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LIVING LIFE TO THE FULLEST:
OUR PROJECT

SALLY WHITNEY-MITCHELL AND KATY EVANS

ACCESSIBLE SUMMARY

o This chapter introduces The Living Life to the Fullest Project: our research
into the lives of disabled young people.

e We introduce The Co-Researcher Collective — a group of disabled young
women who co-led the project.

e We tell you more about what follows in this book.

This book contains a multiplicity of voices: the voices of disabled young peo-
ple, university academics and researchers and school children (specifically
Chapter 8), all of whom have co-authored and contributed across chapters
in order to make space for and document the human value of disability.
Some of us write as disabled people. All of us write with personal experiences
of disability in our families. As such, these voices have been central to the
co-produced research project which sits at the very centre of this book: Liv-
ing Life to the Fullest: Life, Death, Disability and the Human (ES/P001041/1;
hereby The Living Life to the Fullest Project). Our project was funded by the
Economic and Social Science Research Council and took place between 2017
and 2020. We tentatively began writing this book together in late 2019. Surely
enough, as the Covid-19 global pandemic hit in spring 2020, and as a diverse
research team working together, we began to realise this book’s newfound
importance and timeliness. Disabled people and their families became some
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of the hardest hit through the pandemic. Since March 2020, over 127,000
British people have lost their lives to Covid-19; and two-thirds of these have
been disabled and chronically ill people, with people of colour and people
with learning disabilities being disproportionately affected (Brothers, 2020).
Thus, we began writing with gusto: eager to claim space to amplify the lives,
hopes, desires and contributions of disabled children and young people liv-
ing with life limiting and life-threatening impairments (LL/LTIs). We untangle
such labels through each chapter as we come together as collaborators, co-
authors and co-researchers. We want to clarify early here that this book is not
a uniform research text. It is far more. This book represents to us a change
to the standardised ways in which research is conducted, reported and writ-
ten, typically only by academics and people in positions of power. Whilst this
book is a coherent and reflexive account of our key findings across the project
as they relate to the lives of disabled children and young people and their
families, it is also a labour of love. It is a legacy. A legacy of our project, but
also of the lives of The Living Life to the Fullest Project co-researchers, most
of whom are living with LL/LTTs, and who are eager to leave their mark on
the world. We hope, too, that is a readable and accessible text.

LIVING LIFE TO THE FULLEST

The Living Life to the Fullest Project was a three year co-produced arts-
informed research project which aimed to explore the lives, hopes, desires
and contributions of disabled children and young people living with LL/LTIs.
Such impairments typically bring about short/er lives and life expectancies; it
is a unique disability experience that has been both theoretically and empiri-
cally overlooked (see Runswick-Cole, 2010). It is important to say this early
on that we used this kind of language — for example, ‘life limiting” and ‘life
threatening’ — within the project because it was familiar and known to our
participants and their families. At the same time though, as disability researchers,
disabled people and allies, we also resist these kinds of medicalising labels and
understandings of disability; this is just one tension we explore through this
book (see Chapter 2).

In The Living Life to the Fullest Project, we wanted to explore young
people’s lives in full and facilitate accessible ways for them to tell us about
their own experiences. Co-researcher Emma, from The Co-Researcher Col-
lective, highlighted that over her lifetime, although she had often been asked
about her experiences, she felt many important topics were shied away from
(Liddiard, 2018b, n.p.):
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As a young disabled person I answer a lot of surveys on my
disability, my care and other similar topics. But I'm rarely asked
about what it is really like to be 24 and disabled. No one has asked
me whether I'm scared about my future or whether my life-limiting
condition has impacted my life choices. These are not pleasant
things to think about, but I can promise you, nearly every disabled
person has thought about them. When I was asked whether 1
wanted to be a co-researcher for Living Life to the Fullest, I was
excited by the idea of a project that focuses on those unasked
questions. I wanted to help find out what our lives are really like
and how we really feel about them.

