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Abstract 

The aim of this study was to explore the lived experience of transition from 

adolescence to adulthood for young people living with cerebral palsy and in so 

doing inform occupational therapists, and others, as to what might promote 

positive life opportunities. The research question asked what is the lived 

experience of transition from adolescence to adulthood for young people with 

cerebral palsy?  

A public involvement group informed the design which was based on 

hermeneutic phenomenology. Purposive sampling was used to recruit six 

participants between the ages of 18 to 25 years, living with cerebral palsy as 

permanent wheelchair-users, recruited via the voluntary sector and media 

adverts. Data were co-generated via written accounts and interviews with each 

participant with analysis informed by hermeneutic and existential theory. The 

findings relate largely to an understanding of the body, the perception and 

influence of others, and being understood and heard in the world. These are 

presented initially in the form of hermeneutic stories and then through three 

eidetic themes  - the storm of uncertainty, capsizing in a world of others, and 

securing anchorage.  

Implications for practice include the need to recognise that services might be 

failing, professionals are encouraged to listen more to young people, service 

integration across health, social care and education is necessary, and that the 

culture of these needs to change. Recommendations are for service integration 

to be prioritised followed by provision of coordinators for each young person, to 

work more effectively with families whilst preparing young people for 

independence, and to invest in new strengths-based services based on equality 

and partnership across the adolescent to early adulthood period.  

Phenomenological insight is provided via revelation of being-in-the-world with 

others, being judged, the perception of others, and a desire to be understood 

and dwell in a safer world. The implications for practice and recommendations 

encourage those who work with young people living with severe disability to 

reflect upon the efficacy of services and encourage deep change across health, 

social care and education so as to enhance life opportunities.   
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Chapter 1 Introduction 

 

1.1   Introduction 

In this thesis I present a hermeneutic phenomenological study concerning the 

transition from adolescence to adulthood for young people living with cerebral 

palsy. Understanding cerebral palsy as a medical condition has relevance, but 

so too is consideration of the social circumstances in which people live their 

lives. In this way, for children growing up with cerebral palsy and for young 

adults living their lives, the relevance of the environment is important too.  

My curiosity in this subject has grown over the last 20 years during my practice 

and teaching career as an occupational therapist with a deepening interest as to 

what life is like for young people living with a high level of disability. I hope this 

study is helpful for professionals working with young people in health, social 

care and education and that the implications for practice and recommendations 

outlined in Chapter 7 inspire progressive change. For people living with cerebral 

palsy, and for those close to them, I hope the consideration of this phenomenon 

in relation to social aspects such as stigma and discrimination will be 

encouraging too, which throws light on this phenomenon in a novel, important 

and interesting way.  

As will be explained, this study possesses a deep existential orientation with 

consideration as to what we may understand in terms of disability and human 

rights. What follows is an exploration relating to life’s journey through 

adolescence to adulthood for the young people who participated in this study. 

Readers may want to consider how the young people experience their body, 

their outlook on life, as well as the many complex and varied relationships they 

experience. As will be seen, there are episodes of excitement and danger, 

unpredictability and surprise, which I hope encourage a pondering as to what 

life is like for young people living with cerebral palsy as they become adults. To 

prepare readers, this chapter provides a summary of the phenomenon of 

interest, the study’s aim and research question, an overview of the methodology 

and method, some consideration as to the researcher’s position, and an outline 

of the thesis structure.  
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1.2   The phenomenon 

According to Van Manen (1997) good phenomenology requires clarity as to the 

phenomenon of interest which is the starting and end point for lived experience 

research. As will be seen I have relied principally on Van Manen (1997) who 

calls for those interested in phenomenology to remain focussed on the 

phenomenon. The literature review, in Chapter 3, shows that growing up with 

cerebral palsy is a challenging period and it is this lived experience of 

transitioning from adolescence to adulthood for young people living with 

cerebral palsy and a high level of disability in the United Kingdom (UK) that I am 

interested in.  

This curiosity of mine grew whilst practising as a community occupational 

therapist working with young people living with high levels of disability. One 

young man I remember well was intelligent, witty and ambitious, aged about 16 

years when we first met, living with quadriplegic cerebral palsy. His home was 

warm and welcoming with loving parents and siblings, and I remember his 

ambition to leave home and attend university. Despite substantial effort this 

never happened and the convenience of studying via the Open University 

became an inevitable decision. I still think it a denial of opportunity for this 

young man not to be able to make the decision he desired. This consideration 

as to my own experience as well as the experience of others has been 

influential in my understanding of lifeworld research, as Van Manen (1997: 57-

58) says “…to show that the author recognizes both that one’s own experiences 

are the possible experiences of others and also that the experiences of others 

are possibly the experiences of oneself.”  

When we consider the living of life with disability we might know much about 

wheelchairs, posture and manual handling, informed by robust scientific 

evidence, but it seems we know little about the lived experience for those in the 

UK with a high level of disability during the transition from adolescence to 

adulthood. As will be shown, there is research from elsewhere in the world but 

the context of growing up and maturing in the UK and becoming an adult is 

missing. The phenomenon of interest, therefore, is the lived experience for 

young people in the UK living with cerebral palsy and a high level of disability as 

they transition from adolescence to adulthood.  
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1.3   Study aim and research question 

The aim of the study was to explore the lived experience of transition from 

adolescence to adulthood for young people living with cerebral palsy and in so 

doing inform occupational therapists, and others, as to what might promote 

positive life opportunities. This aim provoked curiosity on my part regarding 

maturing and growing up with cerebral palsy and informed the research 

question: what is the lived experience of transition from adolescence to 

adulthood for young people with cerebral palsy?  

The question was finalised following a meta-ethnographic systematic review of 

the literature, see Chapter 3, and readers are encouraged to consider how we 

might understand the transition years and what this lived experience might 

mean regarding the provision of health, social care and education services. In 

2019 the Royal College of Occupational Therapists (RCOT) began working with 

the James Lind Alliance (JLA) to set priorities for occupational therapy research, 

as such the focus on what matters to those accessing and delivering services is 

important which relates well to the aim of this study (RCOT, 2019a; Watson, 

2021). 

 

1.4   The methodology and method 

The research paradigm underpinning the study was based upon interpretivism. 

Following consideration of a variety of qualitative methodologies, hermeneutic 

phenomenology was decided upon to explore the existential, lived experience of 

transitioning from adolescence to adulthood, with data co-generated via written 

accounts and unstructured interviews. The participants consisted of three men 

and three women, aged between 18-25 years, living with cerebral palsy as 

permanent wheelchair-users. The research was carried out with a strong 

philosophically informed design drawing upon Heidegger (1973), and 

phenomenological method according to Van Manen (1997), and hermeneutic 

stories influenced by Crowther et al. (2017). In the writing of this thesis I have 

been influenced by the work of others drawing upon Van Manen (1997) to 

provide philosophically informed and phenomenologically evocative research 

including Adams (2008), Elley-Brown (2015), Farcus (2012), Van Manen 
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(2013), Williamson (2005) and Wright (2013). Of particular importance was my 

understanding of the natural and phenomenological attitudes, hermeneutic 

phenomenological reduction and the epoché as understood by Van Manen 

(1997) which I explain in Chapters 4 and 5. 

 

1.5   Reflection and the researcher’s position 

I brought to the study many assumptions, these included my view that all of us 

are part of a world within which we are deeply connected with others, our own 

body, shared spaces, time, and relations – an existentialist position in-keeping 

with many phenomenological scholars including Heidegger (1973) and Van 

Manen (1997). It is important to understand and recognise such assumptions in 

order to trust the way in which research is carried out and enhance confidence 

in the findings. As Heidegger (1973) argues, the world may always be out there, 

to be found out about, yet my view is that there is an interdependence between 

us all and the social world in which we live and share with each other.  

Heidegger (1973) describes this in terms of ‘Dasein’, or being-in-the-world, 

which provides an existentialist view of human beings engaged with the world 

around them, and it is the interplay within this world of people, relationships and 

things that brings about meaning. As such, reflection as to my position and 

understanding of the world I considered crucial in order to bring about openness 

on my part. My understanding of the phenomenon, therefore, has been built 

upon a deeply considered reflective stance, and an ongoing endeavour to 

remain as open-minded as possible, providing evocative findings which remain 

faithful to the lifeworld of the participants. 

 

1.6   Thesis structure 

The thesis consists of eight chapters with Chapter 1 preparing readers for what 

follows. Chapter 2 provides a background to the study and the phenomenon, 

encouraging readers to think about living with disability in the UK, and question 

the efficacy of health, social care and education services. Chapter 3 provides a 

meta-ethnographic systematic review of the literature, highlighting a crisis in 
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terms of transitioning from children’s services to adult services, and our 

understanding of empowerment and vulnerability for young people living with 

cerebral palsy. The literature is reviewed from a critical perspective in relation to 

disability and human rights, and has contributed to the evidence base in this 

area (Boyle et al., 2020). Chapter 4 details the theoretical approach informing 

the study design, with Chapter 5 outlining the ethical concerns and method 

used. These two chapters provide substantial detail with which to understand 

how the research was carried out.  

The findings, in Chapter 6, are extensive thereby privileging the voice of the 

participants. Their lifeworld comes through via hermeneutic stories, and eidetic 

themes, which capture the existential ways of being in the world for the 

participants as they navigated the transition from adolescence to adulthood and 

became adults. Chapter 7 highlights my position in relation to the phenomenon 

through a discussion relating to the lifeworld for the young people, and what the 

implications for practice might be along with recommendations. Readers might 

judge my interpretations, as I examine the findings in relation to my 

understanding of health, social care and education in the UK, and I hope will be 

enthused to contribute towards debate to improve services. Finally, Chapter 8 

provides a succinct conclusion. Throughout the thesis, entries from my 

reflective journal are provided, these share my journey, show my attempt to 

remain open-minded and faithful to the phenomenon, and enhance confidence 

that each chapter has been carefully considered and written to reflect and 

understand my role and influence in the research.  
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Chapter 2 Background 

 

2.1   Introduction 

This chapter examines the background to the study before the critical review of 

the literature in Chapter 3. I provide below an overview of my understanding of 

disability in relation to the World Health Organization’s International 

Classification of Functioning, Disability and Health, commonly known as the ICF 

(World Health Organization [WHO], 2002), and the social and biopsychosocial 

models, and what we might understand by transition in the context of this study. 

I challenge the common understanding of cerebral palsy as a lifelong condition 

encouraging instead a consideration of life as lived-through the body with 

disability and with some regard to vulnerability and freedom from an 

occupational therapy and lifeworld perspective. In this way, this chapter 

attempts to leave readers with an understanding of my interest in the subject as 

an occupational therapist, and invoke curiosity as to the lived experience of 

transition from adolescence to adulthood for young people living with cerebral 

palsy thereby providing a rationale to investigate further. 

 

2.2   A personal understanding of disability 

In the UK the number of people who consider themselves disabled is 

approximately 14 million, or one in five of the population, a number which has 

been increasing (Department for Work and Pensions, 2018). Under the Equality 

Act 2010 a person is considered disabled if they have a long-standing illness, 

disability or impairment resulting in substantial difficulty with daily activities. I 

prefer the WHO’s (2002) ICF definition where disability is understood as an 

umbrella term for impairments, activity limitations and participation restrictions. 

Specifically, disability is understood as the interaction between an individual’s 

health condition, and personal and environmental factors such as negative 

attitudes, inaccessible environments, and limited social support (WHO, 2002). 

Being disabled therefore, is more than a health issue, but rather a complex 

interaction between the features of a person’s body and that of the society in 
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which they live. This definition seems sensible, however, there are limitations. 

Arguably, there has been too much of an emphasis on ‘impairments’ and 

‘activity limitation’, and the third dimension, in terms of ‘participation restrictions’, 

might be especially relevant when considering what life is like living with 

disability.  

I remember reading Tom Shakespeare’s Disability Rights and Wrongs 

(Shakespeare, 2006), several years ago, which affected me greatly. The cover 

image of an unwelcoming commode conveys an immediate harshness and 

embarrassing representation as to what rehabilitation might mean for people 

living with disability. At the same time, I had substantial experience of being part 

of services that I felt confident brought improvement to people’s lives, but the 

possibility of being perceived as oppressive has remained with me, influencing 

my thoughts regarding disability and human rights. This rights-based 

consideration of disability I understand as compatible with the research being 

encouraged by the RCOT (2019a), including how we can make a difference, 

improve person-centred care, work with families and carers, consider both 

physical and mental health, and support teams and services to work together. 

As I became more curious about the lives of the young people and their own 

perspective as to their life, I began to think more about ‘being disabled’ and 

participation restrictions within British society. Much of the research I read was 

influenced by the ICF, which dominates the rehabilitation field with many studies 

drawing upon this model (Shakespeare, 2019; Shakespeare et al., 2018). Yet 

Shakespeare (2014) highlights that rehabilitation, in terms of lived experience, 

is under-researched and neglected. Interestingly, the Convention on the Rights 

of Persons with Disabilities (United Nations [UN], 2006) conceptualises 

rehabilitation as a broad process of social transformation, which increasingly 

appealed to me as my research ideas were fermenting.  

It seems there is much for rehabilitation professionals to learn from disability 

scholars such as Shakespeare (2006, 2012, 2014, 2019), and this thesis 

contributes to the literature linking rehabilitation with disability studies. The voice 

and position of people living with disability is important for me as an 

occupational therapist and researcher with an interest in wellbeing and quality 



18 
 

of life. I recognise there have been substantial improvements in health care 

leading to greater patient-led services, with an increasing consideration as to 

wellbeing and the seeking of an alternative philosophically informed way to 

understand care (Dahlberg et al., 2009), this is a direction of travel I am keen to 

contribute towards. 

I qualified as an occupational therapist in 1999, initially working for the National 

Health Service (NHS) in mental health services, before taking up a social care 

position in the community working mainly with people living with high levels of 

disability. This role adhered to a social model of disability, which I found 

appealing. My supervisor at the time helped me to consider the needs and 

lifestyles of people living with disability who might have much going on in their 

lives apart from what they could, or could not, physically do. For many years I 

practiced, therefore, learning about life with disability, reading rehabilitation and 

human sciences research, which helped me to increasingly understand the 

diverse communities within which my clients lived. As such, illness, pain, and 

function, as well as poverty, stigma and housing, all contributed to how I 

understood disabled people’s lives. 

For some, overcoming the difficulties faced by people living with disability 

requires interventions to remove environmental and social barriers more than 

any other. According to Oliver (1990), the social model views disability as a 

social construct that results in barriers for disabled people in a world that is itself 

disabling. This model, for many years, resonated with me as I recognised there 

was a disparity between those living with disability and those who have 

influence over their lives. For Oliver (1990), the social model provides an 

explanation that defines life with disability as a form of social oppression, 

arguing that the dependency disabled people experience is the creation of a 

‘disabilist’ society. In this way, people living with disability are forced into 

dependency, and greater respect for human rights is necessary for true 

independence. 

My practice experience often prioritised independence but what this meant for 

people living with disability could differ to the professionals working with them. 

As Evans (1993: 63) explains “Life is more than just a house and getting up and 
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going to bed. Independent Living is about the whole of life and it encompasses 

everything. We want equal opportunities. We want citizenship”. As an 

occupational therapist, I found myself questioning just how much my profession 

ever was influenced by the social model, as McCormack and Collins (2010: 

340) explain there is “an overemphasis on occupational therapy intervention 

that is aimed at remediating individual deficits, rather than intervention that 

takes a broader societal approach to enablement and social inclusion”.  

Shakespeare (2014) commends the social model for mobilising power and 

redefining disability resulting in fewer barriers and development of independent 

living. However, his view is that the social model has become increasingly less 

relevant calling for a greater emphasis on equality. He highlights the benefits of 

reducing barriers, arguing that “An accessible environment minimises the 

inconvenience of impairment, but does not equalise disabled people with non-

disabled people” (Shakespeare, 2014: 44). It is this very point regarding equality 

that is at the core of Shakespeare’s critique as he sees disabled people as 

always having less flexibility and fewer choices than non-disabled people, and 

that it is equality that needs to be prioritised. 

Similar to Shakespeare (2012, 2019), my view is that disability is best 

understood in relation to both health and human rights, hence must be 

considered in relation to the wider world in which people live, and not just in 

terms of a diagnosed condition. As an occupational therapy student in the 

1990s, the majority of my placement experiences were highly medicalised. This 

fitted with my way of learning at that time, however, maybe there was a neglect 

of time and space to listen to the expertise of the people we provided a service 

for.  Increasingly, during my career, the relationship between therapist and 

client, and the position of people living with disability in our society, has 

influenced my thoughts about knowledge, values, culture, health and human 

rights. 

The social model has influenced policy development to enhance independent 

living through legislation, such as the Disability Discrimination Act 1995, and 

Equality Act 2010; the latter providing specific protection for people with 

disabilities (Berghs et al., 2019). However, Oliver (2013a) highlights that with a 
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focus on impairment the political emphasis of the social model is undermined 

encouraging instead consideration of alternative models to develop campaigns 

to improve disabled people’s lives. The biopsychosocial model is an alternative 

way in which to understand disability synthesising the medical and social 

models (Barnes and Mercer, 2010; Engel, 1977). This approach opposes the 

dominance of the medical model which might focus on what is wrong with 

individuals and instead advocates a combined consideration of the biological, 

psychological and social factors affecting individuals and families (Morrow, 

2004). Indeed, occupational therapists are required to “understand the use of 

the current philosophical framework for occupational therapy that focusses on 

service users and the biopsychosocial model”, an approach which is endorsed 

also by the WHO (Health and Care Professions Council [HCPC], 2013: 13; 

WHO, 2002). 

This increasingly influential way of understanding disability provides a helpful 

framework in which to consider life as a young adult living with cerebral palsy 

and is reflected widely in the literature (Dunstan and Covic, 2006; Morrow, 

2004; Nicassio et al, 2011; Spector and Orrell, 2010). I have found the 

biopsychosocial model influential when thinking critically about clinical practice 

and how services might develop to become more sensitive to the needs of 

young people. Spector and Orrell (2010) describe the biopsychosocial model as 

providing an understanding of the inter-relationship between psychosocial and 

biological processes and that within these are fixed factors not amenable to 

change (such as clinical history and age) and tractable factors which are 

changeable (including family structure, pain, and opportunity to participate in 

activity). Following Spector and Orrell (2010), aspects of living with disability are 

likely to be beyond the control of the individual and their environment, whilst 

other factors might be influenced with the potential for improvement.  

To understand disability in this way makes sense when considering what life 

might be like as a permanent wheelchair-user, how much choice people have, 

and what do we know about existence in the world for young severely disabled 

people. Oliver (2013a) would scorn those who viewed young people living with 

disability as tragic victims, instead calling for action, yet accepting reform to the 
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social model. Berghs et al. (2019: 4) add to this argument calling for a stronger 

social model based upon human rights: 

We would argue that the current approach of focussing on the 
removal of barriers, attitudinal change and what adjustments 
are ‘needed’ does not encompass social, medical or even 
charity models of disability. Instead, it creates the boundaries of 
what a lack of citizenship, and by extension rights, implies, in 
terms of a life that lacks true citizenship, and rights in society. 
This is why, we assume, disabled people argued for a social 
model of human rights, because they felt that their human 
rights were being denied and eroded by society. It also points 
to what they wanted the social model to enable, because it is 
currently missing in the United Kingdom – rights to be human.  

