link between experiences of ableism and activist practices,
referring to ‘politicisation’. This sense of social justice as driven by lived experience came up
in a number of interviews, for example Oscar reflected on his personal politics as directly

linked to his experiences as a sibling:

I mean my politics and | think this kind of thing I've been saying about a balance of
needs and stuff. The Marx slogan’ ... “from each according to their abilities to each
according to their needs”. | think really kind of encapsulates what | think about stuff
and that's transcended from even the levels of funding like his school or stuff was, it's
a million over or maybe a hundred thousand pounds a year or something huge sums
of money but like that was what was required and then that's translated all the way
down to individual stuff of how long it takes someone to say a sentence like you know

ok yeah you just have to wait and you've got to listen. (Oscar)

Throughout his narrative, Oscar returned to this understanding, as shaped by the Marx®

quote he mentions. This was the crux of his personal politics, with the latter part of the quote

3 The quote “from each according to their abilities to each according to their needs” is from Marx’s
(1933) Critique of the Gotha Programme.
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encapsulating this from the larger, more structural issue of school support to the everyday
choice of allowing more time if someone needs it. He is explicit in how this links to his own
upbringing, making clear that this is a central part of how he understands the world. Once
again, inclusion is key to this with the example being rooted in ensuring that everyone gets to
be heard and is given the time they need to get their point across. Sauer and Lalvani (2017)
argue that family members of disabled people often become activists and advocates through
their experiences, noting a commitment to questioning deficit narratives and ‘the underlying
societal structures that contribute to them’ (ibid: 52). Oscar’s reflections move between the
structural and the individual, making clear how he feels about disability and politics more
widely. Discussing activism in families, Runswick-Cole et al (2022) note disability’s disruptive
nature in generating new understandings and alternative ways to view the world. Oscar’s
politics is influenced by his sibling experience which has given him insight into ways of

thinking about how things should be. This sentiment was echoed in Hannah'’s narrative:

| just think you are aware that people's lives are not straightforward and also people,
people deserve help. Can you tell I'm not a Tory and it has hundred percent has
shaped my politics because you just know that people deserve help from the state
and they deserve, and everyone's lives are of equal value. | think that's one thing like
that just doesn't, | just feel like the current climate it doesn't really seem to be a thing
that people feel that everyone’s lives are of equal value and value isn't like to do with
how productive people are and what they put back into society’ ... ‘People's lives are
just inherently valuable and not because of how hard they can work because some
people like my sister are not going to be able to work really hard and does that mean
her life is not, because she can't ‘give back to society’ in the ways that people, in a

monetary sense. (Hannah)

251



Hannah'’s feelings about her personal politics echo Oscar’s, with their experiences as
siblings clearly impacting them. Once again, we get a sense of lived experience as
‘politicising’ (Nishida, 2016). This extract in particular touches on a number of disability
studies arguments such as challenging the notion of the ‘neo-liberal able-bodied citizen’
(Goodley, 2014) and critiquing finding value in life through a capitalist conceptualisation of
‘productivity’ (Wendell, 1989; Berlant, 2007). Hannah explicitly refers to her sister in how she
challenges these individualising and pathologising ideas, making a case for her personhood
in the process that is distinct from neo-liberal understandings of human value. Rapp and

Ginsburg (2001) reflect on the potential of family experience to politicise arguing:

‘the way that family members articulate changing experiences and awareness of
disability in the domain of kinship not only provides a model for the body politic as a
whole, but also helps to constitute a broader understanding of citizenship in which

disability rights are understood as civil rights’ (ibid: 545)

Hannah'’s call for rethinking how we understand the human echoes this. Further, her
comments challenge deficit understandings of people with learning disabilities through
making a case for human value that is rooted in love and care, a stance that echoes

Goodley’s (2023) argument for centring the human in how we understand learning disability.

Conclusion

This chapter has focused on how participants rejected dominant pathological models of

disability in families. This was done through the centring of joy in many of the narratives,

which brought with it a nuanced understanding of sibling experience that allowed for

counter-narratives to emerge. This chapter used the example of humour as the main focus,
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exploring how humour featured in participant’s stories and worked to centre the humanity of
their siblings. This was addressed in a number of ways, firstly as a source of joy with family
stories often being those that were humorous and retold for this reason. Then, sibling teasing
was explored, with participants highlighting the closeness and love that teasing often
requires. Further, commonplace narratives around ‘lack of humour’ and comprehension were
rejected in favour of examples of deliberate joking and teasing from their siblings. Humour as
resistance was then discussed to finish this section, with stories of participants and their
families using humour to navigate more difficult times. These examples pointed to the
importance of nuanced understandings of sibling experiences and acknowledged the
potential of joy even in challenging times. The stories worked to address what can be seen
as a ‘joy deficit’ in sibling research (Sunderland et al, 2009; Shuster and Westbrook, 2022).
This echoes Thomas’ (2024) argument that ‘parents revolt against dominant conceptions of
parenting a disabled child as a source of despair, fear, and no future’ (ibid: 2). This was seen
from a sibling perspective in my interviews, with participants actively rejecting deficit

understandings of their experiences.

The chapter finished with reflections from participants about their personalities and how they
felt their experiences had shaped them as people. Participants noted traits they felt proud of
that they saw as linked to their experiences, for example their sense of understanding and
patience. Alongside this, they discussed their views of social justice and allyship reflecting on
how their experiences have shaped their politics both at a government and more personal
day-to-day level. These examples push back against ideas of sibling outcomes with stories
centring the positive influences their siblings have had on their lives. The following chapter
outlines the conclusions of the thesis. This is done through revisiting the research questions,

discussing the contributions and outlining the potential limitations of the study.
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Chapter 7: Conclusion

Introduction

This thesis set out to explore the childhood experiences of siblings of people with learning
disabilities. The narratives generated in this work present the everyday of siblinghood and
disability, with participants reinforcing notions of closeness and frustration that are often
expected of having a sibling (Punch, 2008; Davies, 2015a). Throughout their stories
participants refused to simply reproduce deficit understandings of learning disability and
siblinghood, instead providing nuanced accounts of ‘living alongside’ (Davies 2023). These
counter-narratives were at times crip, with siblings offering radical celebratory
understandings of their childhoods. Further, we saw the generative potential of siblinghood in
presenting new understandings of learning disability, with the closeness and proximity of the
relationship seeing participants reflecting on their experiences with humour and care
alongside, in places, frustrations. Throughout all of these moments participants centred the
human in their stories (Goodley, 2023), speaking to the personhood of their siblings and
making clear how important these relationships are for the whole family and in local

communities.

This chapter begins with an overview of the study, focusing on how the research was
conducted. Next, the research questions are addressed, with each corresponding to an
analysis chapter providing a summary of the findings in the process. Here, how the analysis
furthered understandings of learning disability and siblinghood is made clear. Following this,
the contributions are outlined looking at both family sociology and critical disability studies.
Then the recommendations for research and practice are outlined, offering possible
applications for the framework developed in this study. This leads into limitations, with the

potential shortcomings of the project made clear. To finish, the thesis concludes with some
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final reflections which situate the work within the current context of disability politics in the UK

and recognise where the findings can provide some hope moving forwards.