Emma’s words encapsulate the driving force behind the project. The
context of LL/LTIs tends to elicit feelings of pity and notions of despair
(Runswick-Cole, 2010). However, for us this doesn’t capture the richness of
the lives of young people living with these types of impairments. Therefore,
we wanted a project title that reflected this and challenged dominant notions
of tragedy. Through the project, and this book, we highlight how disabled
young people are living their lives to the fullest whilst not shying away from
the many complexities involved doing so in a world shaped by ableist norms
which routinely devalue them (Goodley, 2014). Ableism refers to a world
view — a dominant reality — that assumes and values those deemed to be
able-bodied and minded. In many ways, this research project and its findings
became an act of resistance for both participants and co-researchers against
ableism and also disablism. The latter refers to the specific forms of exclu-
sion and marginalisation that people with sensory, physical and cognitive
impairments are subjected to. So, our book makes mention of ableism and
disablism: precisely because they often feature in the lives of people with
LL/LTIs. If disability is but one element of the human condition; disability
also poses a question — to what extent are disabled people allowed, supported
and encouraged to live lives as human beings when they are so marked by
disablism and ableism (Goodley, 2020)? Many Living Life to the Fullest Pro-
ject co-researchers experienced this project as life changing as it provided a
safe space to challenge their own internalised ableism and disablism (Reeve,
2002) and grapple with difficult concepts which often get silenced in the lives
of disabled people. Possibly one of the ways we were able to elicit such rich,
detailed accounts from our young participants was because we ourselves are
disabled young people with similar experiences. We had the freedom to devel-
op questions that perhaps other researchers had never dared to ask us. We
recognised through this omission our experiences were going unheard and we
wanted to put this right.
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BACKGROUND TO THE PROJECT

As a project that sought to forge new understandings of the lives and contri-
butions of disabled children and young people with LL/LTIs, The Living Life
to the Fullest Project embodied the ethical and political principles of disa-
bled children’s childhood studies (Curran and Runswick-Cole, 2013, 2014;
Runswick-Cole et al., 2018). This interdisciplinary field of research, writing
and the arts actively positions the voices and experiences of disabled children
and young people at the centre of inquiry. Or as Pluquailec (2018) suggests,
as an approach to research it rightfully makes space to acknowledge disability
as (positively) disruptive towards the typically ableist and disablist boundaries
of research theory and practice (see Chapter 3). In the context of our project,
we understood co-production as an aspirational approach where academics
work together with a range of partners to produce research and outcomes not
possible in isolation (Runswick-Cole et al., 2017). According to Durose et al.
(2012, p. 2), co-produced research ‘aims to put principles of empowerment
into practice, working “with” communities and offering communities greater
control over the research process’. For Olsen and Carter (2016, p. 7), the
co-production of knowledge ‘can promote respectful integration of ideas’. By
extension, then, for us research is not a process about or for disabled children
and young people with LL/LTIs and their families, but conducted with and
by them (see Fudge et al., 2007). Moreover, the research questions, methods,
strategies of analysis and plans for impact and public engagement reflect the
ambitions of disabled children and young people and their families and com-
munity stakeholders. Thus, co-production became a necessary part of shaping
inquiry at the very early stages, prior even to any funding.

As such, our bid for funding was co-authored in collaboration with disa-
bled children and young people, their parents, carers and allies and key rep-
resentative non-governmental organisations (NGOs) Purple Patch Arts, The
Good Things Foundation and Pathfinders Neuromuscular Alliance, who
later became our funded research partners. In this context, co-writing for us
involved the discussion of ideas and research and impact planning through a
number of writing workshops and meetings. We asked disabled children and
young people many questions, such as: What should we be asking questions
about in the research? Who should we be asking? What aspects of your life
often go unnoticed that you would like to see explored in this project? What
would enable you to participate in our research if you wanted to? How can
we make it easier/appealing for you and other disabled young people to take
part? What do we need to get right in our project? What could we get wrong?
With permission, we posed these questions via a short accessible film posted
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to the Facebook pages of disabled young people’s organisations and related
charities. Disabled young people either ‘commented’ below our posts or sent
an email containing their thoughts.