 
Berghs et al.’s (2019) argument is compelling which pushed my thoughts 

towards an existentialist view of being human, as life with a high level of 

disability for young people with cerebral palsy is a phenomenon that belongs to 

their everyday existence. To be living with a high level of disability, whilst 

maturing into adulthood, can be experienced differently at different times and in 

different circumstances. It may appear logical to draw upon the biopsychosocial 

model and its possibility for greater holism in terms of care but this model too 

has been critiqued, not least for the potential of over-medicalising the human 

condition and raising the question as to the boundary between normal and 

abnormal health (Pilgrim, 2015).  

To illustrate this, we might reflect upon how we understand ‘non-disease’ as 

described by Smith (2002) including ageing, boredom, freckles, and loneliness 

for example. Pilgrim (2015: 175) describes some tension in this regard “……if 

asked, about the boundary between normal and abnormal health. At that 

boundary are contested conditions, derided and eschewed by some 

professionals but gladly medicalized by others (and their grateful patients)….”.  

Nonetheless, an understanding of disability as being multi-faceted and complex 

is necessary - but so too is sensitivity as to the experiential features of life with 

which to understand young people. This might encourage practitioners to 

consider the objective aspects of living with cerebral palsy and the nuances of 

subjective lived experience.  
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My view as to being and existing with physical disability and the consequences 

of disability, as well as societal response, has been informed by my 

understanding of the above models and the literature in the fields of 

occupational therapy, physiotherapy, nursing, sociology and disability studies. 

There are differing views as to the nature of living with disability, however, and 

the ways in which disability is perceived and understood. Such views have 

contributed towards debate, increasingly influenced by a growing understanding 

of human rights and values such as dignity and respect, which in turn has 

informed the way in which professionals perceive and understand disability. 

 

2.3   Transitioning towards adulthood 

According to Roebroeck et al. (2009), for young people living with cerebral palsy 

or spina bifida the transition from adolescence to adulthood is a critical period 

requiring a managed transfer of care with proper protocols and procedures. 

They identify a need for a lifespan perspective, calling for adequate follow-up 

into adulthood, and for professionals to increase their awareness of both the 

medical and social issues affecting children with disabilities. Other studies 

highlight the gap between children’s and adult services, the traumatic 

experiences for young people and their families, and the worry caused for 

parents (Berg Kelly, 2011; Gorter et al., 2011; Hamdani et al., 2011; Kingsnorth 

et al., 2011; Van Staa et al., 2011; Watson et al., 2011). 

A positive outcome to improvements in care for children with cerebral palsy is 

the increase in life expectancy, with 90% reaching adulthood, and 80% living to 

over 30 years of age (Hemming et al., 2006; Oskoui, 2012; Strauss et al., 

2008). The term ‘transition’ relates to young people between the ages of 16-21 

years (Bagatell et al., 2017; Binks et al., 2007) or sometimes 18-25 years 

(Carroll, 2015; Ridosh et al., 2011). Arnett (2015) describes these years as an 

‘emerging adulthood’ when young people examine their relationships, 

education, occupations and where they might live as adults. My study, as 

suggested by Ridosh et al. (2011), understands transition as the developmental 

period when adolescents become young adults whilst increasing self-

management of their condition and independence. In this way I am interested in 
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the becoming of an adult, experienced during what might be considered the 

transition years. 

As outlined above, it can be seen how the social and biopsychosocial models 

have informed our understanding of disability. These models have influenced 

the development of policy to integrate care planning in relation to service 

provision provided by the NHS, social care, and education services. Regarding 

the special educational needs and disabilities (SEND) experience in England, 

statutory guidance has been accused of lacking coherence (Robinson et al., 

2018). To provide clarity the Children and Families Act 2014 brought in 

measures to support young people living with cerebral palsy to make use of 

comprehensive education, health and care (EHC) plans. These were seen to be 

a way of providing a legal safeguard by which to ensure coordinated support 

across health, social care and education for young people up to the age of 25 

years.  

The aim was to provide a smoother transition into adulthood which would be 

embedded in the care planning for young people (Robinson et al., 2018). This 

joined-up way of working between health, social care and education requires 

the young person to be placed firmly at the centre (Children and Families Act 

2014), with service providers encouraged to have high expectations for 

employment, independence and community participation (Robinson et al., 

2018). Arguably, the Children and Families Act 2014 contributes towards a 

legislative framework, including the Equality Act 2010, with the worthy objective 

to eliminate discrimination. However, EHC plans have been criticised for an 

excessive focus on paid employment, whilst service providers have limited 

resources (Robinson et al., 2018). Robinson et al. (2018: 487) describe this as 

“work on the individual” rather than on society, and comment this is more a 

medical rather than social model approach. Nonetheless, the overarching 

endeavour to contribute towards a smoother transition from adolescence to 

adulthood is laudable, and in-keeping with the National Institute for Health and 

Care Excellence (NICE, 2017) guidelines, which recognise the importance of 

developmental, health and social care needs as well as learning and 

communication. 
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Few studies attempt to capture the existential meaning of transitioning from 

adolescence to adulthood, and especially regarding the lived experience in the 

UK. Studies from elsewhere, however, are informative stimulating curiosity as to 

the lived experience in the UK. In Canada, Shikako-Thomas et al. (2013) were 

interested in parental views regarding quality of life for their children. Their 

grounded theory supports an argument for adolescents’ and parents’ accounts 

to be considered when planning interventions, however, they focussed on 

parental views and not the young people themselves. Burkhard (2013) carried 

out a similar study using phenomenology to explore mothers’ experiences 

caring for an adolescent or young adult with cerebral palsy. The findings are 

evocative, with moving and compelling quotes that relate to themes around 

managing an unexpected life involving many challenges, and recognition of 

one’s own mortality. There are mixed feelings of joy and guilt, with real 

happiness expressed too, and deep concern about ensuring that everything 

possible is done (Burkhard, 2013). Again, little attention is given to the personal 

lived experience of the young people themselves, stimulating curiosity as to 

their lifeworld. 

According to Pountney et al. (2004) movement and biomechanics are 

interrelated, in this regard NICE (2016a) recommend postural management to 

manage spasticity. Therapeutic interventions available for young people with 

cerebral palsy have often been designed to promote normal motor control, 

improve practical ability and reduce the progression of deformity (Pountney et 

al., 2004). It is likely therefore that the use of postural support and wheelchairs 

contributes towards management of deformity and improvement of quality of life 

for children and young people (Ryan, 2016; Ryan et al., 2009; Ryan et al., 2014; 

Stier et al., 2016). This life, as a young person reliant on specialist equipment, 

fostered my curiosity as to their sense of belonging as wheelchair-users, and 

our understanding of being human in such circumstances. 

There are a wide range of electronic and adaptive technologies available to 

people with cerebral palsy, but provision across the UK is inconsistent (Whizz-

Kidz, 2011). According to Henderson et al. (2009) such technologies can 

increase functioning and participation but there is limited research informing as 

to their use. The WHO (2008) highlights the importance of appropriate 
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wheelchair provision, without which disabled people will experience unequal 

opportunities. My curiosity therefore about the lifeworld of young adults living 

with cerebral palsy includes an interest in their experience as permanent 

wheelchair-users. 

Many young people living with cerebral palsy find the transition from 

adolescence to adulthood as a stressful and negative period in their lives (Berg 

Kelly, 2011; Gorter et al., 2011; Hamdani et al., 2011; Kingsnorth et al., 2011; 

Van Staa et al., 2011; Watson et al., 2011). The need to improve transition 

arrangements for young people with disabilities in the UK and achieve the right 

to be included in mainstream society was firmly placed within the context of 

national guidance at the beginning of the century (Department of Health [DoH], 

2001). When we draw upon research from elsewhere in the world there appears 

to be greater awareness that an integrated and holistic approach to transition is 

necessary. The argument for increased coordination between children’s and 

adult services and between health, social care and education is therefore 

strong. According to Cooley et al. (2011) this may require joined-up working at 

an early stage during the transition process, possibly as young as the early 

teenage years, but arguably needs to be informed by robust research that 

throws light on the lived experience for the young people themselves. 

 

2.4   Living with cerebral palsy through the body 

I consider it important to better understand what life is like for those living with 

cerebral palsy as this is one of the largest groups of people living with disability 

(Usuba et al., 2015), and is the most common major disabling disorder of 

childhood affecting individuals throughout the whole of life (Rosenbaum et al., 

2007; Westbom et al., 2011). Cerebral palsy affects between two to three 

people per 1,000 in developed countries (Oskoui et al., 2013). In the European 

Union approximately two per 1000 live births are affected by cerebral palsy 

(Surveillance of Cerebral Palsy in Europe, 2021). In England and Wales, it was 

estimated that 22,100 children between the age of 3–15 years would be living 

with cerebral palsy by 2020 (Glinianaia et al., 2017). Previous estimates of the 

prevalence in the UK were calculated via sources over 20 years old (Colver et 
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al., 2000; Pharoah et al., 1998; Surman et al., 2003), however, it is commonly 

recognised that this condition affects one in 400 children (SCOPE, 2021). 

For young people with cerebral palsy there has been no sudden or traumatic 

incident requiring adjustment to life, instead they have grown up with this 

condition, with 90% reaching adulthood (Cassidy et al., 2016). It may be 

reasonable to consider life with cerebral palsy as an experiential position with a 

lifelong disabling condition, however, my view is that there is much we do not 

know about living through the body in time and space, and how relationships 

might be experienced. As Finlay (2011: 29) says “It is impossible to separate 

our bodies from who we are and what we do in the world. Our body is the 

vehicle for experiencing, doing, being and becoming”.  

The focus of this study is more about quality of life and wellbeing for young 

people living with cerebral palsy rather than understanding of the medical 

condition itself. Nonetheless, some detail of the condition is helpful. Cerebral 

palsy is usually caused by an injury to the brain before, during or after childbirth 

(Levitt, 2010). It is a term that covers a range of non-progressive conditions that 

affects an individual’s ability (Levitt, 2010). Types of cerebral palsy include: 

spastic, which might cause muscle stiffness and decrease range of movement; 

athetoid or dyskinetic, which impacts on the ability to control muscle tone 

resulting in involuntary movement; and ataxic, where individuals experience 

difficulty with maintaining balance and have poor spatial awareness (Levitt, 

2010). These types can be combined for any one individual affected. As well as 

physical ability, cerebral palsy can affect vision, communication and learning, 

and depending on the location and extent of damage to the brain epilepsy can 

also be a factor.  

In the UK, the Gross Motor Function Classification System (GMFCS) (Palisano 

et al., 2007) is commonly used to classify distinctions between levels of motor 

function. These are based on functional abilities rather than quality of 

movement and can consider the need for assistive technology. The purpose of 

the GMFCS is to classify a child's presenting gross motor function, at the time of 

assessment, and not to judge quality of movement or potential for improvement. 

Classification of motor function is dependent on age, and especially so during 
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infancy and early childhood. The GMFCS classifies children between levels I to 

V, with V being the most severe. Regarding young people with cerebral palsy 

and a GMFCS level of IV or V, Orlin et al. (2010) found that low participation in 

physical activities may have implications for health. The participants in my study 

were all living with a form of spastic quadriplegic cerebral palsy, and as 

permanent wheelchair-users were likely to have been classified as either level 

IV or V GMFCS during childhood. 

There is evidence suggesting that adults with cerebral palsy are severely 

affected by chronic pain, fatigue, social isolation and depression (Blackman and 

Conaway, 2014). As an experienced occupational therapist, I understand that 

cerebral palsy can severely curtail an individual’s capacity to function in society 

due to limitations with mobility and self-initiated movement (Wright-Ott, 2010), 

and that it is common for posture to be compromised affecting balance and 

movement (Levitt, 2010). As a consequence, limited ability to participate in life, 

or to be independent, often results in an existence with ongoing varying levels 

of disability. Blackman and Conaway’s (2014) study provides some 

understanding of the health-related experiences of adolescents with cerebral 

palsy; that this group have higher rates of developmental delay and intellectual 

disability and epilepsy might contribute towards reasons why they participate in 

organised activities less than other young adults. 

Disorders of movement and posture associated with cerebral palsy can lead to 

deformity which if not carefully managed during childhood contribute towards 

avoidable disability in later life (Levitt, 2010). According to Levitt (2010) the 

consequence of weak postural management during childhood can result in poor 

growth and health outcomes. According to Dodd et al. (2010), young people 

with cerebral palsy are generally considered to be an at-risk group for limited life 

opportunities as young, physically disabled people are often socially 

marginalised and deprived of the same life opportunities as non-disabled youth. 

In developed economies increasing numbers of people with cerebral palsy are 

living through to adulthood, although there appears to be limited research 

examining long-term health, functional activities and participatory outcomes 

over the lifetime (Frisch and Msall, 2013).  
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Typically, between the ages of 20-30 years young people complete their 

education, start careers and settle into relationships (Reddihough et al., 2013). 

However, adults with cerebral palsy are more likely to be disadvantaged in 

terms of recreational activity, socialisation and employment (Zaffuto-Sforza, 

2005). Reddihough et al. (2013) found that young adults with cerebral palsy are 

both functionally and socially disadvantaged compared with their non-disabled 

peers. They compared young adults with cerebral palsy aged 20-30 years with 

those without disability and found young people with cerebral palsy to be 

achieving less in education, more likely to be unemployed, have limited financial 

resources, be single, and live with their parents. Reddihough et al. (2013) 

recommend research to determine the role of therapies, accommodation, and 

employment services, suggesting a greater understanding of the support 

systems that might help young adults to participate in society is necessary. 

According to Orlin et al. (2010), although the aim of rehabilitation is often to 

enhance participation in home and community activities, for young people 

severely disabled by cerebral palsy, a low level of participation has implications 

for fitness and health. This suggests that young people with cerebral palsy are 

more likely to be disadvantaged in terms of recreation, socialisation and 

employment due to poor health as well as disability. There are other studies that 

consider the experience of the individual. Sandström (2007), for example, 

interviewed 22 adults to acquire a deeper understanding as to how adults with 

cerebral palsy experience life and identified the importance for professionals to 

consider the individual needs of each person. Sandström’s (2007) findings 

illuminate issues such as self-image and autonomy, however, the study was 

carried out in Sweden with adults aged between 35-68 years and arguably the 

needs, wants and experiences of younger people in the UK may differ 

substantially. 

According to Usuba et al. (2015) little is known regarding the leisure time 

physical activity of adults with cerebral palsy, reflecting the findings of Shikako-

Thomas et al. (2008). Usuba et al. (2015) sought to compare participation in 

such activities by adults with cerebral palsy with the general population in 

Canada and found adults with cerebral palsy were more likely to participate in 

exercise at home which often related to personal rehabilitation (Usuba et al., 
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2015). However, participants varied greatly, with an age range of 23-42 years, 

and substantial differing levels of disability, from GMFCS level I to level IV 

(Palisano et al., 2007). It could be argued that their needs in relation to how 

they manage and live with disability differed greatly, and that findings relating to 

personal lived experience might be more informative. 

I understand cerebral palsy as a medical condition as described above, and 

recognise that deep knowledge of conditions is important for professionals, but I 

now wonder much more as to wellbeing and quality of life and the existential 

issues faced by young people living with disability. I question more as to what 

life is like, and what position do young people living with cerebral palsy find 

themselves in, and whether this brings participation in the world and freedom or 

conversely marginalisation and vulnerability. In this regard I am drawn to 

Dahlberg et al.’s (2009: 267) view: 

Without an explicit understanding of well-being, which includes 
the existential dimensions of freedom and vulnerability, health 
care policies and practice may be in danger of unreflectively 
assuming that health is just the absence of illness as well as of 
falling into the trap of seeing patients as only consumers of 
care. 

 
My interest in the transition from adolescence to adulthood for young people 

living with cerebral palsy has come from my practice experience of being part of 

services that did not seem to understand lived experience. When discussing 

disability with colleagues, there might have been inattentiveness as to what life 

is like, and instead discussion often focussed on function, posture or risk 

management. Gradually my consideration of living a life with disability became 

more aware of my own limited understanding, and my curiosity grew as to the 

lived experience for the young people I was interested in. This realisation of life 

with disability ‘as it is lived’ informed my thinking about the phenomenon from 

an increasingly existential perspective. 

During the design of this study, I found myself questioning the efficacy of 

occupational therapy and rehabilitation services. I reflected on my practice 

experience and recognised the need to learn directly from young people living 

with disability as I realised there was much I had probably all too often took for 
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granted. In this way the robust, scientific understanding of life with cerebral 

palsy as a lifelong condition had less relevance as I became far more interested 

in life as it is perceived and experienced. 

Occupational therapy training includes acquiring knowledge of medical 

conditions in terms of signs and symptoms, but also understands individuals as 

occupational beings with a desire for occupational meaning in life (RCOT, 

2019b). However, often my practice experience seemed to prioritise the former 

over the latter making me wonder about the world that is lived and experienced 

by the young people I worked with. Increasingly, I recognised there is much we 

do not know and I found myself looking for a more enlightened way to 

understand the lifeworld of the young people I was interested in. The danger 

was that professionals were seeing life as a disabled person in a different way 

to the people actually living the life. In this regard, young people living with 

cerebral palsy were at risk of not being existentially acknowledged, as 

understood by Dahlberg et al. (2009). In my experience, there was an 

arrogance at best within professional circles which disturbed me as the 

expertise of the people we worked with was neglected. This does not mean that 

professionals are required to relinquish knowledge, but rather might benefit from 

consideration as to their role from a broader position recognising the expertise 

of the young person as the one living the life we are interested in finding out 

more about (Dahlberg et al., 2009; Polkinghorne, 2004). 

In relation to illness, Toombs (1987: 224) describes a “decisive gap” between 

physicians and people living with illness, with the medical profession 

characterised by “habits of mind” prioritising scientific constructs. For Toombs 

(1987), the lived experience for the individual prevails diagnosis and a 

phenomenological approach helps to understand illness as it is lived. Such a 

way to understand life with disability makes sense; after all the lived experience 

of being a permanent wheelchair-user is likely to differ from one young person 

to another and will depend upon life history and personal meaning. It may be 

helpful then to shift how we see and understand life with cerebral palsy and 

disability, away from a medicalised understanding as a lifelong condition and 

more towards a world of immediate experience into which we want to acquire 

insight. Toombs (1987: 229) explains this well: 
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The eidetic approach makes possible a shared world of 
meaning between physician and patient. Such an approach 
requires that the physician temporarily set aside his 
interpretation of illness in terms of theoretical disease 
constructs, in order to focus upon and make explicit those 
characteristics that are fundamental to the experience of illness 
itself. Such characteristics include the perception of loss of 
wholeness, loss of certainty, loss of control, loss of freedom to 
act, and loss of the familiar world.    

 

2.5   A lifeworld-led perspective 

The above conveys some progression of my ideas and thoughts in relation to 

the phenomenon of interest, as well as reflection on my practice experience. 

What might come across is my desire to adhere to a philosophically informed 

way in which to understand the lives of young people living with cerebral palsy. 