Summary of study

This project drew on concepts from family sociology through a critical disability studies lens
in order to explore learning disability and siblinghood, with the central aim of challenging
commonplace deficit narratives that often arise in research around this topic. The literature
review addressed both of these areas of scholarship, initially separately. Discussions of
critical disability studies and theorising learning disability drew on key theorists in these
areas (for example Garland-Thomson, 2007; Davis, 2008; Goodley, 2014; Goodey, 2016)
and introduced crip theory as a counter-narrative approach to understanding disability
(McRuer, 2006; Lofgren-Martenson, 2013; Kafer, 2021). Family sociology was then
discussed, focusing on family practices and display (Finch, 2007; Morgan, 2011).
Sociological understandings of siblinghood were unpacked, introducing the key theories and
concepts that informed the analysis (for example Punch, 2008; Davies, 2015a; Davies,
2023). The second half of the literature review saw these two areas of scholarship brought
together around four themes with the aim of exploring siblinghood and learning disability in
the everyday. These themes were humour, home, conflict and care, with each being
addressed using literature from family sociology and critical disability studies to begin to
consider how siblinghood and disability is understood in research and how this thesis could

build on these conceptualisations.

To facilitate this counter-narrative approach, the data were collected using narrative inquiry

drawing on Rosenthal’s (2007) narrative interview framework. 14 narrative interviews were

conducted with siblings of people with learning disabilities aged 18-32. Participants were
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asked to bring along photos and a timeline from their childhood. As discussed in chapter 3, in
practice these creative elements acted more as interview prompts than data in themselves,
however some were included in analysis where participants directly referenced photos in
their stories. Narrative thematic analysis was then conducted, with narrative portraits being
produced as part of this process. The portraits offered insight into participant stories in their
own words (Rodriguez-Dorans, 2022), allowing time to sit with themes in depth as they arose
across participant narratives. These were presented at points within the analysis chapters to
capture the nuance of siblinghood and authentically represent participant stories. The
analysis chapters addressed each research question, which are discussed in the following

section.

Addressing the Research Questions

This thesis set out to engage with three research questions which spoke to the experiences
of siblings of people with learning disabilities across childhood, concerned specifically with
the everyday. This allowed for the ups and downs of siblinghood to come through and
discussion of how these experiences can inform understandings of disability and siblinghood
more widely. The analysis was structured around these, with each chapter focusing on a
specific research question. This section will address each question, providing a summary of

the project’s findings in the process.

How do young adult siblings (aged 18-32) of people with learning disabilities make

sense of their childhood experiences of family life?

Chapter 4 explored this research question focusing on the everyday experiences of growing
up with a sibling with learning disabilities. The discussion addressed three themes that arose

during analysis: sharing space, sibling care, and wider family and outside the home.
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Sharing space explores participant reflections on ‘living alongside’ (Davies, 2023) and
navigating the home with their siblings and other family members. Here, participants’ family
practices (Morgan, 2011) were unpacked with stories of siblinghood that echoed wider
culturally available understandings around sharing a bedroom, playing together, conflict and
dinner time. The analysis built on this, exploring how disability extended these
understandings of everyday family practices. For example, in the discussion of dinnertime
practices, one participant reflected on their parents instigating ‘sign only’ mealtimes to help
everyone learn sign language. This story highlights the mundane everyday of siblinghood,
whilst offering insight into inclusion that builds on Rapp and Ginsburg’s (2011) understanding
of ‘reverberations’ within families of disabled children. This story, and others within the
chapter, highlight the everyday of disability in families with participants reflecting Davies’
(2015a) conceptualisation of the ‘emotional tightrope’ of sibling relationships. Davies argues
that siblings navigate both close and challenging emotions almost simultaneously attributing
this partly to the proximity siblinghood often brings (Punch, 2008). This was seen in how
participants spoke of sharing the television, with this being a point of contention for some.
Reflections varied from shared interests with participants able to recite full scenes from
movies even now, to one participant changing the channel once her parents left the room as
she felt they always sided with her sister. These stories offered new understandings of the
‘backstage nature of sibling relationships’ (Punch, 2008), highlighting the everyday ups and

downs of ‘living alongside’ (Davies, 2023) a sibling with learning disabilities.

Each participant reflected on care in some form within their narrative and this was explored
through the theme 'sibling care or being looked after'. A key reflection of this section was
around the word ‘care’ itself and the label ‘young carer’. Many of the participants rejected

‘care’ labels when presenting their own experiences, referring instead to ‘helping out’ and
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‘doing stuff’, which extends arguments from wider research around sibling care and disability
(Meltzer, 2017; Pavlopoulou and Dimitriou, 2019). Participants' stories of ‘helping out’
demonstrated the everyday of sibling care that offered depathologised understandings of
things like supporting with medication or going out for the day. These moments furthered
Pavlopoulou and Dimitriou’s (2019) argument around being mindful of presenting ‘helpful
relations between siblings, in which sisters [siblings] seem to feel comfortable’... ‘as

non-normative caring tasks’ (ibid: 10).

Alongside these reflections around care language, were discussions of feelings of
responsibility and further how this looked moving forwards and growing older. This was tied
to how participants understood themselves regarding care, with many participants seeing
their ‘helping out’ as something that may become care as they grow older and take over from
parents. Here the analysis reflected wider understandings of sibling care as changing over
the life course, with siblings of people with learning disabilities often being expected to take
over when parents get older or pass away (Barnes, 2012; Tozer and Atkin, 2015). This thesis
has extended these arguments noting how feelings around this varied depending on
participant age and family situations. For those who were towards the younger end of the
sampling frame this was addressed in a more abstract sense, as something that would
happen but not something that brought too much concern. For Scott, the oldest participant in
the study, this was a far more realised consideration which brought with it greater concern
and some frank reflections about his future. This said, it should be noted that in their
discussions of responsibility and potential future care, participants were clear that this was a
wider issue around poor support as opposed to something they attributed to their sibling. The
importance of good support was explored in the final theme of this chapter, which will be

considered later on in this section.

258



The theme of sibling care finished with reflections on the gendered nature of care practices
within participant families. This echoed understandings of care often falling on women
(Webster, 2018; Wikle et al, 2018), with participants speaking of these expectations and how
they played out over their childhoods. The analysis explored this with reference to wider
complexities of sibling relationships (Davies, 2023) recognising how participant care
practices were influenced by both structural expectations around care and gender and also
mundane everyday family practices. This was not solely presented as difficult, with some
participants noting how this care could bring with it a closeness they value and felt with their

sibling that did not extend to others in the family who took on less responsibility.