Ultimately, our emphasis at this early time was to work in ways that
ensured the inception of the research process was both accessible and enacted
a shared distribution of responsibility from the outset. Integral to this was
our Research Management Team — at that time made up of disabled and non-
disabled academics (at a variety of career levels, from PhD to Professor);
young people with LL/LTIs; parents and family members; allies and cam-
paigners; researchers, practitioners and representatives of our NGO and com-
munity research and impact partners, many of whom occupy several of these
subject positions. They invited us to engage with their communities outside
of the academic context. The Co-Researcher Collective — established later in
the project (after funding had been awarded) — quickly overtook Research
Management Team as the day-to-day leadership of the project. Ultimately,
we critically engaged with a co-production methodology that provided space
for partners to inform the running of the project, the kinds of findings that
emerge and ideas for impact and public engagement that were creative rather
than prescriptive. Co-production can be a contested field, but we purposefully
made space for unknowing and uncertainty, letting research relationships with
disabled young people and partner organisations lead, with the aim that stake-
holders take ownership of the research in ways unforeseeable at that time.

The Co-Researcher Collective consists of six disabled young people
(all women) who live with LL/LTIs. In recruiting co-researchers, the only
‘criteria’ placed upon participation was a desire to explore disabled young
people’s lives and contribute to the process through undertaking project-relat-
ed activities of co-researchers’ choice. Initial groundwork to build the Col-
lective began early in the process — after funding was awarded and following
co-authoring the bid for funding. After meeting Lucy Watts MBE, a prolific
young disabled campaigner who currently serves as an Ambassador for the
national charity Together for Short Lives — and now Lead Co-researcher in
The Living Life to the Fullest Project — we were advised as to the benefits of
online spaces towards building meaningful relationships with disabled young
people. Lucy explained how virtual environments are critical to her advocacy
and activist work and, in short, we listened, and this conversation significantly
shaped inquiry moving forward. From this, online advertising through the
project website and social media led to prospective co-researchers making
initial contact (typically through Facebook Messenger) and eventually join-
ing the Collective, enabling a radical revision of the didactic ways in which
research into disabled young people’s lives is typically carried out.
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THE CO-RESEARCHER COLLECTIVE: NEW WAYS OF WORKING

The entire project, including the writing of this book, involved us all working
together as a Collective and adopting new ways of working. As mentioned
above, the project was co-led by disabled young people via The Co-Researcher
Collective and three university-based academics, each who themselves have
lived experience of disability in different ways — as disabled people, carers and
allies. We sought to use anti-ableist and anti-disablist approaches that often
involved being creative in how we approached research tasks. This includ-
ed using virtual spaces and methods for research; creating an environment
in which we could be open about and identify each other’s differences and
needs; understanding the importance of taking our time, and incorporating
this understanding into our working practices (see Chapters 3 and 7). The
creativity elicited from these ways of working as a Collective highlighted the
possibilities of what disability can bring to everyday life, as well as research
practices and inquiry. As a Collective, we understood the value of disability
and difference and that, by their very nature, these unique ways of being can
be positively disruptive to normative ways of working (see Chapter 7).
Initially The Co-Researcher Collective came together as a group of rela-
tive strangers but over the course of this project our relationships with one
another have evolved into something none of us predicted. For us, as disabled
young people exploring the life experiences of our peers, it was inevitable that
we were going to be personally touched by the data and broader material. For
many of us it was the first time we saw our own experiences reflected back at
us and our collaborative discussions enabled us to challenge our internalised
ableism. One of the few times we met in a physical space was at the project’s
residential Analysis Retreat where we analysed our data together, immersing
ourselves in participants’ stories and sharing our own experiences as part
of the analytical process (see Chapter 3). This was a very impactful time for
those involved and we believe that being together in a safe space allowed a
greater emotionality into the process as we examined our own lives. In fact,
each one of us shed a tear during this time. We feel the mutual understanding
and friendships that have developed through our meetings and WhatsApp
conversations have led to increased intimacies, facilitating a richer content for
this book. The Co-researcher Collective became a force of its own and our
relationships became deeper than a team simply collecting and analysing data
together. We have both commiserated and celebrated with each other through
life events from moving locations and struggling to recruit personal assistants
to finally being successful in winning ‘fights’ for funding. Throughout, there
has been an innate understanding of the challenges these things pose and it
has become a safe space to voice these frustrations within the group where
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so often these experiences are silenced. In many ways, we created a solidarity
between us which Ahmed (2004, p. 189) notes:

Solidarity does not assume that our struggles are the same struggles,
or that our pain is the same pain, or that our hope is for the same
future. Solidarity involves commitment, and work, as well as the
recognition that even if we do not have the same feelings, or the
same lives, or the same bodies, we do live on common ground.