A lifeworld-led perspective may be coming across too, and especially in relation 

to my consideration of being human and with this our sense of freedom and 

possible vulnerability. I would argue that a lifeworld-led perspective is in-

keeping with theoretical approaches to occupational therapy which advocates 

the need to understand the occupational nature of human beings and how we 

function in society (Christiansen and Townsend, 2010). 

Occupational therapists understand that it is the doing in life that defines 

humans as occupational beings (Kielhofner, 2008; Wilcock, 2006). With this in 

mind, occupational therapists commonly draw upon Townsend and Wilcock’s 

(2004) understanding of occupational rights including; the right to experience 

occupation as meaningful, to develop through participation in occupations for 

health and social inclusion, to exert autonomy via a choice of occupations, and 

the right to fair privileges for a diverse participation in occupations. The absence 

of these is likely to result in occupational injustice leading to occupational 

deprivation, imbalance, marginalisation and alienation (Christiansen and 

Townsend, 2010; College of Occupational Therapists [COT], 2017).  

Health professionals have been challenged to lead on changing systems and 

the culture of care for those affected by disability, and there is an increasing 

expectation to improve quality of life (DoH, 2012). Pemberton (2014: 221), 

states “Occupational therapists need to demonstrate not only their contribution 
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to self-management of conditions but also how they collaborate and enable 

people to live well”. It is in this regard that the link between occupational therapy 

theory and our understanding of the lifeworld is most relevant.  

Dahlberg et al.’s (2009: 265) argument for “lifeworld-led care” provides an 

existential view of being human and wellbeing with consideration of temporality 

(lived time), spatiality (lived space), embodiment and intersubjectivity. 

Consideration of these might encourage readers familiar with occupational 

therapy theory to think about how meaningful occupations might be denied, and 

the meaning of this in terms of space that is inhabited, living through a body that 

differs to others, relations with others, and time especially. When explaining the 

lifeworld-oriented view of wellbeing in relation to movement and peace, 

Dahlberg et al. (2009: 268) provide an evocative example of possible 

engagement and connection with others as follows which sits comfortably with 

occupational therapy theory: 

…one can imagine a woman with Alzheimer’s disease who has 
lost her recent memory. When she, however, is taken for a walk 
in a much loved garden she reconnects with much older 
memories, which gives her a sense of some continuity and a 
feeling of wellness. She finds a sense of a movement that is 
possible within her illness. 

 
The above summarises my view as an occupational therapist and how this 

study has been influenced by my understanding of lifeworld research which I 

expand upon in Chapters 4 and 5. Sandström (2007) highlights the importance 

for professionals to understand people with cerebral palsy as individuals in 

relation to function, self-image and autonomy, as well their perception of coping 

strategies. It is the subjective lived experience of the individual that is alluring in 

order to understand better existential meaning without reducing the complexity 

of a life as lived for those with severe disability. Dahlberg (2007: 195), in her 

seminal work about loneliness, captures this sentiment well when she states 

“Even to one person, loneliness can be experienced differently at different times 

and in different circumstances”. My lifeworld-led view, as an occupational 

therapist, is that research about living with disability, and becoming an adult, 

can draw upon such insight to throw light on the everyday existence for young 

people living with cerebral palsy. 
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2.6   Summary 

This chapter summarises the background to the study outlining contemporary 

understanding of disability in relation to the ICF, and the social and 

biopsychosocial models. The understanding of cerebral palsy as a medical 

condition, and its social consequences, has been explained within the context of 

my practice career showing how my thoughts have developed over time. People 

with cerebral palsy are living longer, and people living with disability and wider 

society are demanding more. As such there is an increasing recognition that 

there is an ethical and human rights dimension to the phenomenon of 

transitioning from adolescence to adulthood.  

The importance of living a life with meaning has been considered in relation to 

occupational therapy theory and how this links with lifeworld research 

encouraging readers to consider the phenomenon with greater curiosity as to 

the existential domains of time, space, relationships and the body. This chapter 

also summaries theory, legislation and some research throwing light on what life 

is like for those living with cerebral palsy. In reaching this position I became 

increasingly curious as to the lived experience of transitioning from adolescence 

to adulthood for young people with cerebral palsy and a high level of disability in 

the UK. The literature review to follow critically evaluates what is known in this 

area leading to a rationale for the study. In-keeping with my reflective stance, I 

now close this chapter with an entry from my reflective journal showing my 

thoughts at an early stage. 

…the relationship between therapist and client has influenced 
my thoughts about knowledge, values and culture which I 
believe to be complex. When I ask myself what I think about 
cerebral palsy, I know it’s a condition of the central nervous 
system but knowledge of the brain and the nature and extent of 
cerebral palsy I consider to be 'solid' and 'clear' and 'empirical'. 
Such knowledge is robust and unambiguous which I have 
found comforting. Of course, knowledge of a condition is 
important, but I wonder what life is like for such individuals, and 
how can modern services and our culture respond to provide 
better care and support (reflective journal – September 2016). 
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Chapter 3 Literature review 

 

3.1   Introduction 

This chapter critically reviews research relating to what is known about the lives 

of young people living with cerebral palsy. As will be seen I have sourced 

material that relates to various disciplines including occupational therapy, 

physiotherapy, and nursing. During the early phase of research design, I was 

struck by the abundance of quantitative research in this area, reading these 

provoked curiosity as to the wellbeing and quality of life for young people living 

with severe disability and the existential issues they may face.  

As suggested by Oliver (2013b), the literature review provides a foundation for 

my study outlining the current research base relevant to the lifeworld of my 

participants, as such the review focusses on qualitative research only 

encouraging consideration as to what we might mean by vulnerability and living 

through the body. I opted for a meta-ethnographic approach which allowed for 

opportunity to dwell upon the qualitative literature making time to listen and hear 

the voice of young people. I understand meta-ethnography as not being 

objective in as far as producing generalisable findings, but a useful method that 

allows for interpretation across studies to reveal more from previous research, 

rather than simply reviewing what has been done.  

As recommended by Boote and Beile (2005) for a good doctoral review, I have 

attempted to provide a scholarly consideration of the literature within a historical 

context, critically examining methods used, and synthesising existing literature 

to identify a gap in the evidence providing a rationale for the study. This 

chapter, therefore, aims to explore qualitative literature that relates to the 

transition experience from adolescence to adulthood for people living with 

cerebral palsy highlighting the challenges that are experienced and the need for 

further research. 
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3.2   Literature review method 

There are differing views as to qualitative literature review methods (Beail and 

Williams, 2014; Grant and Booth, 2009; Savin-Baden and Howell-Major, 2013). 

One issue is whether the findings of qualitative studies can be synthesised 

without losing the integrity of the original research (Jensen and Allen, 1996; 

Walsh and Downe, 2006). Aveyard (2007) claims that non-systematic methods 

of literature review are vulnerable as authors can simply select material that is 

most immediately available and which they mainly agree with. A more 

systematic approach was therefore required and I was inspired by the work of 

Britten et al. (2002), Finfgeld (2003), Jenson and Allen (1996) and especially 

Noblit and Hare (1988). In particular, I found myself drawn to the interpretive 

orientation of Noblit and Hare’s (1988) seven stage meta-ethnographic method, 

summarised below: 

• Identifying the area of interest 

• Deciding what is relevant 

• Reading the studies selected 

• Determining how the studies are related 

• Translating the studies to one another 

• Synthesis 

• Expressing the synthesis 

According to Hannes and Lockwood (2011) a qualitative synthesis of research 

can provide robust evidence to inform practice, and meta-ethnography was 

considered appropriate as this allows for reinterpretation of conceptual data 

transcending the findings of previous studies leading to new insights relating to 

the phenomenon of interest (France et al., 2016). The review was carried out in 

order to select a diverse range of literature that had direct relevance and to 

avoid the possibility of selecting studies that I was simply interested in. An open 

guiding question, as suggested by Hawker et al. (2002), was decided upon to 

ensure the synthesis was driven by the included studies’ findings, this was: 

what do we know about transition from adolescence to adulthood for young 

people living with cerebral palsy and disability?  
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3.3   Search strategy   

There is substantial literature relating to young disabled adults and those living 

with cerebral palsy. There are fewer that specifically focus on the phenomenon 

of maturing from adolescence to adulthood as a young person with cerebral 

palsy and a high level of disability, and no such studies that have been carried 

out in the UK. The challenge was to develop a rigorous search strategy to 

identify relevant material which might include both the narrower and wider range 

of literature relating to what we know about the lives of young people living with 

cerebral palsy.  

The WHO’s (2002) ICF, was drawn upon to provide a theoretical framework 

with which to search and interpret the evidence. Although dominant in the 

rehabilitation field (Shakespeare, 2019; Shakespeare et al., 2018), I wondered if 

there had been too much of an emphasis on the ‘impairments’ and ‘activity 

limitation’ aspects of the ICF, and considered ‘participation’ and ‘environmental 

factors’ as key when exploring what life is like living with disability. In this 

regard, I was curious about lived experience, and participation in the world, and 

the understanding of health, and disability, as a social and human rights issue 

as argued by Shakespeare (2012) and Shakespeare and Kleine (2013). This 

understanding aided a consistency with regard to body function and structure, 

activity, participation, the environment, and my own growing curiosity as to 

human rights and the lifeworld when developing concepts and synthesising the 

literature. 

A systematic approach was used to select and appraise studies which were 

then analysed. Drawing on and adding to the keywords used by Carroll (2015) 

in her study on health care transition experiences of young adults with cerebral 

palsy, several terms for young people living with cerebral palsy were used. I 

searched on title and/or abstract and limited returns to focus on articles 

published in English relating to disability, cerebral palsy, transition and young 

people. Figure I, via a Preferred Reporting Items for Systematic Reviews and 

Meta-Analysis (PRISMA) (Moher et al., 2009) diagram, illustrates this process, 

also see Appendix 1. Unsworth (2017, 2020) recommends adhering to PRISMA 

guidelines to help ensure transparency in the reporting of reviews. Search terms 
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and synonyms were devised and used on the following online databases due to 

their common use by healthcare researchers: 

• PubMed 

• Health Research Premium Collection (HRPC) 

• Allied and Complementary Medicine Database (AMED) 

• Cumulative Index to Nursing and Allied Health Literature (CINHAL) 

Published material was selected only as I was confident there was substantial 

literature in the public domain at an early stage of the study design. I recognise 

there is merit in reviewing grey literature but much of this I considered was likely 

to be weak in terms of the living of life through the body and our understanding 

of this, whereas the published literature in relation to the review research 

question was substantial. As a result, 75 records were identified dating from 

1/01/07 to 30/06/19, duplicates were removed and then titles and abstracts 

were screened to eliminate studies which did not meet the inclusion criteria, see 

Table I. The inclusion and exclusion criteria were decided upon via a PICo table 

for qualitative research, see Table II (Richardson et al., 1995). In addition, 

reference lists were screened and two further articles were sourced, this 

inspired a hand search of two specific journals, Child: Care, Health and 

Development and Journal of Pediatric Nursing, which identified two more 

articles, bringing a total of seven studies that were included in the review. 

The articles reviewed were: Freeman et al. (2018) who interviewed nine adults 

in Canada to find out about information received during the transition to 

adulthood; Bagatell et al. (2017), focus group study with nine adults in the 

United States of America (USA) exploring the transition experience; Carroll 

(2015) who interviewed nine adults in the USA about the meaning of transition 

to adult care; Björquist et al. (2014), focus group and interview study in Sweden 

with 12 young people about transition to adulthood and health, wellbeing and 

support needs; Larivière-Bastien et al. (2013) who interviewed 14 adults in 

Canada about their feelings during the transition process; Racine et al. (2013) 

who used an interview and questionnaire method in Canada with 14 adults 

about perspectives towards autonomy in relation to healthcare and; Darrah et 

al. (2010) who used interviews with 76 adults in Canada about education, 
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employment, transportation, and income schemes in relation to the transition to 

adulthood. 

The included studies are from three countries only; four from Canada, two from 

the USA, and one from Sweden. Participant numbers for six of the studies 

varied from nine to 14, with the seventh study consisting of 76 participants, 

ages varied considerably from 17 to 34 years. Six of the studies used 

interviews, two of these also used supplementary methods such as focus 

groups or questionnaires, one study used focus groups only. Despite the varied 

methods the included studies were all assessed as relating to the review 

question. According to Atkins et al. (2008) differing perspectives relating to the 

same phenomenon can be a strength in terms of interpretive approach and 

overall synthesis if there is a link to the question under investigation.  

 

Table I Inclusion and exclusion criteria 

Inclusion criteria Exclusion criteria 

Peer reviewed primary, qualitative 

research 

Published between 1/01/07 to 30/06/19 

Published in English 

Studies involving adults and children with 

cerebral palsy (or one other condition 

within the overall sample) 

Studies with a focus on profound 

intellectual disability 

Studies with children under 12 years of 

age 

Unpublished literature 

Studies focussing only on parental or 

professionals’ views 

 

Table II PICo table used to develop inclusion and exclusion criteria 

Review question What do we know about transition from adolescence to 

adulthood for young people living with cerebral palsy and 

disability? 

P (participants) Adolescents and young adults 

I (phenomenon of 

interest) 

Transitioning to adulthood 

Co (context) Living with cerebral palsy and disability 
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Figure I PRISMA diagram 
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Additional records identified manually (n = 4) 

Abstracts screened (n = 38) 

Full-text articles accessed for 

eligibility (n = 10) 

Records after duplicates removed (n = 38) 

Records excluded (n= 28) 

• Reviews (5) 

• Quantitative (10) 

• Mixed methods (2) 

• Not primary research (8) 

• Focus on parental view (2) 

• Focus on professional’s view (1) 

 

Full-text articles excluded (n = 3)  

• Quantitative (3) 

Studies included (n = 7) 
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3.4   Interpretation and synthesis of the literature   

The selected papers were individually screened using the Critical Appraisal 

Skills Programme (CASP, 2006) tool for qualitative research, and the qualitative 

part of the Mixed Methods Appraisal Tool (MMAT) (Hong et al., 2018), see 

Appendix 2. A summary of the appraisal of each study can be seen in Appendix 

3. Using the above I took an inductive approach noting anything conceptually 

interesting and relevant to my understanding of the general background to 

identify key concepts which were then compared across studies and modified 

through repeated reading, see Appendix 4. The key concepts were; a want to 

improve quality of life, being let down, reliance on others, the young person as 

expert and, placed in a position of vulnerability. 

The interpretation of the included studies’ findings and synthesis was guided by 

Noblit and Hare’s (1988) meta-ethnographic approach and Britten et al.’s (2002) 

method. The process of synthesis was interpretive comprising of the weaving 

together of various aspects of the included studies. I made lists of words, 

phrases and themes through extensive journaling and expression of my 

interpretations on whiteboards which led to the identification of commonalities 

and contradictions within and across the studies. This translating process 

helped to show how the studies related to each other and brought about the key 

concepts which were then linked to the findings of the original researchers, in 

meta-ethnography these are understood as second-order interpretations. 

Further synthesis through the identification of links and connections between 

the second-order interpretations and the concepts led to a series of analytical 

maps, which ultimately led to the third-order interpretations and line of argument 

provided below, in-keeping with meta-ethnography according to Noblit and Hare 

(1988), Britten et al. (2002) and Cahill et al. (2018).  

According to Noblit and Hare (1988) synthesis refers to making a whole which is 

more than that implied by the individual parts. This required critical evaluation 

that went beyond description allowing for conceptual development, as 

suggested by Atkins et al. (2008). In-keeping with meta-ethnography critical 

consideration of the selected literature was supported by the repeated formation 

and reviewing of the concepts and third-order interpretations to outline themes 

which formed the structure of the review, see Appendix 5 (Britten et al., 2002; 
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Cahill et al., 2018). The meta-ethnographic approach resulted in this chapter 

which succinctly details the key concepts emerging from the literature. From this 

came three third-order interpretations which are discussed below in relation to 

the wider body of literature examined in the previous chapter to provide a broad 

context which ultimately justifies the study.  

 

3.5   Literature review findings  

The following section critically engages the selected studies providing a detailed 

synthesis of the literature in relation to the third-order interpretations, which can 

be summarised as: ‘meaningful preparation for transition’, ‘becoming 

empowered’, and, ‘overcoming vulnerability’. The findings show that 

adolescents living with cerebral palsy are likely to be ill-prepared for transition to 

adult life, there is a desire to be informed and empowered, and there appears to 

be much to learn in relation to the subjective experience of living through the 

body. There is some evidence, it seems, as to the consideration of the 

experience of living with cerebral palsy and the transition from adolescence to 

adulthood, but these are all from studies outside of the UK and with participants 

with varying levels of disability.  

 

3.5.1  Meaningful preparation for transition 

The young people themselves arguably know best as to what might be 

beneficial for them. Preparation for transition then, in order to be 

meaningful, requires flexibility and consultation. 

Four studies produce findings that encourage consideration as to being 

meaningfully prepared for transition and in particular with regard to time and 

space and relations with others. Darrah et al. (2010) highlight the paradoxical 

issue within community services for young adults with motor disabilities in 

Canada. Their qualitative study carried out one-hour, semi-structured interviews 

with 76 adults, aged 20-30 years, with either cerebral palsy or spina bifida. They 

were interested in educational, employment, transportation and income service 

programmes for young adults with motor disabilities in relation to the transition 
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to adulthood. The research question focussed on the experience of the 

participants in relation to independence but there is little consideration as to 

theory that might have informed the study design. The findings highlight the 

paradox that these services may aim to foster independence but in actuality 

have an opposing effect and call for services to be flexible and individualised for 

each person.  

The themes are clear with relevant supporting quotes but the theory behind the 

data analysis is absent, as such the method lacks credibility. There is limited 

information as to who carried out the interviews, who did the data analysis and 

how this was done, raising questions as to the rigour of the study. The authors 

state they used standardised questionnaires but do not justify these or provide 

examples, nor do they explain how these were used in relation to the interviews. 

Following the interviews six people were invited to participate in a focus group 

but reasoning for this additional layer of data collection is not provided, nor is 

there explanation as to who was invited and how the focus group was 

facilitated, again raising questions as to the study’s rigour. Darrah et al.’s (2010) 

findings do encourage consideration as to how flexible transport options may 

support young people to live better lives, and highlights the discomfort that may 

be experienced when others are making important decisions about their lives, 

raising questions as to who knows best.    

In another Canadian study, Racine et al. (2013) recruited 14 young adults, aged 

18-25 years, with cerebral palsy who completed questionnaires and were 

interviewed to find out about their perspectives towards autonomy in relation to 

healthcare. The study focused on ‘autonomy’ but this term is not defined. 