The final theme of this chapter, and section addressing this research question specifically,
focuses on wider family and experiences outside the home. A key finding of this analysis was
the impact of good support, and the role of wider family and friends in this. Participants
spoke about informal support, specifically the importance of people that ‘get it’ when it comes
to having a family member with learning disabilities. Examples were offered of grandparents
that helped out on holidays, and friends that were particularly ‘good’ with participant’s
siblings. This extended wider research around being asked about impairment (Mallett and
Runswick-Cole, 2016), offering insight into the joy that being around those that ‘get it’ can
bring. Participants also spoke of more formal support experiences, building on existing
arguments about the importance of good support for the whole family (Conway and Meyer,
2008; Tozer and Atkin, 2015). Stories were offered of youth groups and other clubs that they
had found useful growing up and how important this had been for them. These examples
were contrasted with accounts of formal and informal support that was not as well received
(Robinson et al, 2016), further making clear how important good support was to participants

and their families.
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This theme concluded with a discussion of navigating society, focusing on participant stories
of public interactions. For the most part these were stories of difficult interactions, with
members of the public asking inappropriate questions or staring at their siblings. Here, the
research contributed to wider discussions of disability by association (Burke, 2010;
Scavarda, 2023), with participants' experiences in public pointing to an understanding of
siblinghood and disability that recognises how disablism can be experienced by wider family.
Acknowledging this, the analysis took these discussions further, noting acts of resistance
against this disabling behaviour, with participants reflecting on staring back or making

deliberately loud comments to support their sibling and challenge the individual staring.

Across the chapter, participants framed their experiences in relation to their feelings as
opposed to pointing to impairment effects or other discourses. In doing this, the chapter
extended understandings of the everyday of siblinghood and learning disability, centring
‘living alongside’ and the challenges but also the joys this brings (Davies, 2023). How
participants navigated disability within their narratives was the focus of the following research

question.

How do siblings of people with learning disabilities conceptualise disability, family

and sibling relationships?

This research question was discussed in chapter 5. How participants chose to address these

topics gives insight into the everyday of disability in families and furthers understandings of

siblinghood and learning disability.

The discussion of this chapter began with reflections around the term ‘normal’ within

narratives. Participants spoke of normal in two main ways. Firstly, referring to a normal that
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evoked a hegemonic understanding, noting how their lives were similar or different to this.
The second approach to normal was rooted in more fluid conceptualisations of the term, with
participants speaking to their everyday experiences as ‘normal’ for them and their family.
Regarding the former, these stories were situated within wider narratives allowing for careful
analysis that avoided presenting these hegemonic discourses as inherently problematic
standpoints from participants. Here the analysis drew on understandings of the nuance and
complexity of siblinghood (Davies, 2023) to offer new ways to discuss ‘normal’. This was
seen in Emily’s discussion of wanting her sister to ‘fit in’ at school, noting her concerns
around ‘mean spirited people’. This could be read as a non-disabled sibling attempting to
push ‘normal’ onto their sibling with learning disabilities, however this understanding would
be ignoring Emily’s wider narrative and the care she feels for her sister. Instead this was
understood as a recognition of the dangers of not fitting in, especially in a non-inclusive
school system (Ktenidis, 2022; Slater, 2016). Through this analysis, Emily’s story can be
seen to further understandings of ‘being there’ and the everyday support that siblings offer

each other (Brownlie, 2014; Hayden and Hastings, 2022).

The second way participants evoked normal was in a more fluid sense, speaking to their
families own sense of normal. Phrases such as ‘it wasn’t what other people [did] but it was
normal in our family’ (Hannah) were commonplace in accounts. Within these moments, the
analysis reflected Goodey’s (2016) distinction between alternative norms and abnormality,
presenting their experiences within the former category. This was explored with a focus on
the everyday-ness of the experiences and ‘living alongside’ (Davies, 2023) as discussed in
the previous section. The stories were rooted in everyday life, the mundane events and
practices that made up their childhoods and were normal to them, even if they were
non-normative. In many ways these two definitions can be seen as contradictory with

participants simultaneously evoking understandings of a hegemonic normal whilst also
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rejecting them. However, when approached narratively, the analysis presents the
everydayness of siblinghood through this complexity, offering new insights into how siblings

of people with learning disabilities conceptualise disability.

Further conceptualisations of disability came in the form of overt discussions and more
everyday passing reflections. The overt discussions saw participants referencing disability,
often through impairment labels. The everyday reflections were more concerned with how
disability arose in participant narratives in passing, such as comments about a sibling
attending a special school or going to certain youth clubs. The overt discussions in many
cases drew on wider cultural understandings of different impairments, with participants
noting how these narratives echoed, or differed from, their experiences. This reinforced
Mallett and Runswick-Cole’s (2016) conceptualisation of the normal abnormal with the
siblings being aware of commonplace understandings of what having certain impairment
labels ‘should’ mean. In some instances this could be seen as participants recognising the
context of the interview and wanting to draw on wider cultural discourses in order to describe
their sibling in a manner they hoped would make sense to the researcher, echoing Kittay’s
(2001) reflections on references to ‘mental age’. Considering the more passing references,
these reflected how disability arose in narratives without being a central focus. Throughout
participant accounts would be discussions around attending different schools or their sibling
being picked up in a taxi. These moments are linked to their sibling having learning
disabilities, but this was not explicitly unpacked, instead these were presented as part of the
everyday occurrences that made up childhood. The analysis found that participants’
reinforced the nuance of learning disability and siblinghood through consistently
conceptualising and reconceptualising learning disability, and ideas of normal, throughout

their narratives.
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The final findings of this research question relate to how participants understood siblinghood
and family in their narratives. Throughout their stories participants spoke to widely
understood expectations around siblinghood, noting where they felt their own relationships
potentially did not align. These were in many cases tied to ‘temporal scripts’ (May, 2019) and
ideas of how we should grow older. The analysis extended this through a critical disability
studies lens recognising how participants who had older siblings with learning disabilities
struggled with this, referencing frustrations around being the first to do GCSEs or go to
university. Further, some participants presented crip arguments of having a sibling that did
not align with these expectations being something to celebrate. This was seen in Ellie’s
reflection on her older brothers being annoying, and how her brother Harry did not annoy her
partly because he did not try to be ‘cool’ like they did. How participants responded to these
expectations varied, some cited cousins as being ‘like siblings’ drawing a link between this
and things they felt they had missed out on, others referenced older friends or family friends
who they felt they could learn from. This analysis reinforced arguments around the
importance of siblinghood culturally and how these narratives influence how we understand

our own relationships (May, 2019; Davies, 2023).

Considering ‘stickiness’ (Smart, 2007; Davies, 2019), participants spoke of their sibling being
‘known’ in the local community. Linked to expectations, the analysis offered new
understandings of how this occurs, for example multiple participants noted how even though
they were older, people would often come up to them and ask if they were ‘so and so's'
sibling. In most cases this was something that participants found funny, attributing their
siblings popularity to their personality, providing an understanding that goes beyond
impairment, something that will be revisited in the next section. For others this was
something they found more difficult, wanting to avoid having their identity defined by their

siblings. This aligns with wider sibling literature, reinforcing understandings of the difficulties
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that can arise in having siblings that are known well in the community and how this can
impact how you are viewed (Davies, 2019). Within these stories of ‘know-ness’ were
examples of how siblings were active members of their local communities, challenging the
social exclusion that is often faced by people with learning disabilities (Yates et al, 2008;
Goodey, 2016). In these moments, participants were happy for their siblings, enjoying these
examples of everyday inclusion that extend beyond the home and immediate family. These
stories, and others throughout the analysis were understood as counter—narratives to deficit
understandings of siblinghood and disability, a theme which the final research questions

addresses.

In what ways might counter-narratives of siblings problematise dominant pathological

models of disability in families?