Furthermore, the ‘access intimacy’ that Mia Mingus (2011) discusses in her
blog about crip solidarity was at the heart of the project and strengthened the
bonds within The Co-Researcher Collective and broader team. To clarify our
use of the word crip, we follow Hamraie and Fritsch (2019, p. 2) and reify it
as ‘the non-compliant, anti-assimilationist position that disability is a desir-
able part of the world’. Mingus (2011, n.p.) explains:

[...] access intimacy is that elusive, hard to describe feeling when
someone else ‘gets’ your access needs. The kind of eerie comfort
that your disabled self feels with someone on a purely access level.

This access intimacy that we enact together as a team denotes closeness,
friendship and solidarity in our project as ways to extend thinking about
the affective politics and emotionality of inquiry. We note this here, because
despite these intimacies, in nearly four years of working closely together, we
have seldom ever been in the same room, or shared physical space. Our point
here, then, is to counter normative ideas of face-to-face work as a point of
superiority in qualitative research and to affirm technologies as spaces ripe for
human and affective connection, nurture and care, especially for marginalised
people who experience barriers in the physical and social world.

Co-researcher Sally summarises [and writes] what crip solidarity has meant
to her: Joining The Co-Researcher Collective has benefitted me personally in
addition to being a group doing fab quality research into the lives of young,
disabled people. This is because it is a group formed of amazing, strong,
young disabled women who are making waves in and outside the spheres of
disability studies and activism. They have challenged me to believe in myself
more, value and trust my own experience and allowed me the space to grow
in the field of research. Not only that but they are bold, powerful women who
have taught me that I am far more capable than I realise and inspired me to
push the limits of my own and society’s expectations.

Everyone involved in The Living Life to the Fullest Project has been keen
for its impact to reach beyond inquiry and the words you will read in this
book. It is our wish that this inspires a shift in how research with disabled
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young people is conducted and truly embeds the principles of co-production,
as opposed to the often tokenist efforts to include disabled young people in
research (Whitney et al., 2019; Liddiard et al., 2018). In our project, disabled
young co-researchers had the flexibility and influence to steer the direction
of this project. Arguably, the final result is something which likely would not
have had the chance to materialise had it been led only by academics based in
universities. As a way to encourage this kind of co-production to take place
within other settings and across projects we have developed a co-production
toolkit that we titled Why Can’t We Dream? as one of the key legacies of
this project (https://whycantwedream.co.uk/). We discuss the toolkit and its
application in Chapter 8.

WHAT FOLLOWS IN THIS BOOK?

Whilst we have tried to capture and portray the wide range of topics that
disabled young people discussed in our research, a book such as this could
not reflect the vastness and depth of issues raised. This book serves to high-
light some of the key themes that emerged from our collaborative analysis
that we have deemed pertinent to representing the realities of our disabled
young participants living with LL/LTIs. However, every disabled young per-
son experiences life differently and will always have different stories to tell.
We hope this book introduces the reader to this rich and much needed area
of study.

It was our intention all along to make this book as accessible as possi-
ble to ensure that a diverse range of people could take something from it,
whether that be social workers, academics, students, young people or families.
We were particularly keen for it to be accessible to disabled young people
themselves. Although the life experiences and the paths that led us to work-
ing together as a Co-Researcher Collective were diverse, what united us was
a sense of loneliness some of us had all experienced at various points in our
lives as disabled young people. We therefore wanted the book to represent the
solidarity of disabled young people in living their lives despite the challenges
often involved in living within and through ableist contexts that often exclude
us (see Chapter 2). It is our hope that disabled young people will feel reas-
sured that they are not alone in their experiences, in the same ways we all did
when we came together as a Collective. For many co-researchers, this book
became a personal legacy, a way to leave a mark on the world and carry our
messages forward when we are no longer here. We will talk more about the
importance of our legacies in Chapter 9.
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