Racine et al. (2013) found that views towards autonomy can vary depending on 

the context of healthcare and the relationship between the young person and 

those around them, including parents and professionals. However, no detail as 

to where the interviews took place and who was present is provided. The level 

of disability for participants appears to vary substantially and there is insufficient 

detail relating to communication abilities or difficulties nor to measures adopted 

to facilitate participation, raising questions as to the role of both the participants 

and the researchers in the study.  
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Although the methods are clearly explained there is insufficient detail regarding 

the study design and use of the questionnaire or consideration as to theory 

relating to the design. The data is presented well and relates clearly to the 

findings, data analysis appears to have been carried out credibly with evidence 

of investigator triangulation and how themes were formed. The discussion 

relates well to the findings and current practice leading to recommendations that 

are logical. The role of the research team is not examined however, especially 

in relation to their position and influence in the study. Similarly, the authors 

provide little consideration as to the study’s limitations, indicating a lack of 

reflection on the part of the research team. Racine et al.’s (2013) findings do 

provoke some consideration as to ways in which quality of life can be improved, 

possibly via enhancing autonomy but this does not necessarily mean no 

involvement from others. Indeed, measured input from others is welcome but 

the young people want to be consulted more and there appears to be an issue 

with professionals liaising with parents more so than with the young people 

themselves. 

In Björquist et al.’s (2014) study there appears to be some understanding of the 

family as being beneficial for wellbeing but this can be somewhat suffocating 

too. They carried out a qualitative study in Sweden to gain a deeper 

understanding of how adolescents with cerebral palsy experience their own 

health, wellbeing and need of support during the transition to adulthood. They 

recruited 12 participants aged between 17-18 years with a range of motor and 

cognitive abilities. The participants looked forward to being adults but did not 

feel ready and needed further support. Family life was seen as important as 

there was always someone available, they ate well and went to bed on time. But 

this meant being controlled, having rules to follow and overprotective parents. 

Participants talked about the importance of socialising with peers and to have 

someone close to them in their life, although difficulty was experienced with 

finding a loving partner. The participants talked about not knowing what to do to 

develop relationships and that having personal assistants around all day was 

problematic. 

The ability to manage a variety of activities of daily living was also evident. 

Participants usually participated in organised activities, and using transport 



44 
 

during the day was possible but problematic in the evening, as was travelling 

somewhere new. Partaking in spontaneous activities such as going to the 

cinema could be impossible and required planning. Managing personal finances 

could be difficult too in relation to buying expensive items. Life skills, such as 

cooking and ordering fast-food, were also issues as well as other practical 

activities of daily living such as tying shoelaces. The participants discussed 

being less physically active than they used to be, and that physiotherapy could 

feel meaningless. They had no experience of group activities organised for 

adolescents as these were provided during the day when they were at school 

and their awareness about adult services was lacking as they only had a vague 

idea of what support was available.  

Despite the above the participants looked forward to being independent and 

treated with respect as adults. They expressed wanting to have a family, 

children and someone to share their life with as well as friends. They expressed 

feeling not ready or willing to leave the family home and were worried about 

what kind of support they would need as adults. On this point they wanted more 

information, provided verbally and placed value also on having a coordinator 

who is well-known to them. Support from others who were not their parents was 

also wanted. 

Björquist et al.’s (2014) study is situated well within the literature. There is a 

clear explanation of the methods but insufficient detail regarding methodological 

theory. There are hints of descriptive phenomenology but there is no evidence 

of reflection or consideration of the role of the researchers. More detail of the 

participants’ disability could be provided. Proxies were allowed to assist the 

participants but their role is not outlined. There is good detail of the interview 

and focus group techniques, including pilot interview and example questions. 

There appears to be good use too of inclusive techniques to encourage 

participation but how this worked within the focus groups with varying levels of 

ability and communication is not clear. Data collection via interviews and focus 

groups enhanced participation but there is no detail as to how the data sets 

compare and to what extent this was considered during analysis. The findings 

support well the study's implications relating to the suggestion for a navigator 

and for a flexible and stepping stone approach to transition.  
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Carroll (2015) emphasises the expertise of the young people but that their 

experience as they transition to adult healthcare in the USA is one of 

unfamiliarity and fragmentation. The aim of this study was to uncover the 

meaning of transition to adult-centred care. Carroll (2015) interviewed nine 

young people between the ages of 19-25 years. Participants were living with 

cerebral palsy without cognitive impairment, and levels of physical disability 

varied greatly, raising curiosity as to whether all had experience of the same 

phenomenon. The study provides a strong ethical consideration and detailed 

explanation of the phenomenological methodology inspiring confidence in the 

finding that the young people are “expert novices with evidence and experience-

based expectations, negotiating new systems interdependently and accepting 

less than was expected” (Carroll, 2015:157).    

Carroll (2015) found that young adults accepted less than was expected. This 

raises questions as to aspiration and ambition, particularly in countries with 

advanced healthcare systems where there may be increasing societal 

expectations as to how people with disabilities can live meaningful lives. Carroll 

(2015) describes the transition process as an important life event calling for a 

more considered and supported approach. She claims to have carried out a 

phenomenological study but the generalised consideration of her findings are 

arguably not in-keeping with this methodology which is more about providing a 

deeper understanding rather than findings that can be generalised across a 

population (Finlay, 2011; Van Manen, 1997). Her implications for practice too 

are rather ambitious highlighting the need for nursing professionals to address 

transition issues, including planning and working with families. The study is 

helpful however as the recognition of the transition years as being an important 

life event encourages consideration of the many facets of a young person’s life 

including leisure, body image and relationships for example, and raises 

questions as to who knows best. 

 

 

 



46 
 

3.5.2  Becoming empowered 

Becoming an adult requires some form of empowerment; that is to be 

well informed is key. Even better is for those around the young person, in 

positions of influence, to invest in naturally-occurring ways in which to 

support youth to learn and understand about the adult world through 

peers and professionals. 

All seven studies produce findings about being in the world and relationships 

with peers, family, friends and professionals. There appears to be an existence 

here that is subject to the authority of others, lacking equality, and raising 

questions as to how the young people might become better empowered. Darrah 

et al. (2010), highlight the paradoxical issue within community services, their 

findings highlight that these services may aim to foster independence but in 

actuality have an opposing effect, and call for services to be more flexible and 

individualised for each person. The findings seem to show how the young 

people experience being let down in terms of educational opportunity and there 

seems to be a reliance on others to find employment. 

Racine et al. (2013) found that views towards autonomy can vary depending on 

the context of healthcare and the relationship between the young person and 

those around them, including parents and professionals. These relationships 

can be beneficial when the young person’s views are heard but there appears 

to be a power imbalance with health professionals, as a result services appear 

to be experienced by the young people as insufficient leaving a sense of being 

let down. 

Larivière-Bastien et al. (2013) aimed to explore how individuals in Canada feel 

respected during the transition process, how values/preference are considered, 

and how young people are prepared with decision making. They identified 

several tension points relating to the transition from paediatric to adult 

healthcare, including fear and apprehension before the transition, lack of 

cooperation by providers during the transition, and feelings of abandonment 

after the transition. They carried out semi-structured interviews with 14 young 

adults between the ages of 18-25 years with cerebral palsy but provide little 

detail as to how the interviews were carried out or the potentially powerful role 
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of the researcher in the process. Again, there is little detail as to methodological 

theory nor is there consideration as to the varying levels of disability 

experienced by the participants raising questions as to the commonality of the 

phenomenon under investigation. The findings are thought-provoking however 

in terms of the young people feeling let down and ill-prepared for adult services.   

Björquist et al. (2014) aimed to gain a deeper understanding as to how 

adolescents with cerebral palsy experience their own health, wellbeing and 

support needs during the transition to adulthood. The findings support well the 

study's implications relating to the suggestion for a navigator, and for a flexible 

and stepping stone approach to transition. This is recognised as possibly going 

some way to reduce feelings of being let down as there would be one 

nominated person responsible for ensuring the young person is informed, and 

further that all issues important to him/her are addressed such as relationships. 

However, the study’s limitations impede confidence in the findings and inform 

little in relation to finding out more about the personal lived experience of the 

young people themselves. 

Carroll (2015) provides thoughtful findings emphasising the expertise of the 

young people but that their experience as they transition to adult healthcare is 

continually unfamiliar and fragmented. Carroll’s (2015) findings encourage 

consideration as to the relationships experienced by the young people, and 

especially with professionals and parents, which appear to be a key factor in 

relation to wellbeing and quality of life.  

Bagatell et al. (2017) carried out a focus group study in the USA with nine 

young adults living with cerebral palsy aged 19-34 years. They set out to 

explore the transition experiences, perceptions, and needs of young adults with 

cerebral palsy. The findings inform that young people with cerebral palsy found 

the transition to adulthood problematic. They reported the transition process 

was not smooth and gradual but rather they were “thrust into adulthood” with 

little preparation and that services reduced drastically when they entered adult 

services (Bagatell et al., 2017: 80). The participants highlighted the difficulty 

they experienced with simply being able to understand how adult services work. 

Frustration was experienced when not knowing who to contact in relation to 
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services as diverse as vocational rehabilitation, obtaining a driver’s license, and 

liaising with disability services. They reported difficulty with navigating the 

fragmented and complex array of various agencies and not knowing what 

questions to ask, and that guidance would be helpful.  

Other findings related to the participants understanding of their changing body 

and not knowing what is normal. They talked about balance, pain and fatigue 

and expressed frustration with the difficulty in locating knowledgeable 

practitioners. There was a desire for professionals who could help with 

managing the changes going on in their body. A final theme related to 

stereotypes and prejudice; the participants wanted to be treated as equals in 

society and not as inferior but this was difficult as they experienced negative 

reactions from others. Related to this were other troubling experiences when 

viewed by others as being intellectually disabled, or for their adult needs such 

as a desire to date and intimacy, marry and have children were not addressed.  

Bagatell et al. (2017) recommend a holistic approach to encourage 

collaboration, with possibly a case manager or care coordinator to act as a 

facilitator, this might better assist young people to navigate complex care 

systems. They call also for practitioners to be more informed as to the needs of 

young people. In particular they highlight the need to better understand the 

perspective of the individual and argue that the transition to adult services 

should not be so abrupt. There seems to be an understanding of the transition 

years as a period of change when uncertainty about one’s own body and the 

future is deeply felt. There might be a reliance on others experienced by the 

young people which requires careful handling as sometimes the expectations 

placed on the young people is too high and access to knowledgeable 

practitioners is necessary but not guaranteed. 

Bagatell et al.’s (2017) findings are not presented within the context of a clear 

qualitative methodology to substantiate the data analysis, nor is the role of the 

researchers given sufficient attention. Justification for the use of focus groups is 

good however in that this method allows for discussion to test assumptions but 

arguably is not the best to explore the personal subjective experience of 

individuals. Focus group locations are not provided nor is there detail as to how 
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the focus group guide was developed raising questions as to how the 

environment may have affected these as well as the style and tempo of 

questioning.  

The study recruited participants with varying levels of disability with some 

having significant communication difficulties but how this was facilitated is not 

clear. The focus group moderator appears to have appropriate experience but 

facilitation was rather structured with a direct opening question and a card 

activity to generate discussion. Such techniques to explore personal experience 

could be considered as limited in that participants are not free to express 

unhindered views and considerations, this might be particularly so for those with 

communication difficulties. The process of data analysis is clearly explained, 

this appears to follow a classic thematic analysis but there is insufficient 

consideration of methodological theory informing or justifying this. Only the first 

author and an unnamed research assistant were involved in data analysis with 

little detail about their backgrounds raising questions as to the validity of the 

findings. 

Freeman et al.’s (2018) Canadian study aimed to explore the information needs 

of young people with cerebral palsy when looking back at the transition period. 

Interviews with nine adults between the ages of 20-40 years highlighted the 

importance of making available timely information which is an ongoing need 

during the transition period. They emphasise the importance of providing 

information and supporting the seeking of information in a way that is sensitive 

to the adult-world needs and wants of the young people, such as sexuality. 

There is a strong argument that the information giving process is provided in 

such a way that links closely to the everyday lives of the young people.  

Freeman et al.’s (2018) study provides some detail as to methodological theory 

but this is limited and the role and influence of the researchers is neglected. The 

findings could be expanded upon to enhance confidence, particularly in relation 

to the participants’ level of disability which appears to vary considerably. The 

study provides a sense too of what life might be like for young people who want 

to be adequately informed yet appear to rely on practitioners who may or may 
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not be sufficiently knowledgeable about what is important for the young people 

themselves. 

 

3.5.3  Overcoming vulnerability:  

There is a want for well-designed services that need to be sensitive to 

the experiences of the young people. Services need to recognise their 

failings and the consequences of this in terms of wellbeing for the young 

people. There is a need for flexible services that transcends the 

adolescence period. 

Four studies provoke consideration as to the raw emotional journey that 

appears to be experienced and part of the transition from adolescence to 

adulthood. The want and expectation for flexibility through time and space for 

the young people comes across in the literature and encourages thought 

regarding transition and the ‘becomingness’ of an adult when there is a 

background of potential vulnerability. Darrah et al.’s (2010) findings show how 

services often, paradoxically, restrict independence and strengthen the 

argument for services to be more individualised and flexible. The potential for 

being positioned in a place of vulnerability is evident as the findings show that 

living with low income makes the reality of independence impossible, and the 

search for employment, very often, might be experienced as hollow due to a 

reliance on well-intentioned government assured income initiatives. These 

findings raise questions as to the design of services which might better 

recognise the unintended consequence of placing young people in positions of 

vulnerability and encourage innovation to overcome this so as to enhance 

wellbeing and quality of life. 

There is convincing evidence suggesting that maturing from adolescence to 

adulthood is a troubling period for youth living with cerebral palsy. Larivière-

Bastien et al. (2013), for example, were interested in the transition from 

children’s to adult healthcare services, particularly in relation to ethical 

principles such as respect and autonomy. Their study found there was a tension 

regarding respect for individual’s values and recognition of their decision-
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making capacity. This resulted in young people experiencing fear, sadness and 

abandonment during this period. The study does not address, or explore, other 

issues that may be experienced too such as intimacy and relationships. There 

appears to be conceptual evidence in the findings that links with other studies 

around the potential for the young people to be placed in a position of 

vulnerability. The participants seem to have confidence in paediatric services 

knowing and involving them which is not experienced in adult services which 

can lead to a fear about losing a connection with those who know them well. A 

factor that is compounded when paediatric and adult services do not collaborate 

leading, ultimately, to a sense of abrupt transition, abandonment and sadness.  

The description of being “Thrust into adulthood” captures well the possible 

failings of the process of transition from formal children’s to adult services 

(Bagatell et al., 2017: 80). A sense of panic comes across in the findings as the 

transition is not smooth and there is, what appears to be a shock experienced 

when entering adult services, and possibly ‘adulthood’ too. This becoming of an 

adult then is accompanied with a deep and ever-present sense of vulnerability 

as the young people are exposed and subject to the views of others, raising 

questions about equality and the possible neglect as to what might be important 

for the young people themselves. Freeman et al. (2018) too recognise the 

importance of understanding what is relevant for young people, such as 

relationships, and highlight the need and urgency to ensure they are informed 

adequately. Without effective ways to inform young people there is a danger 

that they will remain ill-prepared for adult life. Arguably, this places the young 

people in a position of vulnerability as their wants and needs are neglected. 

 

3.6   Discussion 

In-keeping with meta-ethnography a line of argument now follows that links the 

third-order interpretations to the wider body of literature. Three Canadian 

studies inform on the role of professionals, the availability of services and the 

concepts of autonomy and independence (Darrah et al., 2010; Larivière-

Bastiene et al., 2013; Racine et al., 2013). In the light of related research there 

appears to be concerns about the availability of therapy and what these may 
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offer in terms of autonomy for young people (Cassidy et al., 2016; Racine et al., 

2013). Yet therapy professionals are likely to be knowledgeable as to how 

cerebral palsy can limit mobility and self-initiated movement (Wright-Ott, 2010). 

According to Pountney et al. (2004) assistive technologies, including specialist 

seating, can help improve quality of life for children and young people, and 

occupational therapists are commonly regarded as vital in assessing for and 

recommending such systems (Kenny and Gowran, 2014). Specialist 

interventions, which may include postural management, are supported by 

research and recommended by NICE (2016a) (Ryan 2016; Ryan et al., 2009; 

Ryan et al., 2014; Stier et al., 2016). Despite this, the evidence from Canada is 

that some professionals may provide limited interventions even though there is 

a positive understanding as to the importance of supporting people in the 

community (Cassidy et al., 2016; Darrah et al., 2010). Whether this support 

contributes towards autonomy is not clear, as professionals and parents may 

have differing views (Racine et al., 2013). Disturbingly it appears that some 

young adults in the USA may simply become accustomed to accepting less 

(Carroll, 2015), whilst in the UK although sophisticated technologies are 

available, provision is patchy and not universal (Whizz-Kidz, 2011). 

It may be helpful to consider the wants and aspirations of this group in relation 

to the notion of ‘independence’, a term which appears to resonate with young 

people living with disability (Darrah et al., 2010). Being completely autonomous 

may not altogether be desired, possibly in recognition of societal barriers; but a 

want for greater freedom, common for most young people growing up, comes 

across in the literature (Darrah et al., 2010). There is an appreciation as to the 

benefit of therapy, but the how and why such interventions can support 

autonomy and independence is not clear (Cassidy et al., 2016; Darrah et al., 

2010; Racine et al., 2013). The limited information regarding communication 

difficulties experienced by participants in these studies and the absence of this 

important aspect of life for the young people as a consideration indicates 

research teams that possibly lacked a client-centred and reflective approach. A 

factor that is reinforced by the limited consideration of patient and public 

involvement in the research designs as well as adherence to methodological 

theory. In the UK the principle of consultation with those living with disability in 
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order to gather views is recommended by the National Institute for Health 

Research (NIHR, 2021) to ensure research is relevant, reliable and useful. 

The Canadian findings provide some detail as to the nature of difficulties that 

young people with cerebral palsy might encounter. Problems in relation to self-

care, productivity and leisure are common, increasingly so for those with higher 

levels of disability (Nieuwenhuijsen et al., 2009). This may not altogether be 

unexpected but the findings, and third-order interpretations highlighted above, 

provoke curiosity as to the aspiration of young people with cerebral palsy to 

partake in adult life. Self-care and mobility remain important during the transition 

to adulthood but the suggestion that age-appropriate interventions are 

necessary is indicative of a desire to be treated like adults and enjoy what adult 

life may have to offer (Nieuwenhuijsen et al., 2009).  

In terms of models of disability, it can be seen that an aspiration for 

independence might require consideration of a variety of factors, as suggested 

by Morrow (2004), including the biological and psychological consequences of 

brain damage as well as social factors including family support and provision of 

appropriate services. While it appears clear that those with higher levels of 

disability and lower levels of education struggle in multiple occupational 

domains (Donkervoort et al., 2007), consideration of wellbeing and personal 

experience is lacking in the literature suggesting a gap in our understanding as 

to the lived experience of ‘becoming’ an adult for young people living with 

cerebral palsy. 

The above Canadian studies help us to acquire some understanding, albeit 

limited, of perception and experience in relation to accessing and partaking in 

rehabilitation. Services are inconsistent however, and there appears to be a 

desire for more from young people, which is to be expected in countries with 

advanced healthcare systems. In the USA for example, Bagatell et al.’s (2017) 

study provides rich detail as to the transition experience for young adults with 

cerebral palsy. Like other studies, this research highlights a problematic journey 

to adulthood which is described powerfully as “thrust into adulthood”, reflecting 

an understanding of disability as a complex phenomenon (Bagatell et al., 2017: 

80; WHO, 2002). This description captures well the feelings of the participants, 
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especially so in relation to not understanding how adult services work and 

frustration as a result. The findings appear to be a call for practitioners to make 

greater effort to understand the young people’s situation and in turn help them 

to be better informed about the changes going on in their body. Bagatell et al.’s 

(2017) study is particularly interesting, as it is one of the few that provides some 

exploration of young people’s desire to date and have intimate relationships. 