The final research question was the focus of chapter 6. In this, counter-narratives were
centred through discussions of joy, humour and participant reflections about themselves. It is
also important to recognise how counter-narratives featured throughout the other analysis
chapters, as has been made clear where necessary. These counter-narratives stand in
contrast to dominant pathological understandings of disability in family (Stoneman, 2005;

Meltzer and Kramer, 2016; Meltzer, 2018).

Participants told joyful stories of their childhoods often centred around humour, both in the
content of the stories and the delivery. The analysis drew on ‘family humour practices’
(Carter and Davies, 2024) and ‘shared family humour styles’ (Everts, 2003), recognising how
funny stories often become family stories. These captured the fun of participants’ sibling
relationships, touching on trips out, jokes, pranks and more. The analysis centred Arnett’s

(2023) understanding of joy ‘as an intense, temporary feeling of elation combined with an
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appraisal of right relation between ourselves and the world, a sense that there is an ideal fit
between ourselves and the world around us at that moment’ (ibid: 1). Within these examples
we saw the love that family humour can convey (Smart, 2007). There were also
considerations of ‘disability humour’ as distinct from ‘disabling humour’ (Reid, Stoughton and
Smith, 2006), with there being a question around whether siblings of people with learning
disabilities can partake in the former. This was particularly the case in moments where
participants raised questions around their sibling’s understanding of their own humour. The
findings presented examples that fit within ‘disability humour’ and further challenged wider
discourses of lack of humour or comprehension that can be attributed to people with learning
disabilities (Bertilsdotter Rosqvist, 2012). Whilst participants did, at times, speak to these
narratives, more widely in their stories we saw their siblings actively partaking in family

humour.

There were also interesting reflections around teasing between participants and their
siblings. Teasing is often understood as a core part of sibling relationships, with a distinction
drawn between this and insult that sees the former require a certain degree of closeness to
be achieved (Lampert and Ervin-Tripp, 2006). Participants echoed this, speaking of teasing
their siblings or being teased by them as a common occurrence taking joy in recounting
these stories even if they were on the receiving end of the jokes. These reflections were
analysed with consideration given to the discussions around comprehension that can arise in
discussions of learning disability and humour; within these stories participants’ siblings were
presented as actively partaking in this and enjoying it. This was also the case in moments
where participants spoke with admiration for their sibling’s sense of humour. This choice
ensured participants’ siblings were recognised for their deliberate and subversive humour,

rejecting deficit understandings in the process.
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There were moments, of course, where this teasing was slightly more frustrating and the
desire to annoy each other was not received well by either sibling. These reflections were
understood with reference to the ‘living alongside’ that Davies (2023) refers to, with all
parties drawing on their intimate knowledge of each other to find ways to annoy, joke and
frustrate their siblings for fun. This was also seen in how participants justified some of the
teasing; there were multiple references to the fact that it might not ‘look’ great to make fun of
your sibling with learning disabilities but participants were quick to make clear how this was
something they felt they could do on account of their close relationships. In most cases
participants chose to draw on more everyday discourses as opposed to their sibling’s
impairment in these moments of teasing. For example, Emily referred to her sister having
‘zero boundaries’ as she would constantly call her. Emily’s teasing spoke to her experience
on the receiving end of these calls but did not try to pathologise this occurrence. Some of the
stories offered alternative insights into inclusion in families, with Ellie for example noting how
the ‘that’s naughty’ sign had to be banned in their house due to teasing. This story, amongst
others, presents inclusive forms of communication and how even if the intention is to make

fun of each other there was still a want to ensure everyone could partake in the interaction.

Participants spoke of the role of humour in navigating more difficult situations, with shared
family humour practices (Carter and Davies, 2023) being described as a potential avenue by
which to address challenging times. Whilst this could be seen as a form of ‘coping’ (Wanzer
et al, 2005; Rieger and McGrail, 2013), the analysis understood this humour as a means of
navigating and addressing challenges and not distracting from them (Carroll, 2016). Within
the more difficult moments, humour was used as a way to reinforce their siblings’
personalities and centre their humanity at times where this could be at risk of being erased
(Goodley, 2023). This was the case in Susan’s reflection of her brother's experiences in

residential care settings, with Susan telling humorous family stories that she felt captured her
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brother’s ‘cheeky’ side even in these more difficult moments. This can be seen as a result of
the approach of the study, with the commitment to identifying counter-narratives generating
novel and affirmative understandings in participant stories. It should be noted that for some
participants, their families’ choice to use humour in certain moments was not always
appreciated. Similarly, Hannah stated that she felt her family may have used it too much in
certain difficult times, however she did add that she prefers humour to seriousness if there
was only one option. This highlights how whilst there was lots of fun and joy in participant
narratives, there were also really difficult moments that reflect the reality of the austerity
context in which the narratives were situated and the implications this has for people with
learning disabilities and their families. Here the choice to recognise the wider structural
factors ensured still participant stories were not presented solely through a deficit lens,

allowing for readings that still moved away from pathologising narratives.

The final part of chapter 6 addresses the participants' reflections on the self. These were
examples of how they felt their experiences as a sibling had influenced them, speaking to the
generative potential of disability in how we engage with the world. There were numerous
examples of things, such as patience, a sense of perspective, and feeling they were more
understanding and kind for their experiences. Through these stories, the analysis challenged
deficit narratives around parent time which can often arise in discussions of siblinghood and
learning disability (Ladieri et al, 2000; Hanvey et al, 2022). Instead these examples saw
participants celebrating how their experiences had shaped them and how much they
appreciated this. This extended to politics, with multiple participants reflecting on how they
felt society was not inclusive. This furthered research around activism in families (Rapp and
Ginsburg, 2001; Runswick-Cole et al, 2022), with the focus on siblinghood offering novel
contributions. As has been apparent throughout the project, these examples further saw

participants centre their siblings' humanity making a case for human value that moves
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beyond economic output or ideas of ‘ideal bodies and minds’ (Wendell, 1989; Berlant, 2007,

Goodley, 2023).

The analysis generated stories of siblinghood and disability that centred joy, with joking,
teasing and even more frustrating moments presenting an understanding of people with
learning disabilities as active members of their families. Participants refused to present their
siblings through a deficit lens, offering nuanced accounts that made sure their sibling’s
humanity was central. These counter-stories offer new understandings of family and

disability that move away from dominant, pathological narratives.

Contributions

This thesis contributes to both critical disability studies and family sociology, offering a
framework by which we can begin to explore siblinghood and disability in a manner that
centres the human (Goodley, 2023) whilst allowing for the nuances of siblinghood to be

apparent. This approach is influenced by Meltzer’s (2018) reflection:

‘Sibling disability research has traditionally defined the relationships between siblings
where one has a disability by what they are not- that is, when compared to the
normative view of relationships between siblings where neither have a disability,
sibling relationships that include a person with a disability have traditionally been

found wanting or damaged in comparison’ (ibid: 1228).

Through focusing on participant narratives of their everyday experiences growing up with a
sibling with learning disabilities this thesis refused to define the relationships by what they
are not. In doing so, the findings present a nuanced understanding of siblinghood and

disability that allows for challenges and frustrations to coexist with joy and love. This shows
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how family sociology can be elevated through engaging with learning disability as the nuance
and complexity (Davies, 2023) of sibling relationships is made clear. This framework,
combined with a critical disability studies lens, offers an understanding of siblinghood and
learning disability that allows counter-narratives that reflect the everyday realities of
siblinghood to come through. Further, Stoneman (2005) argues ‘conceptual models of
families too often view children with disabilities as stressors rather than as family members’
(ibid: 347). Throughout this research participants offered stories that allowed their sibling to
be annoying, frustrating or at times even aggressive but this was not met with discussions of
outcomes or stressors. Instead, it was contextualised within wider narratives of childhood
which highlight the realities of ‘living alongside’ siblings and the ups and downs this brings

(Davies, 2023).