To address these issues, Bagatell et al. (2017) call for a case manager or care 

coordinator to assist young people to find their way through complex healthcare 

systems. Björquist et al. (2014) suggest the same, recommending further that 

this person is well-known to the young person. Roebroeck et al. (2009) too 

called for careful management of the transfer of care during the transition years 

for young people with cerebral palsy and spina bifida. Provision of such may 

also be helpful for parents worried as to who will help their child manage 

complex healthcare systems after their death (Burkhard, 2013). 

Björquist et al.’s (2014) study explores similar issues to Bagatell et al. (2017) 

but focusses on the experience of younger individuals who, at the age of 17-19 

years, are in the middle of the transition period. Their study identifies issues of 

importance to the young people in relation to being more independent and 

wanting to be treated as an adult but also their interest in forging loving 

relationships. Their study describes what comes across as an ‘emptiness’ in 

their lives as they want to be an adult and develop loving relationships but feel 

unprepared for this (Björquist et al., 2014). This is an important issue as 

Reddihough et al. (2013) found that this group are more likely to be single. 

Björquist et al.’s (2014) study reminds practitioners of the importance of 

personal relationships supporting the argument for sensitive research focussing 

on the experience of becoming an adult. According to Wiegerink et al. (2010), it 

is not clear how physical limitations might restrict sexual activity suggesting that 

sensitive discussion of an exploratory nature might be helpful to throw light on 

this important area. 

Bagatell et al. (2017) and Björquist et al. (2014), to some degree illuminate the 

experience of becoming an adult with cerebral palsy. Like the other studies the 

research takes place outside of the UK, raising questions as to the experience 
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of growing up with cerebral palsy in Britain. Although the detail regarding 

methodological theory is lacking in both, the method is clear with both using 

focus groups and one, Björquist et al. (2014), combining this with interviews. 

Both set out to explore perception and experience and provide informative 

findings which can be built upon with further research that allows for a focus on 

those in the UK with a more severe level of disability. Crucially, there is little 

evidence of researcher reflexivity in these studies strengthening the argument 

for further research of a sensitised, interpretive and reflexive nature. 

The third-order interpretations are helpful especially when considering future 

research as we know that young people with cerebral palsy miss out on the 

same life opportunities that others enjoy (Dodd et al., 2010). There is evidence 

to suggest that older adults with cerebral palsy can be concerned about self-

image (Sandström, 2007), but this may be especially so for younger adults who 

could be particularly self-conscious during a period when their bodies are 

changing rapidly and also may require some level of physical assistance to 

allow greater intimacy with another.  

Reviewing the literature stimulated my curiosity about living through the body 

and recognising the importance of intimacy and relationships for young people 

who live with a high level of disability. Discussion in this sensitive area may 

require specialist training, as suggested by Wiegerink et al. (2010), to help 

practitioners develop the required skills and feel confident to support young 

people. This is especially important as we know that this group are often 

socially marginalised (Dodd et al., 2010). In this regard the challenge for 

practitioners wanting to support those with higher levels of disability arguably 

relates to accessing and making use of deep, rich, personal, lived experience 

research material to draw upon. 

The above studies are helpful in order to acquire some understanding of the 

limitations regarding therapy and rehabilitation in relation to maturing from 

adolescence to adulthood for young people living with cerebral palsy. However, 

plenty remains undiscovered as we consider the embodied nature of living 

through the body with cerebral palsy in the UK, and further, ask the question 

what is life like for young people with a high level of disability as they mature 
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from adolescence to adulthood. Ridosh et al. (2011) encourage us to listen to 

young people’s stories raising questions as to what we can truly understand and 

how. According to Gjermestad et al. (2017) research relating to disabled 

people’s everyday lives has often focussed on living conditions and situations, 

and that attention as to equality rights must be central.  

In the above studies, there is little evidence of consideration of disability as a 

human rights and equality issue, as understood by Shakespeare et al. (2018). 

Nor is there any significant patient and public involvement in the research 

design and/or analysis. This may reflect the research emphasis and culture 

within the health sciences which have been criticised for not sufficiently 

including the voices of disabled people themselves (Shakespeare et al., 2018). 

This point about how disability and public involvement is understood in research 

raises curiosity especially about the assumptions, prejudices and pre-

understandings of the researchers. Many qualitative researchers may claim to 

adopt a reflective approach but the detail is often limited. While some 

researchers endeavour to push aside assumptions, others might make efforts to 

recognise and act upon personal bias. Crucially, however, the position and 

influence of the researcher in much of the literature seems to be lacking.  

The view that rehabilitation practitioners might not listen, or understand 

disability as a human rights and equality issue, is disturbing for those who pride 

themselves as client-centred professionals, but worse is to be seen as 

oppressive. As Shakespeare et al. (2018: 62) put it “rehabilitation is understood 

as a practice that is ‘done to’ rather than ‘done with’ the collaboration of the 

patient”, which can be experienced by disabled people as the professional’s 

voice superseding that of the patient (Finkelstein, 1980). The argument 

therefore for qualitative research privileging the experience of the young people 

themselves based upon a design with a strong public involvement element is 

compelling. 
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3.7   Strengths and limitations of the review 

I did not want to simply review the literature in a purely narrative form as the 

findings could have been considered to be unreliable (Aveyard, 2007). Instead, 

the systematic search and meta-ethnographic approach undertaken helped me 

to identify the key writers and researchers in the subject area and logically 

synthesise the findings. I have used a rigorous and transparent method that 

could be repeated enhancing the review’s credibility. However, I have not 

reviewed grey literature which might have further contributed to the third-order 

interpretations and line of argument. By focussing on peer-reviewed, published 

literature the studies identified were of sufficient quality to apply a systematic 

approach. I am aware also that my review is made up of my representation of 

researchers’ representations of the data collected, this interpretation on my part 

could be considered as some way removed from the original participants’ lived 

experiences (Sandelowski, 2006). In recognition of this I have maintained a 

reflective journal throughout the process, evidence of which I provide 

throughout this thesis. 

 

3.8   Summary 

This chapter provides a systematic literature review focusing on seven research 

studies, a version of which has been published (Boyle et al., 2020). In-keeping 

with meta-ethnography a line of argument synthesis shows that adolescents 

living with cerebral palsy are ill-prepared for transition to adult life, that they 

want to be informed and empowered, and that there is much to learn in relation 

to living through the body and how we might understand vulnerability that might 

be experienced and what this might mean for young people. There is some 

evidence as to the consideration of the experience of living with cerebral palsy 

and the transition from adolescence to adulthood but these are all from studies 

carried out in countries other than the UK and with participants with 

substantially varying levels of disability. The systematic approach used in this 

review found that there are no studies that explore this phenomenon in the UK, 

and few that focus on the personal lived experience of those with higher levels 

of disability.  
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The third-order interpretations outlined above, coupled with the dearth of 

literature relating to young people in the UK stimulated my curiosity as to the 

textual and embodied nature of living with cerebral palsy and transitioning from 

adolescence to adulthood within British society. Despite the current emphasis in 

health and social care in the UK on independent living there is limited evidence 

to guide supportive services for this group. I consider this study to be timely, 

therefore, to provide a deep, contextual exploration as to how young adults with 

cerebral palsy who have lived through, or are living through, the transition 

period experience their lives.  

Following my review of the literature, the research question guiding this study 

was: what is the lived experience of transition from adolescence to adulthood 

for young people with cerebral palsy? In this way a methodology was required 

to illuminate the lifeworld of the young people I wanted to recruit including a 

reflective dimension to my role in the study, in this vein I provide an entry from 

my reflective journal below. In the following two chapters, I outline the research 

design, methodology, method and the importance of reflection, in order to 

answer the research question. 

Working on the literature review has made me think about my 
own values in relation to justice and human rights. Services 
might be considerable; however, much is paternalistic and 
practitioners might struggle to be client-centred. There is plenty 
in the literature relating to cerebral palsy, some about the lived 
experience but much remains missing in relation to existence in 
the world for people with disabilities. Understanding is often 
seen from the perspective of those who are not disabled. There 
is a power imbalance in how we see people with disabilities and 
the depth of our understanding may have little resonance with 
those affected by disability. I wonder if our understanding lacks 
substance and credibility. I wonder if young people with 
disabilities feel a disconnection from the world. What has 
meaning and what is relevant. I think many young people think 
about such issues as they live their life and prepare for the 
future. A variety of considerations influence my thoughts 
including socialisation and culture. I wonder how disabled 
people participate in society. What does freedom mean for 
people with disabilities. Maybe these questions stimulate 
thought about ‘imagination’. That is what is it to imagine as to 
how life can be? This, I suspect, influences our attitude towards 
the world (reflective journal – April 2017). 
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Chapter 4 Methodology 

 

4.1   Introduction 

The literature review informs us that growing up with cerebral palsy is 

challenging and difficult, and that the transition years are a negative period. 

What we know relates to studies conducted outside of the UK, using 

methodologies that do not explore deeply the lived experience, and with young 

people with substantially varying levels of disability. Little is known, much less 

understood, as to the lived experience of transitioning from adolescence to 

adulthood for young people living with cerebral palsy, combined with a high 

level of disability in the UK.  

What seems to be missing is a detailed exploration as to the embodied, 

subjective experience of becoming an adult. The aim of this study, therefore, 

was to explore the lived experience of transition from adolescence to adulthood 

for young people living with cerebral palsy and in so doing inform occupational 

therapists, and others, as to what might promote positive life opportunities. This 

provokes curiosity regarding maturing and growing up with cerebral palsy in the 

UK and informed the research question: what is the lived experience of 

transition from adolescence to adulthood for young people with cerebral palsy?  

The originality of the study lies in the little-known area of transitioning from 

adolescence to adulthood with cerebral palsy in the UK for those living with a 

high level of disability, and also with the hermeneutic phenomenological 

methodology used. Although other qualitative studies have been carried out in 

similar areas, this is the only study that focusses on the lifeworld of young 

adults in the UK with a high level of disability. It is the only study also relying 

principally on Heidegger (1973) and Van Manen (1997), and using hermeneutic 

stories, influenced by Crowther et al. (2017), to throw light on the phenomenon. 

According to Van Manen (2017a, 2017b) well-designed research claiming to be 

phenomenological needs to draw upon philosophical principles relating to this 

methodology. As such, the method, detailed in the next chapter, required an 

understanding of the philosophy of Edmund Husserl, described by Moran 
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(2000) as the founder of phenomenology, and Martin Heidegger. Van Manen’s 

(1997) adherence to philosophical principles relating to the natural and 

phenomenological attitudes, hermeneutic phenomenological reduction and the 

epoché was also crucial. There are differing views as to what phenomenology 

is, and what constitutes towards a phenomenological study (Finlay, 2006, 2011; 

Van Manen, 2017a), this chapter explains and justifies my understanding. 

The challenge was to carry out research that was consistent with the philosophy 

in order to be ‘phenomenological’ and use a method that would provide 

evocative, phenomenological insight. I believe I achieved this by using a 

method informed by Van Manen (1997) making use of hermeneutic 

phenomenological reduction and the epoché, allowing for interpretation, thereby 

recognising the role of the researcher. With the decision made to adhere to a 

hermeneutic phenomenological methodology, the nuances and complexities of 

Heidegger’s work increasingly made sense as I carried out the research and 

found myself content to see phenomenology as both descriptive and 

hermeneutic. In this regard I agree with Van Manen (2013: 12) in that 

“Phenomenology is descriptive as the phenomenologist attends to how things 

appear. And it is hermeneutic because to make something manifest, to bring it 

to speech or text, is ultimately a linguistic and interpretive act”. 

The research question encouraged consideration of the subjective nature of 

living with cerebral palsy whilst transitioning from adolescence to adulthood. In 

this way, the social environment, and the place of young people in the world, 

was just as important as any understanding of the condition, and links closely 

with Heidegger’s existentialist understanding of Dasein which I expand upon 

below. My own worldview has shaped the study, and the philosophical 

assumptions underlying my design are explained below in order to provide 

justification for the methodology. As suggested by Huberman and Miles (2002), 

the assumptions and beliefs informing the study design will help explain the 

reasoning behind my ontological, epistemological and methodological 

decisions. This chapter, therefore, provides congruency between the research 

question and methodology by detailing my understanding of research 

paradigms, my ontological and epistemological position, methodologies 

considered, and hermeneutic phenomenology as the chosen methodology. 
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4.2   Paradigmatic considerations 

Traditional approaches to qualitative research often call for explicit explanation 

of paradigmatic considerations. Crotty (2015), for example, argues for detail 

regarding epistemology, theoretical perspective, methodology and methods, 

while Lincoln et al. (2011) encourage researchers to consider a matrix of 

alternative paradigms including positivism, post-positivism, and constructivism. I 

found myself drawn to Pernecky (2016), whose view is that we are entering a 

post-paradigmatic period and that qualitative researchers have much to gain by 

freeing themselves from rigid compartmentalised approaches.  

In terms of research design the ways in which positivism, post-positivism and 

constructivism/constructionism are understood by qualitative researchers 

shaped my own thoughts, and in turn the paradigmatic orientation of this study. 

According to Guba (1990: 17) a paradigm is a “basic set of beliefs that guides 

action”. Denzin and Lincoln (2011) take this further arguing the constituencies of 

a research paradigm include ontology, epistemology and methodology, the 

borders of which can be blurred. This blurring of the edges has been my 

experience as I have explored and reflected upon the overarching paradigms 

guiding research, leading ultimately to my decision to draw upon interpretivism 

especially, which I explain below. 

 

4.2.1  An exploration of positivism and post-positivism 

At an early stage, while ideas were evolving, I wanted to adhere to evidence-

based principles and valued the positivist and post-positivist research 

paradigms. According to Crotty (2015) positivism focuses on regularities, 

constancies and uniformities often using quantitative methods requiring 

deductive analysis to measure, compare, and test hypothesis. This scientific 

approach had appeal in order to produce objective knowledge and impartial 

findings (Cousin, 2009; Willig, 2008). According to Denzin and Lincoln (2011) 

positivist research is based on the notion that there is a single reality out there 

to be studied, whilst post-positivists argue that reality can never be fully 

understood but, at best, approximated. Health sciences research appears to be 
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predominantly guided by positivism which has been criticised for being 

inadequate with providing knowledge about personal experience (Spence, 

2017). 

Whilst reviewing the literature I never derived a hypothesis to be retained or 

rejected, nor did I discover a need to test an existing theory. I did become 

increasingly interested in the phenomenon of ‘growing up’ and ‘maturing’ with 

cerebral palsy and disability, and recognised that we knew little about this. The 

becoming of an adult became central to my thoughts, and I needed to find an 

approach that facilitated understanding. Positivism and post-positivism are 

paradigms that see things and objects as having intrinsic meaning regardless of 

consciousness or thought (Crotty, 2015). This position did not sit well with my 

growing interest in lived experience, where quantifying and measuring would 

provide little in as far as exploring meaning and acquiring new insights (Nicholls, 

2017).  

Positivist research has been criticised for the language used which separates 

the researcher from the researched (Lincoln, 1990). There is a confidence with 

positivism for those drawn to value-neutral research, for post-positivists 

however, there is scepticism as to this certitude and a preference instead 

towards approximating truth and probability (Crotty, 2015). I wanted to carry out 

a study where I remained close to those who have experience of the 

phenomenon and in a way that allowed for our lived connection with the world 

around us, Van Manen (1997) sees this as inseparable which influenced my 

thoughts greatly. During the design stage then, the phenomenon of interest 

drew me increasingly towards a research paradigm that was less about 

prediction, control and measurement and more about discovery, description and 

meaning.  

I found myself becoming increasingly interested in investigating experience as it 

is lived. That is, I wanted to discuss with young people the phenomenon in a 

humble and open way in order to learn from them. For me, this was a 

deepening understanding of lived experience which required an approach that 

allowed for sensitivity and collaboration. I concluded this could not be achieved 

from a position underpinned by a positivist or post-positivist paradigm. It was 
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not possible to throw light on the becoming of an adult via the use of a 

deductive, standardised research tool such as a survey or randomised control 

trial. Like Polkinghorne (1983) I recognised the limitations of such research 

searching for an indubitable truth. Conversely, my research question lent itself 

more to a research paradigm allowing for multiple realities and varying 

interpretations in relation to lived experience (Carpenter and Suto, 2008; 

Robson, 2002), and fostered curiosity as to constructivism and constructionism. 

 

4.2.2  The influence of constructivism and constructionism 

Contrary to the positivist and post-positivist research paradigms, constructivism 

and constructionism assume there are multiple realties, in this way the 

researcher and research participant co-create understandings (Denzin and 

Lincoln, 2011). If we first consider constructivism, our view might be that 

knowledge is acquired through our minds and bodies – therefore constructed by 

what we think and do (Marks and Yardley, 2004). Gergen (2015) takes this 

further, as he argues interpretations as to what we think and do are constructed 

via a complex web of social relationships with family, friends, professionals and 

others. I tend to agree with this, as we all live and exist in a world with others. 

This relationship between the individual and those around him or her recognises 

that there is a social element shaped by history and culture (Willig, 2008). This 

form of constructionism, according to Crotty (2015), is based on an 

understanding that all knowledge is socially constructed via an interaction 

between the individual and the world around them.  

Whereas positivism sees that there is a real truth out there waiting to be 

discovered, constructionism understands that truth and reality are in actuality 

constructed and reconstructed by individuals within their social contexts (Crotty, 

2015; Gergen, 2015). Constructionism, therefore, can be seen as a research 

paradigm that allows for social relationships in the research process and sees a 

world of subjects and objects which cannot be separated from each other as 

they exist interdependently. Therefore, research drawing upon constructionism 

allows for both subject and object within the context of lived existence (Gergen, 

2015). The constructionist paradigm has relevance for my study, however, it 
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was the closely related interpretivist paradigm in particular which I ultimately 

concluded was most appropriate. Before I made this decision, I found the 

concept of construction of knowledge via communication between individuals, 

according to Gergen (2015), compelling. After all, social constructionism might 

allow for an inductive process rooted in the rich, lived contextual experience of 

the participants. As Crotty (2015: 8-9) explains “There is no objective truth 

waiting for us to discover it. Truth, or meaning, comes into existence in and out 

of our engagement with the realities in our world. There is no meaning without a 

mind. Meaning is not discovered, but constructed”.  

Social constructionism, in this way, seems to work from the premise that reality 

is constructed and reconstructed by individuals in social relationships and 

conversation with others (Gergen, 2015). Consequently, the co-construction of 

data appeared to make sense. But as the study progressed and I considered 

my epistemological position, I recognised the theoretical limitations of 

constructionism as a research paradigm. In particular, as will be explained in 

Chapter 5, the position of my participants in the research differed to my own. 

The possibility of a ‘taken for granted’ view towards the world, understood by 

phenomenologists as the ‘natural attitude’, arguably was the position for my 

participants, and so too for me initially. However, my view towards the data 

changed as I adopted an open, phenomenological attitude, questioning my role 

and influence in the study. In this way, a research paradigm based less on 

constructionism, and more on interpretation, became relevant.   

 

4.2.3  The relevance of interpretivism 

According to Finlay and Ballinger (2006) the interpretivist research paradigm 

assumes that perception and experience come from the interaction between 

subject and object, and interpretation of these. This paradigm emerged to help 

understand social reality by allowing for interpretation of the historically situated 

lifeworld of participants (Crotty, 2015; Laverty, 2003; Pernecky, 2016). Both 

constructivism and constructionism could be considered as interpretivist, 

however, as my understanding of research theory deepened I recognised the 

relevance of hermeneutic theory and how this was informing my thoughts 
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regarding interpretivism. This I concluded was likely to be relevant for a study 

exploring the lived experience of what life is like for the participants I was 

hoping to recruit. 

According to Heidegger (1973), individuals encounter the world with others, 

which means we all have some form of preunderstanding of the world, and acts 

of interpretation therefore are required throughout life. Heidegger’s theory of 

interpretation allows for this preunderstanding of the world to contribute towards 

shaping our interpretation of events, which in turn is informed by our interaction 

with the world (Heidegger, 1973; Moran, 2000). This worldly perspective allows 

for a consideration of humans as being ‘thrown’ into a world of objects, 

relationships and language; as such, ultimately it is through interpretation that 

leads us towards an enlightened understanding (Crotty, 2015; Heidegger, 1973; 

Moran, 2000). My adherence to the interpretivist research paradigm then was 

underpinned by my understanding of Heidegger especially, and the practical 

consideration of the meaning of language which seems to be rooted in 

historicity and personal experience of being-in-the-world, or what Heidegger 

refers to as Dasein (Heidegger, 1973; Moran, 2000). 

Heidegger draws heavily on Dasein, which I see as crucial for a study where 

there is an emphasis on being-in-the-world, surrounded by objects, people and 

language. For Heidegger, language and understanding are inseparable 

structural components of being-in-the-world (Laverty, 2003). His view was that 

human beings are enclosed in a world of language and that our interpretation of 

the world occurs in, and through, our use of language (Moran, 2000). The 

research paradigm guiding this study then, came from my view that if I wanted 

to better understand the lifeworld of the young people I was interested in, it 

would be necessary to foster effective communication, and to listen and respect 

their interpretation of the world, as suggested by Finlay (2006). And this would 

require a methodology to allow interpretation on my part to reveal the meaning 

of lived experience which might be hidden, as suggested by Van Manen (1997). 

To get closer to meaning in the lifeworld, it was always my intention to carry out 

research with my participants rather than on them. This collaborative approach 

allowed for a closeness in data co-generation and interaction with the 
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participants. I understood the interpretivist research paradigm as 

complementing Heidegger’s notion of Dasein which helped me to remain open 

to the perspective of the world as seen by my participants, which in turn reflects 

Van Manen’s (1997) understanding of hermeneutic phenomenology. 

According to Polkinghorne (1983), interpretivism concentrates on the historical 

meanings of experience, which links closely with a relativist ontology, which I 

expand upon below. Crucially, the interpretivist research paradigm allowed for 

an inductive inquiry based on co-generation, and intersubjectivity, in relation to 

ways of thinking that was relevant to the practical day-to-day living for the young 

people who participated in this study. This practical everydayness for the 

participants echoes the existentialism of Heidegger and Van Manen too. This 

study, therefore, was underpinned by the interpretivist research paradigm, 

relying principally on the philosophy of Heidegger (1973), and hermeneutic 

phenomenology according to Van Manen (1997), whereby all human 

relationships involve interpretation which in turn is influenced by background, 

culture and language.  

 

4.3   Ontology and epistemology 

As outlined above, the overarching research paradigm underpinning this study 

was interpretivism. My view as to what is ‘out there’ and how to study 

phenomena was therefore informed by my understanding of interpretivism and 

the philosophy of Heidegger. With this in mind, my understanding of ontology 

and epistemology link closely with each other which I now explain. If we first 

consider ‘realism’ as an ontological position, this is a view of the world where 

things exist independently with researchers collecting data to inform as to how 

things really are, that is a true representation of the world (Finlay, 2006; 

Ormston et al., 2014; Willig, 2008). This approach might position the researcher 

outside of the study to overcome any possible contamination of data. Realism, 

therefore, aligns itself often with a positivist research paradigm and arguably 

does not lend itself to a study where the researcher and participants contribute 

towards interpretations of the world around them (Nicholls, 2017; Petty et al., 

2012).  
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Whereas realism claims to seek universal truths, ‘relativism’ on the other hand, 

understands there is no single reality outside of our perception, instead seeing a 

world of multiple realities and diverse interpretations (Nicholls, 2017; Petty et 

al., 2012; Willig, 2008). According to Laverty (2003) the interpretivist research 

paradigm links well with an ontology that views human existence as consisting 

of multiple realities. Reality then, is not something fixed but rather is multi-

dimensional, and can only be more or less informed at any given time (Denzin 

and Lincoln, 2011; Madill et al., 2000). This ontological position fostered the 

grasping of the lived experiential meaning of the lifeworld with an understanding 

that transitioning from adolescence to adulthood is an experiential phenomenon 

that will be lived-through differently by each individual.  

It appeared sensible to me that an ontological view that sees multiple realities 

and diverse interpretations was appropriate for lifeworld research. I now expand 

upon this position to explain my epistemological view as to what there is to 

know about the world and how to acquire such knowledge. According to Denzin 

and Lincoln (2011) positivism is often associated with an epistemology that 

sees a Cartesian duality between the object of inquiry and the researcher who 

takes a distanced and disinterested position. Indeed, Polkinghorne (1983) 

explains this epistemology is devoid of values or biases. On the other hand, 

research based on the interpretivist paradigm sees a relationship between the 

object of inquiry and the researcher and is often associated with epistemologies 

that recognise there is a relationship between researcher and participant 

(Crotty, 2015; Laverty, 2003).  

With this in mind, during the design stage I was influenced by Ormston et al. 

(2014: 5) in that “reality is fundamentally mind-dependent: it is only 

knowledgeable through the human mind and through socially constructed 

meanings, and no reality exists independently of these”. I therefore found social 

constructionism interesting and was drawn to an epistemology that considered 

knowledge creation within a social context. Similar to Heidegger, Gergen (2015) 

sees the social world as continually changing with our understanding of 

phenomena situated in the present but also reliant on the past. For a while I 

found this relevant for a study with co-generation of data based on deep, 

personal discussion relating to prior lived experience. As I read more 
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hermeneutic theory, however, I recognised greater relevance for an 

epistemology which allowed for the development of knowledge based on 

contextual interaction and relatedness with the world, as suggested by Larkin et 

al. (2006). I could see an existentialist dimension here which seemed to link 

closely with Heidegger’s (1973) notion of Dasein and the importance of 

reflection in order to be mindful of our position in the world and the 

interpretations we make, as argued by Van Manen (1997). 

The epistemological position I adopted evolved as I increasingly understood 

that my relationship with the participants was likely to be both interactive and 

intersubjective in a shared world where time and place and our histories would 

be relevant. Whilst carrying out this research I never claimed to have been 

neutral but have endeavoured to provide transparency as to how my personal 

views and experience have informed my interpretations through a deep and 

detailed reflection, some of which is evidenced in this thesis via selected 

reflective journal entries. The epistemological position taken in this study is 

based ultimately on my understanding of hermeneutics which has commonly 

been linked with interpretivism and phenomenology (Crotty, 2015; Gergen, 

2015; Laverty, 2003).  

I eventually recognised that my research involved a relationship with the 

participants requiring interpretation as discussion evolved. In order to better 

understand the lifeworld of young people living with cerebral palsy I believed it 

crucial to listen to their stories in order to illuminate their experience. For my 

study, with an interest in the lived experience of transitioning and the becoming 

of an adult, to acquire insight was important. A deductive epistemology calling 

for logically derived propositions or a hypothesis to test or experiment would not 

suffice, nor would an epistemology based on the social construction of meaning, 

but instead to recognise the interpretive nature of data co-generation and 

especially data analysis was necessary. 

The focus of my study, with an interest in what life is like was designed to 

explore the intricacies and subtleties relating to the phenomenon – that is the 

transition from adolescence to adulthood – as it is lived in time and space, 

through the body, and the relationships that form the lifeworld. This provoked 
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curiosity as to the existential position of my participants, and how the world they 

inhabited and experienced might be explored and interpreted by me. In this 

regard background, culture, and my own as well as my participants’ lived 

experience had relevance in terms of knowledge creation (Laverty, 2003; 

Pernecky, 2016). It can be seen then, that I anticipated an interrelationship 

between me and my participants, allowing for social, historical and cultural 

factors which shaped the interpretations made. An epistemology based on 

hermeneutic theory appeared compatible with the phenomenological 

methodology chosen, which ultimately allowed for co-generation of data, and 

with this the revelation of the lifeworld. Whilst exploring theory relating to 

research paradigms, ontology and epistemology, I also considered several 

methodologies before settling on hermeneutic phenomenology which I now 

expand upon. 

 

4.4   Exploring methodology 

Designing this study enhanced my understanding of the multi-dimensional 

nature of qualitative research (Carpenter and Suto, 2008). My previous 

research endeavours generally described studies as ‘qualitative’ with limited 

adherence to theory (Bolas and Boyle, 2017; Boyle et al., 2014; Elkins-Bushnell 

and Boyle, 2019; Moye and Boyle, 2018). I am now more aware of the potential 

of creating knowledge with participants and the important role of methodology; 

that is the particular philosophical and ethical approach required to develop 

knowledge, as understood by Hammell (2006). I initially considered a case 

study methodology but became more interested in methodologies that claim to 

explore lived experience such as grounded theory, narrative inquiry and 

phenomenology. 

 

4.4.1  Case study, grounded theory and narrative research 

During the early stage of research design, I was drawn to case study 

methodology and explored the possibility of involving a clinical setting within a 

real-life contemporary context as outlined by Yin (2014). Case study 
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methodology is useful for addressing descriptive and explanatory research 

questions tending to rely on multiple methods to deeply explore a single or 

small number of cases within a single context; that is a specific bounded system 

(Creswell, 2013; Yin, 2014). However, I never felt confident that the bounded 

nature of the case would illuminate the complex nature of living and growing up 

with cerebral palsy. Increasingly the phenomenon of transitioning from 

adolescence to adulthood and the becoming of an adult for young people with 

cerebral palsy became ever-more apparent. I therefore concluded that a case 

study methodology would not suffice, as the participants who have experience 

of the phenomenon do not exist within a single bounded system, but instead 

come from different backgrounds with different histories and social contexts. 

I also considered grounded theory as a provisional aim of the study was to 

generate a theory relating to the process of participation in society for young 

people, or “unified theoretical explanation”, as described by Corbin and Strauss 

(2007: 107). According to Creswell (2013), grounded theory aims to develop a 

theory as a result of interaction between the researcher and participants 

seeking to explain a process or action. Classical grounded theory drawing upon 

Glaser and Strauss (1967) applies a post-positivist epistemology using a highly 

systemic approach, whereas constructivist grounded theory according to 

Charmaz (2006) allows for interpretation to form theory.  

Although drawn to Charmaz (2006), as opposed to classical grounded theory, I 

eventually concluded that neither sat well with my evolving epistemological 

position. Some similarities exist between constructivist grounded theory and 

phenomenological thought, particularly in relation to the inductive nature of 

research (Smith et al., 2009). However, the primary focus of grounded theory is 

to seek explanation of phenomena and generate theory rather than seeking 

understanding and acquiring new insights. A grounded theory methodology was 

therefore deemed inappropriate to throw light on the phenomenon I was 

interested in. 

The research question could be explored by a narrative inquiry methodology, 

allowing participants to tell their story about their experience through 

autobiography, life history or oral stories, as described by Riessman (2008). 
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Interpretation, particularly in the form of ‘restorying’, is integral to narrative 

inquiry and therefore sits well within the interpretivist research paradigm 

(Creswell, 2013). There are similarities between narrative inquiry and 

phenomenology, however, the latter arguably considers the lifeworld more 

holistically and in relation to the interaction between researcher and participant, 

which I concluded was relevant for my study. Ultimately, I struggled to be 

confident that a narrative inquiry would illuminate how my participants 

experienced life, and gradually became more drawn to deeper, existential, 

philosophical concepts associated with ‘being’, ‘lifeworld’ and ‘lived experience’.  

 

4.4.2  Lived experience research 

Although previous research has explored the views and experiences of young 

people living with disability much of these have neglected the existential, 

embodied nature of disability, and especially so for those with cerebral palsy 

and the social consequences of living with this condition. Van Manen (2017b: 

810) highlights how the term “lived experiences” can be commonly used but 

might lack depth; for example, he comments when listening to a radio 

programme “Most of the testimonials contain strong opinions, critiques, and 

include adjectives such as unbearable, nerve-racking, frightening – but they are 

not truly descriptions of lived experiences in the sense of narrative accounts – 

they lack experiential concreteness, vividness, and descriptive detail”. Van 

Manen’s (1997, 2017b) consideration of what we might understand as lived 

experience resonated with me when considering methodology, and encouraged 

exploration of philosophy associated with personal subjective, lived experience.  

Arguably, the findings in the literature review, in Chapter 3, may lack meaning 

for young people living with cerebral palsy in the UK with a high level of 

disability. I therefore found myself exploring methodologies that claimed to 

focus on human experience and the lifeworld. According to Holloway and 

Wheeler (2002), and Van Manen (1997), the concept of the lifeworld relates to 

the lived experience and is central to phenomenology. It is philosophy relating 

to this area that informed the methodology chosen for this study which I expand 

upon below. My values and background have undoubtedly influenced my 
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thoughts from an early stage and I therefore required a methodology that 

allowed for this. My use of a hermeneutic phenomenological methodology 

ultimately allowed for interpretation and interaction with my participants using a 

method that fostered co-generation of knowledge. To justify this decision, I now 

expand upon my understanding of phenomenology. 

 

4.5   Phenomenology as methodology 

Many qualitative researchers might agree that phenomenology is research 

enquiry into the lifeworld; that is an exploration to illuminate a particular 

phenomenon of interest. Numerous philosophers have contributed towards 

phenomenological thought including Hans-Georg Gadamer, Maurice Merleau-

Ponty, and Jean-Paul Sartre (Moran, 2000), with many academics developing 

ideas into method including Amedeo Giorgi, Paul Colaizzi and Karen Dahlberg 

(Finlay, 2011). Edmund Husserl is often considered to be the father of 

phenomenology, with many studies relying on his form of descriptive 

phenomenology, while others might draw upon the interpretive hermeneutic 

phenomenology of Martin Heidegger (Finlay, 2011; Moran, 2000).  

I found merit in both, and further, like Van Manen (1997), saw some harmony in 

terms of key ideas. Indeed, Van Manen (1997) understands phenomenology as 

both descriptive and interpretive, a view that is common in the literature which I 

found influential (Adams, 2010; Guimond-Plourde, 2015; Van Manen, 2014a, 

2017). The phenomenological movement is wide, and there are differing views 

as to what constitutes phenomenology, but it is towards Heidegger (1973), and 

Van Manen (1997), that I have looked principally to inform the methodology and 

method used in this study. The detail of the method can be read in Chapter 5, 

before this I first provide my understanding of phenomenology as methodology. 

 

4.5.1  Phenomenology in its original sense 

In Van Manen’s (2017b) Phenomenology in its original sense, he argues that 

the aim of phenomenological research is to reveal phenomenological insights. 
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He disagrees with systematic ways to handle data but rather fidelity to a 

philosophical form of inquiry. His descriptive and hermeneutic approach is 

influenced by phenomenological philosophers including Husserl and Heidegger 

(Van Manen, 1997). In this regard, the distinctions between philosophical 

phenomenology and human science phenomenology he regards as confusing 

and unhelpful. Instead, he argues that “the term “lived experience” (or 

“phenomenon”) points to a central methodological feature of phenomenology: It 

announces the interest of phenomenology to turn to the epoché and the 

reduction to investigate the primal, eidetic, or inceptual meanings that are 

passed over in everyday life” (Van Manen, 2017b: 812). His view is informed by 

phenomenology according to Husserl, such as adherence to phenomenological 

reduction and the epoché, and also Heidegger in that phenomenology is 

hermeneutic too, quoting Heidegger (1962: 37) as follows, “The meaning of 

phenomenological description as a method lies in interpretation….The 

phenomenology…is hermeneutic in the primordial signification of this word, 

where it designates this business of interpreting” (Van Manen, 1997: 25). It is 

phenomenology in this sense that informs the methodology in this study. 

If we consider Husserl, he recognised the limitations of the natural sciences in 

relation to experience and meaning (Koch, 1995; Moran, 2000; Spiegelberg, 

1994). His thoughts contributed towards descriptive phenomenology, based on 

the philosophical assumption that an individual’s experience lies within 

consciousness, the essence of which can be described rather than explained 

(Dahlberg, 2006; Moustakas, 1994; Moran, 2000). Husserl (2012: 40-41) states 

“Our critics in truth see, and so to speak continuously see, “ideas”, “essences” – 

make use of them in thought, formulate judgements concerning essences – only 

from their epistemological “standpoint” they explain the same away”. For 

Husserl (2012) the ‘essence’ is the very nature of the phenomenon, it is that 

which makes the thing what it is, and without which it could not be what it is. 

The influence of Husserl for Van Manen (1997: 10) is evident when he states 

“The essence of a phenomenon is a universal which can be described through 

a study of the structure that governs the instances or particular manifestations 

of the essence of that phenomenon”.  
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Husserl was interested in the immediate presentation of experience to the mind, 

calling for the purging of everything empirical and naturalistic by way of 

phenomenological reduction (Hein and Austin, 2001; Laverty, 2003; Moran, 

2000). In this way, intuitions can be clarified and reduced revealing new content 

that was not initially available to consciousness (Moran, 2000; Van Manen, 

1997, 2017b). Husserl considered phenomenology then, not as a factual 

science but an eidetic science (Moran, 2000; Spiegelberg, 1994). In terms of 

eidetic reduction, Husserl (2012) argued, we need to ensure that our naturalistic 

assumptions do not cloud our view in order to establish the essence of 

experience. 

To understand the lifeworld, Husserl argued it was necessary to suspend 

attitudes and beliefs in order to examine what was present, describing this in 

terms of the ‘epoché’ (Hein and Austin, 2001; Husserl, 2012; Moran, 2000). He 

advocated the need to isolate meaning-constituting structures which make up 

consciousness, describing these as “invariant structural systems” which 

required purging through ‘bracketing’ (Hein and Austin, 2001; Moran, 2000: 

133). Husserl described this process as part of phenomenological reduction 

which would mitigate against the inquirer’s assumptions and preconceptions 

thereby aiding the illumination of the essence of the experience (Laverty, 2003). 

Husserl (2012: 2) states “That we should set aside all previous habits of 

thought, see through and break down the mental barriers which these habits 

have set along the horizons of our thinking”, this is a good explanation of 

phenomenological reduction according to descriptive phenomenology. In this 

way, phenomenology gets to the essence of the experience in the context of 

what we might understand as a philosophical project (Moran, 2000; 

Spiegelberg, 1994). 