The narrative focus on everyday sibling experiences enabled the centring of human stories in
the research (Goodley, 2023). Through this, the importance of everyday stories of learning
disability and family life came through (Goodley et al, 2019), reflecting understandings of the
setting as both mundane and extraordinary (Highmore, 2010). Connor (2006) notes how an
everyday focus can be generative due to situating disability away from medicalised spaces.
Participant accounts echoed this, making clear the humanity of their siblings and further the
political potential of the everyday (Pink, 2012). For example in chapter 6, where participants
spoke of how their experiences had politicised them (Nishida, 2016). We saw how they
advocate for and support their siblings in their daily lives, something that research has shown
to be necessary in an ableist society (Kittay, 2001; Hayden and Hastings, 2022). These
mundane, everyday stories came together to offer essential counter-narratives that actively
reject deficit understandings of siblinghood and learning disability. Further, recognising
learning disability as a ‘discursively constructed object’ (Yates et al 2008: 53), the thesis

generated reflections of learning disability and family life that were affirmative and novel. This
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builds on wider literature around the potential of everyday stories to offer new insights into

marginalised experiences (Back, 2015; Ghisleni, 2017).

Considering critical disability studies, the work furthers understanding of learning disability
through engaging with family sociology, speaking to Goodley’s (2023) call for centring the
human in discussions of learning disability. Goodley draws attention to ‘being human as

praxis’, arguing:

‘people with learning disabilities are being human in ways that challenge narrow

forms of humanness that masquerade as the human per se’ (ibid: 172).

This work sits alongside this, with the stories presented being ones that further how we
understand what being a sibling is and challenging ‘narrow forms of humanness’ more
generally. Returning to the discussions of ‘stressors’, we see how the humanity of disabled
people more widely can be overlooked in constructions of family and disability. The
counter-narratives generated in this work allow for the humanity of people with learning
disabilities, as siblings in their own right, to come through clearly. The joy and the humour
alongside the self-reflections from participants show understandings of siblinghood and
learning disability that are generative, presenting stories that are affirmative and centre the
personhood of their siblings. The same can be said for more difficult stories, with discussions
of annoying siblings and frustrations within the family speaking again to humanness and the

reality of ‘living alongside’ one another (Davies, 2023).

A further contribution of this thesis within the critical disability studies space is in relation to

disability by association (Burke, 2010; Scavarda, 2023) and more widely discussions around

the role of family in understanding learning disability. This is of course a contentious area,
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with many debates (see for example Kittay, 1999 and Ryan and Runswick-Cole, 2008). This
work speaks to the insight that can be gained from the perspectives of siblings of people with
learning disabilities varying from difficult moments to more affirmative. Considering the
former, participants spoke of being impacted by the ableism and disablism experienced by
their sibling, and in some cases partaking in acts of resistance to offer support. Thinking
more affirmatively, there were more generative stories in which we began to see how siblings
of people with learning disabilities could provide insight into what inclusion looks like. A key
example of this would be through the discussions of ‘disability humour’ (Reid, Stoughton and
Smith, 2006). Participant accounts were full of humour, both in how narratives were delivered
and also the content of the stories they chose to tell. This thesis chose to place these
accounts within Reid, Stoughton and Smith’s (2006) definition of ‘disability humour’, which is
understood as that which ‘centres disability or is offered by disabled persons’ (ibid, 631), they
go on to note how this can provide ‘a bond for members of disability culture’ (ibid: 635).
Whilst their definition does not explicitly place siblings within this category, the notion of ‘a
disability culture’ feels as though it could include siblings. Further, the humour within
participant narratives was contextualised with stories of love and closeness and to call it
‘disabling’ would feel misplaced. Through this, the thesis has extended understandings of
humour and disability in families, offering an affirmative approach to this topic that allows

disability humour to be extended to siblings as part of wider family humour practices.

Considering the more generative aspects of this, Smedema, Ebener and Grist-Gordon
(2012) argue that humour can provide ‘counter-narratives that redefine the meaning of
disability, promoting disability as a valid social identity’ (ibid:1433). This was particularly
pertinent in the deliberate, subversive humour that participants’ siblings carried out. Where
commonplace discourses around comprehension or ‘lack’ of humour can arise in discussions

of learning disability (Bertilsdotter Rosqvist, 2012; Chadwick and Platt, 2018), the stories in
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this thesis highlighted how these narratives are misplaced. Participants recounted, with joy,
how their sibling is an active part of their shared family humour practices (Carter and Davies,
2024), be that in telling funny jokes or sometimes taking the mick out of each other. In these
instances these commonplace discourses were rejected, and in their place affirmative

counter-narratives were generated that centred humour and joy.

The final contribution of the thesis is that of the application of crip theory to understandings of
disability and siblinghood. Considering Meltzer’s (2018) reflections on this field, as often
opting to define relationships by what they are not, the crip approach of this thesis was key to
rejecting this. Throughout there was a concerted effort to ‘celebrate’ participant stories with
joy being a central theme of the work. In doing this it can be argued the thesis has
demonstrated the many ways in which sibling relationships might be characterised as crip
relationships. This ties into other contributions with this focus both centring the human in the
work and also linking to ideas around humour and joy. This also extends the growing body of
work that makes clear how crip theory can, and should, be applied to the experiences of
people with learning disabilities (L6fgren-Martenson, 2013; Levy and Young; 2020; Kafer,

2021).

R mmendations for r rch

Alongside the theoretical contributions of this thesis, we must consider how the findings can

be applied to further research. The framework provided in this study offers potential to

explore siblinghood and disability in more depth. This section provides three examples of

avenues for further research.
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A recommendation for further research, and also a potential limitation of this study, is the
need to bring the voices of people with learning disabilities into discussions of siblinghood.
This is an argument that Richardson and Jordan (2017) have made, with research often
being dominated by the viewpoints of non-disabled siblings. In terms of future research,
through bringing together family sociology and critical disability studies this thesis has
provided a framework for understanding siblinghood and disability that accounts for the ups
and downs of living alongside one another (Davies, 2023). With this, there is generative
potential to carry out research with people with learning disabilities about their sibling
relationships. This ensures people with learning disabilities are allowed the chance to be
siblings, something that can be seen as missing from work that focuses solely on
non-disabled sibling accounts. Further, there is also potential to explore the joy of these
relationships in this regard and generate more counter-narratives that centre people with
learning disabilities’ humanity (Goodley, 2023) and ensure that understandings of people as

‘stressors’ (Stoneman, 2005) are avoided.