Dahlberg (2006) adds to our understanding of bracketing, however, by linking to 

‘bridling’ which is closer to my view for a feasible method. Dahlberg (2006: 16) 

explains “The term “bridling” moreover covers an understanding that not only 

takes care of the particular pre-understanding, but the understanding of the 

whole. We bridle the understanding so that we do not understand too quick, too 

careless, or slovenly, or in other words, that we do not make definite what is 

indefinite”. This is closer to Van Manen’s (1997) view of the epoché too, which 
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allows for openness by the researcher towards the phenomenon. Researchers 

drawn to descriptive phenomenology often rely on Husserl, and the principles of 

phenomenological reduction and the epoché, and methods adhering to these 

(Colaizzi, 1973; Giorgi, 2009). However, Dahlberg’s understanding of bridling, 

stimulated my interest in other phenomenological views which might take a 

more hermeneutic stance.  

I found myself questioning the benefit of suspending attitudes and beliefs to 

such an extent that I removed myself from the study entirely. A reflective 

approach recognising my role within the research seemed appropriate to 

acquire phenomenological insight, as suggested by Van Manen (1997). This 

consideration of my position within the research became ever-more present in 

my thoughts during the study design as I found myself increasingly drawn to the 

hermeneutics of Heidegger who argued bracketing was not possible as 

interpretation cannot be avoided (Koch, 1995; Laverty, 3003). As Van Manen 

(2017b: 812) explains, “Heidegger seems to suggest that when studying a 

certain phenomenon or event (lived experience) we have to try to question what 

has faded and how phenomena give themselves”. This resonated with me for a 

study where my role was likely to be important. Ultimately, my draw to 

hermeneutics was especially influenced by Van Manen (1997) who combines 

hermeneutics with an understanding of phenomenological reduction and the 

epoché. 

Whereas Husserl focussed on epistemological inquiry to access the essence of 

experience, Heidegger took an ontological and interpretive stance to lived 

experience (Laverty, 2003; Moran, 2000). For Heidegger (1973: 60) “only as 

phenomenology, is ontology possible”. In this way, Heidegger was drawn to an 

existential understanding of being through Dasein – that is being-in-the-world; 

as such he focussed on the practical activities and relationships which provide 

meaning to people’s lives (Crotty, 2015; Heidegger, 1973; Moran, 2000; 

Spiegelberg, 1994). This worldly perspective allows for a consideration of 

humans as being ‘thrown’ into a world of objects, relationships and language 

(Crotty, 2015; Heidegger, 1973; Moran, 2000; Spiegelberg, 1994). This 

resonated with me deeply in relation to finding out about young people’s lives, 

the social world they inhabit, and the existential issues they may face. 
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Heidegger’s contribution to phenomenology has largely been associated with 

hermeneutics and existentialism; his view was that an interpretivist stance is 

necessary in order to throw light on something that may be latent or disguised 

(Hein and Austin, 2001; Horrigan-Kelly et al., 2016; Laverty, 2003). Central to 

Heidegger’s philosophy is Dasein, that is our being-in-the-world, which remains 

concealed and requires interpretation in order to reveal meaning (Horrigan-Kelly 

et al., 2016). According to Crotty (2015) hermeneutics and existentialism are 

concerned with examining what may be disguised and that interpretation leads 

to illumination. For Heidegger (1973: 59) there was always the risk that what 

might be hidden may remain hidden, he says for example: 

Manifestly, it is something that proximally and for the most part 
does not show itself at all: it is something that lies hidden, in 
contrast to that which proximally and for the most part does 
show itself; but at the same time it is something that belongs to 
what thus shows itself, and it belongs to it so essentially as to 
constitute its meaning and its ground. 

 
Ultimately, for Heidegger, language is shared, social and intersubjective. This 

intersubjectivity encompasses not just language, but also tradition, and indeed a 

living historical tradition from which we all inherit culturally. Interpretation and 

hermeneutics therefore, according to Heidegger, are closely related to the 

historical context (Moran, 2000; Spiegelberg, 1994). In relation to interpretive 

hermeneutics, McManus Holroyd (2007: 5) states “The world and our existence 

in the world is what creates a shared understanding between individuals, and 

the medium that makes this understanding of the world possible is language”. In 

this regard, feelings and thoughts are shared through language, whereby reality 

may be constituted through being-in-the-world in shared times and spaces 

(Dahlberg et al., 2008; Van Manen, 2007). 

Ultimately, I found myself drawn to both Husserl and phenomenological 

reduction and the epoché, and to Heidegger and hermeneutics and 

existentialism, and with Van Manen (1997) there was a coming together of 

these philosophical principles that made sense. I concluded that we cannot 

separate ourselves from the world around us – indeed we are part of the world - 

which fits with my ontological and epistemological position. Like my participants, 

I live in the world and have experience of the subject matter. In short, like Finlay 
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(2011), my view is that our bodies are intertwined with the relational and social 

world that surrounds us. For me, like Van Manen (2017b), this understanding of 

Husserl and Heidegger, was necessary in order to adhere to phenomenology in 

its original sense, which substantially influenced the hermeneutic 

phenomenological nature of this study. 

 

4.5.2  The hermeneutic phenomenological nature of this study 

The above details my understanding of key philosophers, Edmund Husserl and 

Martin Heidegger, and I agree with Van Manen’s (2017a, 2017b) view that good 

phenomenology adheres to sound philosophical principles. There are 

phenomenological researchers who rely on Husserl over Heidegger and vice-

versa, but I found merit in both, and it is in this broad vein that I established my 

own position drawing upon Van Manen’s (1997) understanding of 

phenomenology as both descriptive and hermeneutic. My research question 

addresses a curiosity about the lifeworld of young people living with cerebral 

palsy, and a hermeneutic phenomenological approach I concluded allowed 

exploration as to experience and becoming for young people as they live and 

exist in their world. Heidegger’s existentialism I found appealing, which made 

sense in terms of method when drawing upon Van Manen (1997) and Crowther 

(2017), the detail of which I explain in the next chapter.  

The hermeneutic phenomenological methodology adopted in this study 

anchored the research in the world of my participants. In this regard, I am drawn 

to Dahlberg et al.’s (2009: 267) view that “We are not separate from our 

concrete engagements with the world or with others and this announces 

limitations and vulnerabilities about what we come up against: the facticity of 

our finitude or death, the fragilities of our bodies, the vicissitudes of existing (or, 

living) in a particular time, place, culture and language”. It is towards 

Heidegger’s (1973) existential, hermeneutic phenomenology then, that this 

study relies, and in particular with an understanding that interpretation is a basic 

structure of our being-in-the-world, as Heidegger (1973: 191-2) says “Whenever 

something is interpreted as something, the interpretation will be founded 
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essentially upon fore-having, fore-sight, and fore-conception. An interpretation 

is never a presuppositionless apprehending of something presented to us”. 

The influence of Heidegger on Van Manen (2017a, 2017b) is clear as he 

understands phenomenology to be essentially hermeneutic, but so too is his 

consideration of Husserl when he argues that good phenomenology requires 

the study of primal, lived, prereflective, prepredicative, meaning of an 

experience, that research is guided by a well-grasped phenomenological 

question, and that phenomenological writing and reflectiveness is aided by 

phenomenological reduction and the epoché. Similar to Van Manen there are 

others too, who take a broad view of phenomenology, drawing upon Husserl, 

Heidegger, Gadamer, Merleau-Ponty and others, taking a lifeworld-led research 

approach emphasising the importance of reflection and reflexivity.  

In this regard, reflective lifeworld research, according to Dahlberg et al. (2008), 

drawing upon Husserl and Merleau-Ponty especially suggests researchers take 

a bridled approach. This brings together what we may understand as bracketing 

and an openness towards the phenomenon to identify preunderstandings which 

might help foster a deepening of self-awareness. Similarities with Van Manen 

(1997) are evident here in relation to his encouragement of openness, a sense 

of wonder, and deep reflection towards the phenomenon. I see value in such 

work and have been influenced too by lifeworld-led research and how this 

relates with Van Manen regarding method (Cowdell and Galvin, 2018; 

Dahlberg, 2007; Dahlberg et al., 2009; Nyström and Dahlberg, 2001; Todres et 

al., 2014).  

 

4.5.3  The centrality of Dasein 

Regarding the young people I am interested in, I recognised their social world 

was likely to be multi-faceted, with the coming and going of professionals, as 

well as input from family, friends and carers. Heidegger’s understanding of 

Dasein is methodologically important, as it is this existential focus on humans’ 

existence in the world, as individuals and within a social context, as highlighted 

by Horrigan-Kelly et al. (2016), that reflects the stance taken in this study. This 
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ontological understanding of being-in-the-world has been influenced by the 

existential modalities as understood by Van Manen (1997), including spatiality 

(lived space), corporeality (lived body), temporality (lived time), and relationality 

(lived human relations). In this way, the participants were always a part of, and 

inseparable from, the world in which they exist, as Heidegger (1985: 202) 

explains “Dasein itself, ultimately the beings which we call men, are possible in 

their being only because there is a world… Dasein exhibits itself as a being 

which is in its world but at the same time is by virtue of the world in which it is. 

Here we find a peculiar union of being in the world with the being of Dasein”.   

Heidegger’s thinking was deeply characterised by Dasein and the meaning of 

‘Being’ in relation to existence in time and space (Heidegger, 1973; Moran, 

2000; Spiegelberg, 1994). That is our place in history is a given, over which we 

have no control; this is simply the ‘historicity’ of our position and being-in-the-

world. Historicity is important but so too is our ordinary life which might draw us 

into an ‘inauthentic’ world (Heidegger, 1973; Moran, 2000; Spiegelberg, 1994). 

This ‘falling’ into an anonymous world is another existential feature of Dasein 

which can limit potential (Heidegger, 1973; Moran, 2000). Heidegger, argued 

that it is necessary to recognise the past; in this way we all exist in time in the 

present but we also existed in the past, as did others around us, which relates 

to the concept of historicity (Moran, 2000). The above influenced my reflections 

and analysis of the data greatly which might come across in the reflective 

journal entries I provide throughout this thesis. 

Heidegger provides careful consideration of Dasein in terms of understanding 

its structure in relation to ‘falling’ and ‘facticity’ (Heidegger, 1973; Horrigan-Kelly 

et al., 2016; Moran, 2000). This I found especially relevant in relation to the 

possibilities of life that may, or may not, be open to the participants. As 

Heidegger (1973: 33) states “Dasein always understands itself in terms of its 

existence – in terms of a possibility of itself: to be itself or not itself. Dasein has 

either chosen these possibilities itself or got itself into them, or grown up in them 

already”. This living of life, according to Heidegger (1973), is most commonly 

experienced inauthentically. That is most of the time, we are occupied with a 

vague and average understanding of everyday life; which comes across well 

below in relation to the taken-for-granted meaningfulness of lived experience: 
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Even if it is not explicitly conscious, I live in a context of 
anticipation. Unbroken, without having to surmount barriers, I 
slide from one encounter into another, and one sinks into the 
other, and indeed in such a way that I do not bother about it. I 
do not at all conceive of the idea that there is anything to notice 
[beachten] anyway. I swim along with the stream and let the 
water and the waves crash behind me. I do not look back, and 
living into the next one, I do not live in the encounter that has 
just been lived or know about it as having just been lived. I am 
engrossed in the temporally particular situation and in the 
unbroken succession of situations and to be sure in that which 
encounters me in the situations. I am engrossed in it, i.e. I do 
not view myself or bring myself to consciousness: now this 
comes along, now that. But in that which comes, I am captured 
and arrested, fully and actively living it. I live the context of 
meaningfulness, which is produced as such in and through my 
experiencing, insofar as I am just swimming here and there in 
this direction of expectation (Heidegger, 2013: 92). 

 
There are times, however, when we experience life much more acutely, a first-

hand experience which highlights our potential in life, during these periods we 

can identify the authentic and inauthentic modes of being. The above hints as to 

what we may understand as the natural and phenomenological attitudes, which 

I expand upon in Chapter 5. To overcome our taken-for-granted ways 

Heidegger (1973) argues for an interpretive approach based on the use of the 

hermeneutic circle (Laverty, 2003; Parsons, 2010). This hermeneutic inquiry 

becomes circular as questioning has a certain level of reasoning in terms of 

going backwards and forwards enhancing understanding and informs further 

questions (Heidegger, 1973) and informs how I analysed the data, explained in 

the next chapter.  

As Heidegger (1973: 24) states “Every seeking gets guided beforehand by what 

is sought”. This is an example of what Heidegger calls the ‘fore-conception’ and 

has been a key reason as to why I was drawn to Heidegger especially, and his 

central point that the inquirer will hear the answer to a question in the light of 

what they already know. It seems then that the hermeneutic circle of 

understanding and interpretation is a key feature of Dasein (Wilson, 2014), 

which was a central feature in this study. Van Manen (1997) adds to this by 

highlighting the importance of openness from the researcher and the crucial 

process of reflective writing which I expand upon in Chapter 5. 
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4.6   Summary 

My research question lends itself to a form of inquiry that endeavoured to throw 

light on a little understood phenomenon; that is the lived experience of 

transitioning from adolescence to adulthood for young people living with 

cerebral palsy in the UK. The decision to use an interpretive, hermeneutic 

phenomenological methodology was made on the understanding that this study 

would never discover everything. Heidegger’s contribution towards 

phenomenology and hermeneutics is appealing for a study about the lived 

experience of transitioning from adolescence to adulthood, as he focussed on 

what it is to be human in terms of the historical, lived, and practical nature of 

experience. This ontological and existential orientation stimulated my interest in 

how people live their lives, their moods and worries, their emotions, ambitions 

and possibilities – to ultimately make themselves whole (Heidegger, 1973; 

Moran, 2000; Spiegelberg, 1994).  

In-keeping with my ontological and epistemological position, I opted for a 

methodology that allowed for co-generation of data, intersubjectively with the 

participants in their natural environment, and interpretation in terms of analysis. 

This allowed for the asking of subjective experience rather than any form of 

measurement, and as there was no hypothesis to dwell upon this provided 

freedom on my part to remain open-minded throughout the study. Like Van 

Manen (2017a, 2017b), Osborne (1994) recommends that phenomenological 

studies adhere to the philosophical principles claimed. It is the embodied nature 

and just what is life like for young people living with cerebral palsy as they 

become an adult that I wanted to throw light on.  

The philosophy influenced my thoughts when designing the study, informing my 

understanding of this hermeneutic phenomenological research as existentialist. 

Language and communication may be complex, and it is this lived experience in 

the UK, for those living with a high level of disability, that my literature review 

tells us we know little about. In this regard I wanted to use a methodology that 

ultimately supported a method compatible with existentialism and interpretation, 

and the discovering of textual meaning in relation to the phenomenon for the 

participants. 
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Hermeneutic phenomenology drawing upon Heidegger places an emphasis on 

the role of the researcher, and it is Heidegger’s understanding of Dasein that 

has been an important feature of this research. This was in a rather subtle way, 

however, allowing for a deep and ongoing reflection on my part throughout, 

which I explain further in the next chapter. Ultimately, I agree with Van Manen 

(2014a) in that phenomenology can help bring us nearer to understanding a 

particular phenomenon but that research will always be incomplete as it is 

impossible to capture a given experience in its entirety. With the methodology 

explained I provide below some of my thoughts during the design stage, before 

detailing the method in the next chapter.  

My thoughts consider a mixed view of those who are possibly 
more part of mainstream society than others. Of a social world 
consisting of practitioners and clients, and an unbalanced 
power relationship between the two. Evidence-based practice 
appears to place value on positivist inquiry determining the 
effectiveness of interventions. This priority on outcome 
measures emphasises the role of services and practitioners 
and maybe does not account for lived experience sufficiently. 
The role and place of the person living with disability seems to 
take second place. Current practice lends itself to a positivist 
approach which maybe does not sufficiently account for ‘being 
in the world’.  

This existence in the world, a social world of objects and things, 
I think is relevant in relation to my curiosity about the lived 
experience for young people as they become adults. Like 
Heidegger, I feel we all live in a world of 'things'. Everything we 
see around us exists - much of this existence is overlooked 
possibly. Our awareness of living with disability and the 
existential nature of living with a condition, such as cerebral 
palsy, seems to be neglected in the literature. Heidegger 
rejects Cartesian rationalism in favour of Dasein and ‘being in 
the world’. This approach to ‘existence’ is in-keeping with my 
ontology. I like the way in which Heidegger identifies that the 
world around us, the practical world, is always there and comes 
first - that is before consciousness of it. He is therefore more 
interested in the practical everyday life. I too am interested in 
this (reflective journal – August 2017). 
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Chapter 5 Method 

 

5.1   Introduction 

Having explained the methodology, I now describe the choices I made 

regarding the method. This chapter details the practical and ethical 

considerations which link closely with the previous chapter. Below I outline the 

important public involvement consultation process, ethical considerations, how 

participants were selected and recruited, how data were managed and 

organised, and a detailed description of the data generation and analysis 

procedures. This detail provides clarity and an evidential base, satisfying quality 

criteria in relation to transparency, auditability and confirmability, thereby 

enhancing trust in the study. This chapter has been written with respect for the 

participants and recognition of the valuable contribution of those living with 

disability in research design. The method was followed with an understanding 

that the meaning of lived experience is usually hidden, and as such great care 

was taken at each stage, and with careful reflection throughout, as encouraged 

by Van Manen (1997).  

 

5.2   Public involvement 

The literature review in Chapter 3 shows that few studies include patient and 

public involvement in research design, or use methods to enhance inclusivity. 

From an early stage I considered it important to listen to people living with 

disability to ensure a high level of inclusivity and was committed to consultation 

to ensure the research was relevant, reliable and useful, as encouraged by the 

NIHR (2021). The NIHR vision for public involvement has been explained by 

Professor Dame Sally Davies (former Chief Medical Officer and Chief Scientist 

for the Department of Health) as “the rule not the exception. It is fundamental to 

ensure high quality research that brings real benefits for patients, the public and 

the NHS” (Staley, 2009: 4). I therefore recruited a small number of individuals 

living with cerebral palsy and their carers, to form a public involvement group, 

mainly through local advertisements and also following a presentation of the 
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study background at the Rehabilitation International World Congress in 

Edinburgh (Boyle, 2016), see Table III below. 

 

Table III Public involvement group 

Pseudonym  Descriptor (including age at beginning of involvement) 

Lawrence 

and family  

Lawrence (20 years), lives with his mother, father and younger 

sister. He has cerebral palsy and is an occasional wheelchair user, he 

enjoys playing the guitar and socialising.  

 

Abdul  Abdul (25 years), has cerebral palsy and is a university graduate and 

works in media. He is a part-time actor and scriptwriter. He lives 

with his father. 

 

Mark  Mark (19 years), has cerebral palsy, he lives with his mother who is 

an occupational therapist. Mark is considering his options for when 

he finishes college.  

 

Cara and 

Ray  

Cara and Ray are a couple who met as teenagers. Aged in their 

thirties they both have cerebral palsy, work part-time and are active 

in the disability rights movement.  