The second recommendation comes from both the research and the advisory board. During
the advisory board meeting the members noted how it would be interesting to see how
sibling relationships developed over the life-course. Whilst this is something that research
has explored (Knox and Bigby, 2007; Tozer et al, 2013; Dorsman et al, 2023), the framework
outlined in this project could help develop this work to offer nuanced counter-narratives of
siblinghood and disability over time. Further, participants spoke to this in a number of ways,
for example Scott’s concerns around taking over care from his parents or Zack noting how
playing the Nintendo Wii is how Beth and he maintain their connection now he has moved
away. As has been noted in wider sibling research, the relationship is often one of the
longest people have in their lives and this brings with it the potential for navigating a number

of life events and changes (Allan, 1979). Considering chapter 4 for example, these

273



reflections on ‘living alongside’ (Davies, 2023) will likely be very different if siblings have
moved away, and the relational implications of this would be an interesting and important

addition to the counter-narratives generated in this thesis.

This also has policy implications, with the charity Sibs noting this as a core concern of adult
siblings of disabled people (Sibs, 2025). Further, disabled people and parents have also
expressed frustrations around care transitions in later life (Ward, 2011; 2015; Runswick-Cole
et al, 2024). The analysis of this study has highlighted this as something that is important to
siblings of people with learning disabilities, with the theoretical lens offering an opportunity to
approach this in a manner that recognises the nuance of siblinghood. Where this was not the
focus of the study, the potential to explore care transitions with attention given to sibling
relationships could have implications for policy in this area. This framing enables an
approach that recognises the love and closeness siblings may feel whilst also acknowledging
frustrations and other emotions that make up these relationships (Davies, 2015a) and may

influence feelings around care transitions.

The third recommendation is for more work exploring humour and learning disability. As this
thesis has made clear there are commonplace narratives around learning disability that
centre around ‘lack’ of humour or questions of ‘comprehension’ (Bertilsdotter Rosqvist, 2012;
Chadwick and Platt, 2018). The stories in this thesis challenged this, instead offering
narratives of deliberate, subversive comedy that was central to the joy of the sibling
relationships. There is potential for this to be explored more in future research, with this
offering an avenue through which affirmative understandings can be generated. Further,
exploring this alongside the previous recommendation, it is important that this discussion
engages with people with learning disabilities themselves. Whilst the humorous stories

outlined in this work were contextualised and spoke to the participants' experiences as

274



siblings specifically, the views of people with learning disabilities should be central to this.
The potential of humour to generate affirmative understandings of learning disability in the

everyday can be developed through opening up this discussion.

Limitations

As raised in the methodology chapter, a limitation of this study is in the lack of diversity in the
participant sample. Whilst attempts were made to address this, through sending recruitment
materials out more widely, this was not achieved within the time constraints of the project.
Throughout the thesis are moments where participants referenced how their families had to
fight with support services, with some explicitly referencing social capital and resources
being helpful in these moments. Considering the context of austerity that acts as a backdrop
to the childhoods of each participant who took part, it would have benefitted the project to
have had a more diverse set of experiences regarding these services. The stories gathered
do speak to a number of experiences, and the aim of the project is to explore everyday
stories as opposed to provide a generalisable set of findings about siblinghood and disability.
This said, in moments where we saw the impact of cuts and other austerity measures that
can be seen to have targeted disabled people (Ryan, 2020) it would have been beneficial to
explore this in more depth regarding the role social class and social capital play in navigating

these systems.

A second limitation is more in the project's focus and how this impacts topics that were
engaged with. The research set out to explore childhood experiences, and this is a
wide-reaching focus that saw participants touch on a number of areas of interest that could
have been projects on their own, such as care, home, humour and conceptualising disability.

In practice this meant that many of these topics were addressed in passing where more
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detail could develop the analysis further into specific fields. The overview provided in this
thesis is still relevant and the framework has the potential to be applied elsewhere to further
understanding of siblinghood and learning disability. Recognising this, | still wanted to
acknowledge that in places the work could be seen to move quickly through theories and
concepts that have strong grounding in different disciplines and whilst | tried to acknowledge
these areas appropriately, more time and space to address these may have furthered the

analysis.

A third potential limitation can be seen methodologically, with the approach chosen for this
work being reliant on participants attending the interviews with prepared timelines and
photos. Whilst this was effective and | feel allowing participants the chance to bring
something pre-prepared was generative (Mannay, 2010), there were instances where
participants came unprepared and this did impact how the interviews unfolded. This was not
a huge problem and these interviews could still be carried out with interesting data
generated. However, in future research | would want to be clearer on what | ask from
participants and consider more thoughtfully the potential time these activities could take. This
was particularly the case with photo elicitation, where my sample frame of 18-32 years old
meant many of the participants did not have easy access to photos from when they were
young as they had moved away from their family home which weighted the photos provided
towards latter parts of childhood. This was partly why | chose not to analyse the photos
specifically and instead they were used more as interview aids to help participants engage
with the narrative interview format. Overall | am happy with the data collected and feel
privileged to have been allowed to explore this topic with my participants, but this is a

consideration for how to approach this more thoughtfully in future work.
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Final thoughts

The narratives generated in this work are situated within a context of austerity and cuts to
services that targeted disabled people. Within the narratives were examples of poor support,
tribunals and inadequate residential care settings. Over the course of writing this thesis the
UK government has changed, however the political landscape for disabled people and their
families remains the same. With the Labour government announcing cuts to PiP (Jayanetti,
2025) and recycling tired neo-liberal narratives about work and undeserved welfare (Harris,
2025), it is clear disabled people are not valued in the UK. This is captured in Goodley’s

(2023) provocation:

‘That people with learning disabilities manage to exist in our communities is nothing

short of astounding’ (ibid: 172)

Goodley argues people with learning disabilities’ humanity is under threat, calling for more
scholarship that centres this. The stories generated in this research speak to the humanity of
people with learning disabilities and their families. Thomas (2024) reflects that ‘parents revolt
against dominant conceptions of parenting a disabled child as a source of despair, fear, and
no future’ (ibid: 2). The same can be said for the siblings interviewed in this study, with
participant narratives creating vivid portraits of themselves and their siblings as fun,
annoying, cheeky, loving, frustrating, joyful, political and funny people. These are stories of
community and support that go far beyond the narrow view of humanity the ‘neo-liberal

ableist citizen’ (Goodley and Lawthom, 2019) offers.

Back (2021) argues one of our goals as social scientists is to recognise hope in troubling

times, noting examples of this in the community response to the Grenfell tower fire. Whilst

these are no doubt troubling times for people with learning disabilities and their families, and
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the anger this generates is important, this thesis highlights the everyday joy and love of

growing up with a sibling with learning disabilities. The stories are littered with moments of
solidarity and care, both within families and from local communities, something which feels
essential at the moment. In recognition of this | wanted to finish the thesis by returning to a

reflection from Oscar:

I think a lot of these kids don't quite get the credit they deserve in terms of they know
what they're doing, they know they're taking the piss and yeah, it's just so funny. |
mean, | really just think, just in general it's just such a beautiful way to see the world
and such a beautiful different way to see the world that is so refreshing from, you

know, everyone else sometimes.
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Appendices

Appendix 1. Recruitment Poster

Call for PhD research participants!

I’'m looking for people aged 18-32 who have a sibling with learning disabilities to take part in
my PhD research. The project is exploring the stories siblings share with the aim of
generating data that disrupts the ways in which learning disability and siblinghood are
commonly understood.

Your participation would be in the form of an interview where you can tell your story about
growing up with your sibling. | ask that you bring along a timeline and photos to discuss.
Participants can choose if they want their photos or timeline to be included in the final

submission.

Appendix 2. Participant Information

If this is something you are interested in, or you would like to hear
more about please contact me on email: tjryan1@sheffield.ac.uk or
' send a message through X (Twitter).

I am a PhD researcher at the University of Sheffield based in the
School of Education with both family experience of learning
disability and work experience.

Y, Umver31t of

Pseudonym | Age | Gender | Ethnicity [ Pen Portrait
Zara 23 Female | White Zara is training to be a therapist. Zara grew up in
British the south of England with 3 siblings and her
parents. Zara is the youngest, with a brother,
Jake, and two sisters, Jenny and Mia. Jenny has
learning disabilities and uses a wheelchair. They
grew up in a middle-class family in the south of
England.
Hannah 27 Female | White Hannah is an occupational therapist. Hannah is
British the middle child of 3, her older sister Anna has

learning disabilities and uses a wheelchair. She
has a younger brother called Harvey. They grew
up in a middle-class family in the midlands.
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Emily 26 Female | White Emily is a PhD student. She is the oldest of 3, her
British middle sibling Claire has learning disabilities and
she also has a younger brother, Adam. They
grew up in a middle-class family in a northern
town in the UK.
Ellie 30 Female | White Ellie is an academic. She is the youngest of 4,
British with 3 older brothers, James, Erik and Harry.
Harry has learning disabilities. They grew up in a
middle-class family in the south of England.
Oscar 22 Male White Oscar is a graduate who is living at home taking a
British year off after university. He is the oldest of 4 with
two brothers, Liam and Owen, and a sister, Jane.
Oscar’s brother Owen had learning disabilities, he
passed away in 2021. They grew up in a
middle-class family in the south of England.
Eva 22 Female | White Eva is a master’s student currently studying in
British Amsterdam. She is the oldest of 4 with 3 younger
brothers, Tim, David and George. Tim has
learning disabilities. They grew up in a
middle-class family in the south of England.
Martha 24 Female | White Martha is a social worker who works with young
British people. She has two older siblings, John and
Guy. Guy has learning disabilities. They grew up
in a middle-class family in the south of England.
Zack 28 Male White Zack is a teacher based in China, he grew up in a
British middle-class family in a northern city with an older
brother and a younger sister, Josh and Beth. Beth
has learning disabilities.
Alex 22 Male White Alex recently graduated from university and is
British currently looking for jobs. Alex has an older sister

called Lola. He grew up in a middle-class family
in the midlands.
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Susan 19 Female | White Susan is a foundation year student studying Law
British at university. She is the youngest of 3, with an
older brother, Peter, and older sister, Gemma.
Peter has learning disabilities. They grew up in
the south of England.
Dina 22 Female | White Dina is a geography student currently studying
European | abroad. She is the middle child, with an older
sister, Tyler, and a younger brother, Samuel. Tyler
has learning disabilities. They grew up in the
south of England.
Kerry 19 Female | White Kerry is doing an apprenticeship in engineering.
British She is the oldest of two, with a younger brother,
Jack. Kerry was diagnosed with autism and
ADHD when she was 16. They grew up in the
south of England.
Scott 32 Male White Scott works in the public sector. He has an older
British brother, Dean. They grew up in the south east of
England.
Faye 29 Female | Mixed Faye is a PhD student. She grew up in a
white and | working-class household in the south of England
black with her mum and two older brothers, Luke and
Caribbea | Sami. Luke has learning disabilities. She also has
n half siblings that were born after she left home.
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Appendix 3. Information Sheet

Participant information sheet
1. Research project title

Disability, sibling relationships and everyday life: exploring mundane realities as

counter-stories

2. Invitation

You are invited to participate in a research study which looks at the childhood
experiences of siblings of people with learning disabilities. Before you decide
whether to participate, it is important for you to understand why the research
is being done and what it will involve. Please take time to read the following
information carefully and feel free to ask me if you would like more information
or if there is anything that you do not understand. | would like to stress that
you do not have to accept this invitation and should only agree to take part if
you want to.

Thank you for reading this.
3. What is the project’s purpose?

The project aims to explore sibling experiences of learning disability during their
childhoods. Whilst this is a topic that has been researched previously, the approach
taken has often been one that contributes to more ‘deficit’ understandings of learning
disability, which presents family experiences of learning disability in a negative light.
The research aims to seek counter-stories which provide a more comprehensive
insight into people’s experiences of having a sibling with learning disabilities. This will
be done using narrative interviews alongside the creative methods of photo elicitation
and timeline mapping.

4. Why have | been chosen?

I’'m looking for adult participants who have siblings with learning disabilities and feel
comfortable discussing their childhoods in interviews.

5. Do | have to take part?

Participation is voluntary and you are free to withdraw at any time without
explanation and without incurring a disadvantage.

318



6. What will happen to me if | take part? What do | have to do?

Participants will be asked to attend an interview with the researcher that will be split
into two parts. This can be online or in-person depending on discussions with the
participants. The first part will be a biographical interview with participants asked to
bring along a timeline of their childhood and some photos to discuss in the session.
The second part will follow a more conventional interview structure with the
researcher asking the participant questions about their childhood, and asking them to
elaborate on topics mentioned in the first half. The interview sessions should not last
more than two hours, with participants free to take breaks when they feel like it.
Participants can book a follow up interview, or go longer than the allotted time if they
wish.

TOPIC GUIDES

The second part of the interview will include questions, whilst these will change
depending on what is discussed in the biographical section these examples provide
some insight into the sorts of questions that may be asked:

- Tell me about your sibling?

- What did you do for fun growing up?

- Did you spend a lot of time with your siblings growing up? If so, what did
you do?

- What was dinner time like at your house?

- How did you spend your free time growing up? (weekends, after school)

- What were your school holidays like? How did you pass the time?

Alongside questions like this, the researcher will make notes during the first part of
the interview to then ask questions which elaborate on topics raised.

7. What are the possible disadvantages and risks of taking part?

Participating in the research is not anticipated to cause you any disadvantage or
discomfort. No potential physical or psychological harm or distress is expected. This
said, the nature of the topic of the research could see it being a distressing interview

in some parts. It is important to reiterate:

- Participants can withdraw from the process at any time without reason
- Participants do not have to answer every question in the interview
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- Participants have the right to stop the interview at any point without reason

8. What are the possible benefits of taking part?

Though taking part in the study will likely not benefit you directly, the project provides
the opportunity to tell your story and contribute to affirmative research into disability
and siblinghood.

9. Will my taking part in this project be kept confidential? Will | remain
anonymous?

All the information collected about you during the course of the research will be kept
strictly confidential. You will not be identified or identifiable in any of the material
associated with this project. Data will be anonymised, and any data collected about
you in an interview will be stored in a form protected by passwords, or in a locked
space. The interview data as a whole, once anonymised, will only be accessible by
the researcher and their supervisors. Any references to your interview in the thesis,
or subsequent papers will be anonymised also.

10. What is the legal basis for processing my personal data?

According to data protection legislation, it is required that you are informed that the legal
basis being applied to process your personal data is that ‘processing is necessary for the
performance of a task carried out in the public interest’ (Article 6(1)(e)). Further information
can be found in the University’s Privacy Notice
https://www.sheffield.ac.uk/govern/data-protection/privacy/general.

The Data Controller for this study is the University of Sheffield, meaning that this University is
responsible for looking after your information and using it properly.

11. What will happen to the results/findings of the research project?

Results of the research will be given in the form of a thesis discussing the findings and the
appendix including the interview transcripts and optionally the timelines and photos. You will
not be identified in the research; your name will be changed and any identifiable answers (for
example places) will be changed. There is potential that the data (anonymised) is used in
publications after the thesis has been submitted.

Future research: The Economic and Social Research Council (ESRC), funds this research
project. All ESRC-funded research must make all data generated by the project available via
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the UK Data Service. This means that the data collected can be made available to other
researchers that find the data collected to be useful in answering future research questions.
Your explicit consent will be required for your data to be shared in this way and if you agree,
we will ensure that the data collected about you is untraceable back to you before allowing
others to use it. If you have any questions about this, don’t hesitate to ask.

12. What happens if the research project stops earlier than expected?

Although unlikely, if for any reason the research project stops earlier than expected,
you will be offered a full and clear explanation as to why.

13. What if something goes wrong?

If something goes wrong or you would like to raise an issue or concern, the first point of
contact would be Tom Ryan the researcher on the project. Tom’s contact details can be
found at the end of the document in the case that you would prefer to raise the concern not
to Tom, the supervisor Professor Dan Goodley or the department safeguarding lead
Professor Rebecca Lawthom can be contacted here:

Professor Dan Goodley (Supervisor)

Professor of Disability Studies and Education

The School of Education, The Wave, 2 Whitham Rd, Sheffield S10 2AH,
Email: d.goodley@sheffield.ac.uk

Professor Rebecca Lawthom

Head of School

The School of Education, The Wave, 2 Whitham Rd, Sheffield S10 2AH,
Tel: +44 (0) 114 222 8172

Email: r.lawthom@sheffield.ac.uk

If your complaint relates to how your personal data has been handled, information about how
to raise a complaint can be found in the University’s Privacy Notice:

https://www.sheffield.ac.uk/govern/data-protection/privacy/general.

14. Who has ethically reviewed the project?

This project has been ethically reviewed by the School of Education Ethics
Committee at the University of Sheffield.

15. Contact for further information
Tom Ryan
PhD student

School of Education, The Wave, 2 Whitham Rd, Sheffield S10 2AH
Email: tiryan1@sheffield.ac.uk
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16. Who is funding the research?

The research is funded by the ESRC, The Economic and Social Science Research

Council.

Appendix 4. Consent Form

Consent form: Disability, sibling relationships and everyday life: exploring mundane realities as

counter-stories

Please tick the appropriate boxes

Yes

No

Taking Part in the Project

| confirm that | have read and understand the information sheet explaining
the above research project and | have had the opportunity to ask questions
about the project.

| agree to take part in the project. | understand that taking part in the project
will include participating in an interview that is being recorded (audio and
video).

| understand that my participation is voluntary and that | am free to withdraw
at any time without giving any reason and without there being any negative
consequences. In addition, should | not wish to answer any particular
question or questions, | am free to decline.

| understand that by choosing to participate as a volunteer in this research,
this does not create a legally binding agreement nor is it intended to create
an employment relationship with the University of Sheffield.

How my information will be stored

| understand my personal details such as name, phone number, address
and email address etc. will not be revealed to people outside the project.

| understand and agree that my words may be quoted in publications,
reports, web pages, and other research outputs. | understand that | will not
be named in these outputs unless | specifically request this.

| understand and agree that other authorised researchers may use my data
in publications, reports, web pages, and other research outputs, only if they
agree to preserve the confidentiality of the information as requested in this
form.

| agree to my anonymised timeline being used in the research, and future
publications, reports, web pages and other research outputs.
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| agree to the photos | provided in being used in the research submission.

| give permission for my interview transcript to be deposited in the UK Data
Service and ORDA so it can be used for future research and learning.

Please sign below
Name of participant [printed] Signature Date

Name of Researcher [printed] Signature Date

Appendix 6. Examples of Narrative Notes

Ellie

Ellie’s interview was interesting as she made reference to her position in relation to her
brother as time went on, moving from annoying younger sister who he could make fun of, to
cool sister who volunteered at the charity he attended and could help him when needed. This
also led to some interesting reflections regarding care as Ellie was told by her mum that she
could take over her brother's care when they got older, something Ellie noted as she has two
other older brothers who didn’t get this conversation. Ellie reflected on the potential gendered
nature of this, but also acknowledged that she is the only one without kids which may have
been a factor. The role of care was very interesting in this narrative though, returning
throughout in how Ellie and her brother interacted, with Ellie feeling protective of her older
brother at different points. Alongside these reflections, the other main takeaway was the way
that the fun of being a sibling was captured in this narrative, with Ellie reflecting on things like
Christmas and family get togethers and the excitement of these, using the term atmosphere

to try to capture the feeling of closeness she feels to her siblings and wider family.

Emily

Emily’s narrative featured key themes/ codes of family support networks and humour.
Regarding the former, Emily’s family had a strong group of family friends who all had children
who would all hang out. This led to Emily noting that even before any of her siblings were
born she never felt like an only child. Alongside this, Emily noted the role her grandparents
played in her upbringing and mentioned some particularly good teachers and a charity they
used to holiday with. All of these were threaded throughout her narrative creating a real
sense of the potential of good support. Alongside this, Emily herself was very humorous both

in her delivery and in the stories she told, noting how her family were all quite like this and
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how they use humour a lot in their interactions with each other. Disability is addressed in the
narrative, again | think there is something in how siblings tend to embody human praxis
through the prioritising of human stories. Even when disability is provided as context, it

remains as just that in most cases.

Oscar

Oscar’s interview was slightly different as his sibling has passed away, whilst | didn’t want to
say no to the interview, | was conscious of questions asked and took particular care to just
allow him the time to speak about what he wanted. The interview focused mainly on
navigating disability, with Oscar’s timeline being almost framed through the support and
medication his sibling was receiving at different times. This led to interesting reflections
around disability throughout the narrative, with Oscar’s love for his sibling still coming
through but also more of a frank recognition of how difficult his brother’s epilepsy could be.
Alongside this were reflections around lack of support, or fighting for support that tied into the
‘outside the family’ code, with Oscar’s mum having to fight for his brother's support
throughout his life. There were also some really nice reflections on good support, or family

friends and things in which Oscar makes clear how he understands inclusion.

Dina
Dina’s narrative centred a lot around care and sharing space, with some really interesting

reflections around siblinghood. Dina is the middle child, with her older sister having learning
disabilities. She felt as though a lot of the care role fell on her, not because her parents
expected it but more so as her younger brother would never think to step up. This came up
throughout the narrative, with Dina frustrated about her brother’s lack of help. The reflections
around sharing space centred mostly around Dina’s sister’s lifestyle infringing on Dina’s use
of their home. For example her sister didn’t like the noises the Nintendo Wii made and so her
parents made them move it out of the living room. Dina also noted how she used to really
want an older sister that was at her school and could offer advice about things, this changed

as she got older but was a theme she returned to throughout the interview.
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