 

Millie and 

Anna  

Millie (21 years), has cerebral palsy and lives with her large family in 

an adapted house. Anna is her sister and one of her main carers. 

 

William  William (25 years), has cerebral palsy, he has an undergraduate 

degree in the social sciences and is a PhD student, he works part-

time for a disability organisation.  
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Although there is limited research about the use of public involvement in 

research design, the benefits seem to include development of user-friendly 

information and appropriate recruitment strategies (Brett et al., 2014). My group 

included five young people living with cerebral palsy aged 20-26 years, a couple 

in their early thirties, and some family members. Harries et al. (2020) encourage 

occupational therapy researchers to embrace public involvement in a truly 

people-centred way with reflection as to how feedback from a broad range of 

people is sourced and how to use this to challenge your mindset. Spending time 

with these provided access to their expertise, influencing the study design. 

Although we never met as a group, regular communication with members was 

helpful to explore aspects of the design. Two members commented on draft 

templates of the written account, and offered opinion as to how this could be 

used. Some suggestions relating to questions for the written account needed to 

be considered carefully as I wanted to collect data that was fresh and pre-

reflective in-keeping with the methodology.  

Similarly, discussion with members was helpful to determine the detail provided 

in the participant information sheet as I wanted participants to be adequately 

informed but not distracted, and suggestions for amendments needed to be 

considered in relation to the aim of the study (Appendix 6). Prior to interviewing 

participants, I carried out two practice interviews with group members. One via 

Skype, and the second in the family home, see Appendix 7 for a reflection on 

this experience. Both advised that interviewing in the home would enhance 

convenience, and this sense of ease I considered crucial to facilitate lifeworld 

discovery.  

To be a researcher committed to the involvement of service-users is important 

in order to design studies that resonate with those who use services. This will 

also help practitioners understand what makes a difference in terms of impact, 

inform how we can ensure person-centred work is central and how we can work 

effectively with families and carers, all areas of research priority for occupational 

therapists (RCOT, 2019a). According to the JLA (2021), key principles for 

research include transparency, inclusiveness and auditability. By including my 

public involvement group to help design the study the relevance of the research 

is more likely to be justified to my research community, and more importantly to 
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the participants, people like them, and people close to them, as suggested by 

the NIHR (2021).  

Although the value of consultation with young people in research design is 

recognised, the quality of support has been criticised for being low (Bailey et al., 

2015). An outcome of the current study might be a useful description of public 

involvement consultation with young people that contributed effectively towards 

flexibility and adaptability in the method to enhance inclusivity. I do not claim 

that my study is user-led, emancipatory or participatory, but rather successfully 

involved a variety of stakeholders from an early stage. Consultation with people 

living with cerebral palsy, and those involved with supporting them, to inform the 

study design was paramount during the design stage and is recognised as good 

research practice (Atkin et al., 2020; Harries et al., 2020; NIHR, 2021). 

 

5.3   Ethics and risks 

The research received ethical approval from the Cross-School Research Ethics 

Committee (Life, Health and Physical Sciences) at the University of Brighton 

(Appendix 8). Ethical approval from the NHS was not necessary as participants 

were not likely to be ill, and the aim focussed on a phenomenon that was much 

wider than simply health related issues. Following ethical approval, the 

university marketing service suggested advertising the study on the university 

website and disseminating a press release. Securing additional ethical approval 

for this was quick, see Appendix 9, and information was then made available on 

the university website and in the press, an example of which is provided in 

Appendix 10. I now detail the specific ethical issues and how I responded to 

these to enhance the study’s integrity in-keeping with the virtues of 

respectfulness, sincerity, and humility as recommended by Macfarlane (2009). 

 

5.3.1  Vulnerability and safeguarding 

It is important not to label people as vulnerable simply because they have a 

disability, a view held by my public involvement group. However, when 
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considering inclusivity, it was sensible to be mindful that participants might have 

been affected by temperature, fatigue and/or difficulty with communication. I 

never assumed all disabled people to be vulnerable, a view which can reinforce 

negative perceptions, and am confident I reached a proportionate response by 

making sure interview environments were comfortable, with breaks offered, 

being mindful of my speech, the terminology I was using, and the speed of 

questioning and tone and volume of my voice.  

Throughout the study I was thoughtful as to how disability might be understood, 

as Grue (2015: 207) says “Unlike “natural” or “normal” bodies, which may be 

described neutrally, in terms of their capacities or features, bodies with 

impairments require explanation and action: An explanation of what went 

wrong, of how deviance from the norm came about, and action aimed at 

restoring normalcy in one way or another”. I therefore endeavoured to refrain 

from such assumptions, creating an equal space between myself and each 

participant, thereby reducing the threat of vulnerability. I was aware of concerns 

my participants might experience in relation to how they saw themselves 

portrayed in the research. I present the findings, therefore, in Chapter 6, in great 

detail to retain a connection with each participant, providing a respectful 

representation of their lifeworld.  

No safeguarding concerns arose during the study, however, I remained vigilant 

whilst reading the written accounts and during the interviews in case a 

safeguarding disclosure was made. As a professional registered with the 

HCPC, I have a duty to avoid future harm in accordance with my registration 

and professional code of ethics, and was prepared to compromise 

confidentiality and discuss such issues with my supervisors if necessary (COT, 

2015; HCPC, 2016).  

 

5.3.2  Autonomy and advocacy 

Data were generated through a written account followed by an interview with 

each participant. For the interviews I allowed participants to be accompanied by 

an advocate if wanted, to provide reassurance and a sense of autonomy (Yeo 
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et al., 2014). I was aware of both the positive and negative consequences of 

this but concluded this option might help participants feel comfortable and 

therefore better able to participate. By being accompanied by someone they 

knew well I anticipated improved communication between us. Although I 

possess substantial experience of interviewing people with disabilities and 

understand the beneficial role of advocates, I was conscious of the importance 

to ensure discussion remained between me and the participant. Following 

recruitment, two participants chose to be accompanied by an advocate, and I 

took care to ensure their role was assistive, helping with clarification rather than 

interpretive.  

 

5.3.3  Informed consent 

Potential participants were invited to make contact by phone or e-mail for further 

information and to ask questions. Those expressing interest were sent a 

participant information sheet, introduction letter and consent form (Appendices 

6, 11 and 12). I wanted to provide clear information, and sought advice from my 

public involvement group to ensure this, in-keeping with good research practice 

(NIHR, 2021). Potential participants were offered the option of receiving the 

pack electronically or by post, printed material was offered in large print, and on 

coloured paper if preferred, and electronic replies confirming consent were 

allowed. Participants who wanted to be accompanied by an advocate for the 

interview were asked to share the participant information sheet with that person, 

which outlined the expectations of this role. Advocates were present for two 

interviews and this point was explained again verbally beforehand.  

I understand informed consent based on the principle of autonomy and 

beneficence (Marzano, 2012). In this regard, I presumed all potential 

participants were able to provide consent unless it became evident that this was 

not the case, and was prepared should any individual had not been able to 

understand what was being asked of them. My practice experience informed my 

understanding of the necessity to ensure participants were provided with 

detailed information prior to interview, that the interview environment was 

comfortable and quiet to facilitate communication, that sufficient time was 
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provided during the interview to allow participants to communicate their 

thoughts, and that an appropriate method for providing consent was established 

for each individual. 

All participants returned a completed consent form prior to becoming involved, 

all were able to type their name onto the form which was deemed acceptable. A 

form of rolling consent was used, as suggested by Dewing (2007), with 

participants confirming their continuing consent at the beginning of the 

interview. I was prepared for any sign of ambiguity regarding consent, in which 

case the interview would not have proceeded. Participants required cognitive 

capacity to provide consent, and ability to communicate, although the design 

was prepared for those with physical limitations who might have required 

additional support. 

 

5.3.4  Coercion 

To avoid any danger of actual, or perceived, coercion I ensured participants 

were advised at the point of recruitment, and throughout the study, that they 

could withdraw at any time without providing a reason. There is limited research 

addressing ethics and coercion, however, the avoidance of this to ensure 

beneficence is commonly required to carry out research of a high ethical 

standard (Hem et al., 2018; Savin-Baden and Howell-Major, 2013). Potential 

participants, therefore, received detailed information explaining that agreement 

to participate was completely their choice. A completed consent form was 

required from each participant and this constituted agreement to take part. 

 

5.3.5  Interview venue 

To facilitate participation, I interviewed participants at a venue convenient for 

them. According to Yeo et al. (2014) the interview venue is often decided by the 

participant, which might be the home, workplace, or somewhere neutral. 

Following consultation with my public involvement group, it became clear that 

interviews in the home might enhance participation. I was conscious that this 

might present particular challenges and risks, and like Yeo et al. (2014) could 
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be considered intrusive. However, according to Heinonen (2018) interviews in 

the home are beneficial to obtain rich data in phenomenological research, and 

the convenience this offered facilitated participation.  

My practice experience informed my understanding to ensure a visit at a 

convenient time, to inform others of my whereabouts, and to let a nominated 

person know when the interview was over. Four participants chose to be 

interviewed at home, one opted to be interviewed at work, and another at the 

university. The home, I considered, was likely to be an important space for my 

participants and it felt logical to carry out interviews in this familiar environment, 

which possibly offered security and comfort. Being interviewed in the home 

maybe helped participants to feel more able to be open, and I provide a 

reflection on this experience following the first two interviews in Appendix 13. 

 

5.3.6  Participant and researcher distress 

I anticipated it possible that some participants might become distressed, as a 

consequence all participants were alerted of this. Breaks were offered during 

the interviews, as recommended by Yeo et al. (2014), but only one made use of 

this. For all interviews I was prepared in case a participant became distressed, 

in which case I intended to stop and offer an opportunity to discuss the 

situation, with the audio-equipment switched off, and to provide contact details 

of support organisations.  

In addition, upon completion of each interview, I allowed some time with the 

audio-equipment switched off, to briefly discuss with each participant how they 

found the interview, again recommended by Yeo et al. (2014). This provided a 

useful opportunity to ensure participants felt content.  Should a participant have 

wanted to complain about how they were treated, or any possible harm they 

might have suffered, they were informed they could contact my supervisors who 

would address the issue accordingly.  

Although resilient, and able to draw upon previous experience, I was mindful 

that subject matter might cause me distress. The process of phenomenological 

interviewing, and the intensity of these encounters was demanding, and 
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especially so in relation to the depth of lived experience discussed. As a result, 

deep feelings on my part arose, these were never overly distressing, but useful 

to reflect upon and document in my reflective journal which was helpful to 

process my thoughts.  

  

5.3.7  Confidentiality and anonymity 

Confidentiality and anonymity have been maintained to ensure that all 

individuals and places are not identifiable in this thesis, conference 

presentations, or publications, as recommended by Savin-Baden and Howell-

Major (2013) and Webster et al. (2014). Every participant was allocated a 

number on recruitment which was stored on a password protected computer, 

and all paper documentation was stored in a locked filing cabinet. Participants’ 

anonymity, therefore, was guaranteed whilst the data was generated and 

analysed and during the writing of this thesis in compliance with the Data 

Protection Act 2018. The names of the organisations which assisted with 

recruitment are provided however as this is information in the public domain. 

Participants were informed that the study would be submitted towards the 

fulfilment of a doctoral award and that it was likely I would present at 

conferences and submit articles for publication. Participants were informed that 

their words may be used in the thesis, conference presentations and 

publications, and consent for this was secured. No identifiable information has 

been used in the quotations provided, and I have taken care not to disclose 

incidental details such as participants’ occupation and location. This has been 

balanced with the need to provide some detail to provide context for the reader. 

 

5.4   Participants 

According to Finlay (2011) large sample sizes are not necessary for 

phenomenological research. Similarly, Van Manen (2018: 1962) states that 

“sample size has nothing to do with the methodology of phenomenology”, 

arguing instead that “Its intent is to explore the inceptual meanings, insights, 

and significances with respect to possible human experiences, which may or 
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may not resonate with the existential lifeworlds of humans”. In-keeping with 

literature I considered it reasonable, therefore, to recruit a minimum of six and a 

maximum of eight participants to provide findings that could be considered as 

trustworthy rather than generalisable (Cresswell, 2013; Finlay, 2011; Savin-

Baden and Howell-Major, 2013).  

Other phenomenological studies have recruited similar sample sizes with 

researchers suggesting numbers in this region as appropriate to provide 

detailed, textured accounts of the phenomenon (Finlay, 2011; Powrie et al., 

2020; Suddick et al., 2019; Van Manen, 2017c). Positivist-oriented studies 

might attempt to establish indefinable truths via large samples, however, it was 

never my intention to provide definitive findings which might support a particular 

intervention. Instead I anticipated providing rich, textured findings to challenge 

and provoke readers to think deeply about the issues raised.  

Purposive sampling, as outlined by Creswell (2013), was used to recruit those 

best placed to talk about their experience. These were young people aged 

between 18-25 years, with a diagnosis of cerebral palsy, who used a wheelchair 

on a permanent basis, could document their thoughts in a physical or electronic 

document, were able to understand and answer questions in English, and 

possessed the cognitive ability to provide consent, see Table IV. I agree with 

Van Manen (1997: 10) when he states “A person cannot reflect on lived 

experience while living through the experience”. If I were to have interviewed 

13-17 year olds, for example, then this would have been a very different study. 

Younger individuals would be in a good position to talk about their current 

experience at that time but I wanted to interview slightly older people with 

experience of having lived-through the transition years.  

Six participants were recruited and pseudonyms are provided in Table V, along 

with gender, age, data generation method, interview venue, and duration. The 

participants were resident across England and Wales, were an equal mixture of 

males and females, and aged between 18-25 years. All six had a form of 

spastic quadriplegic cerebral palsy and were permanent wheelchair-users, 

some had a mild speech impediment but all were able to communicate verbally. 
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The ethnicity of the participants included people with a white-British, white-

European, middle-eastern and Asian heritage.   

I interviewed the first participant, Theo, age 24 years, at his place of work, this 

lasted 65 minutes. I interviewed the second participant, Aisha, also 24 years 

old, in her home, accompanied by her mother who provided some assistance 

with communication, this interview too lasted 65 minutes. I interviewed the third 

participant, Hasan, age 25 years, in his home and this lasted 68 minutes. The 

fourth participant, Maria, age 18 years, preferred to be interviewed at the 

university and this lasted 55 minutes. The fifth participant, Helen, age 24 years, 

chose to be interviewed at home and this lasted 67 minutes, she was 

accompanied by her carer who provided some physical assistance but did not 

contribute verbally. The sixth participant, John, age 19, was interviewed in his 

home and this lasted 55 minutes. 

 

5.5   Recruitment 

Participants were recruited primarily via voluntary sector organisations. Some 

may also have become aware of the study via the University of Brighton website 

and short articles in the press (Ryan, 2017; The OT Magazine, 2018). 

Recruiting young people with severe cerebral palsy can be challenging (Parkes 

et al., 2011), for this reason I made use of six organisations. Four promoted the 

study on their website and/or newsletter, these were; Independent Living, 

Cerebral Palsy Plus, Mobility and Support Information Service and, CP Teens. 

Two other organisations, Leonard Cheshire and SCOPE, promoted the study on 

their social media pages.  

Recruitment via the above organisations did not guarantee representation of 

young people in terms of class, gender and ethnicity, however, it was never my 

intention to recruit a sample from which I could produce generalisable findings. 

Rather, I wanted to generate sensitive findings, and recruitment via these 

organisations was beneficial to secure participation from those with direct lived 

experience of the phenomenon, crucial for phenomenological research (Finlay, 

2011; Van Manen, 1997).  
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Table IV Inclusion criteria 

Inclusion criteria 

• Diagnosed with cerebral palsy in childhood 

• Permanent wheelchair user 

• Aged between 18-25 years 

• Can use a physical or electronic document to write 

• Able to understand and answer questions in English 

• Able to provide consent 

 

 

Table V Participant details 

Number Pseudonym Gender Age Data 

generation method 

Interview 

venue  

Duration 

(minutes) 

1  Theo  M  24 Written account and 

interview  

Work  65  

2  Aisha  F  24  Written account and 

interview  

Home  65  

3  Hasan  M  25  Written account and 

interview  

Home  68  

4  Maria  F  18  Written account and 

interview  

University  55  

5  Helen  F  24  Written account and 

interview  

Home  67  

6  John  M  19  Written account and 

interview 

Home  55  
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I endeavoured to maximise partnership by ensuring those interested were well 

informed. The recruitment advert invited potential participants to make contact if 

they were willing to write about their experience and then discuss this in an 

interview. As suggested by my public involvement group I avoided jargon and 

explained the study would explore the experience of growing-up with cerebral 

palsy and becoming an adult. Such detail for potential participants is important 

in phenomenological research to build a solid base upon which to co-create 

data (Finlay, 2011). 

I allowed for the eventuality of more than eight individuals meeting the inclusion 

criteria volunteering, in which case I would have declined their participation and 

explained this was because the maximum number of participants had 

been reached, offering them a copy of any final research paper, as suggested 

by my public involvement group. During the recruitment period I was contacted 

by 13 people, of these ten met the inclusion criteria, eight consented to 

participate, two withdrew, and ultimately six participants provided data to be 

analysed. To facilitate participation, again as suggested by my public 

involvement group, I offered to refund modest costs to attend the interview. 

Recruitment was challenging but I remained determined to carry out research 

collaboratively with young people, whilst mindful that other studies had similar 

difficulties (Parkes et al., 2011). This required tenacity and negotiation as I 

liaised with a large number of organisations from which I hoped to recruit. 

Some, not identified in this thesis, were reluctant to assist while others were 

more receptive. Cresswell (2013) describes the relevance of those with insider 

status and the powerful gatekeeping role they possess. I quickly recognised, 

like Finlay (2006), the influence insiders have in relation to recruitment. Most 

were helpful; however, some refused to assist, questioned the relevance of the 

study, or simply did not respond to correspondence. This liaising with insiders, 

as gatekeepers, was necessary but a time-consuming process highlighting their 

powerful role and raising questions as to ways in which to facilitate collaborative 

research with groups neglected in the literature.  

 



96 
 

5.6   Data generation 

Shakespeare (2019) reminds us that co-production in research leads to 

empowerment and better outcomes. In this regard, I concluded that the 

qualitative design would help co-generate data collaboratively, and 

intersubjectively with the participants. I recognised that co-generation, rather 

than simply data gathering, would require an open mind on my part and found 

myself influenced by Heidegger’s hermeneutic approach which appears to 

become circular as questioning has a relatedness backward or forward 

enhancing understanding and informing further questions (Heidegger, 1973).  

The review of the literature, as well as my experience of focus group research, 

informed my view that discussion alone might not answer the research question 

sufficiently with people living with a high level of disability (Boyle et al., 2014). I 

was conscious that the voice of young people in the literature living with 

disability is limited, with research often consisting of measurable outcomes 

rather than qualitative methodologies (Shakespeare et al., 2018). While many 

phenomenological studies use interviews alone, multiple methods are also 

common and can be seen as beneficial in order to allow data to be generated in 

differing formats which might help participants (Finlay, 2011). In particular, 

written accounts can be useful prior to interview in phenomenological research 

(Finlay, 2011). I therefore opted for two rounds of data generation; the 

completion of a personal written account followed by an interview with each 

participant.  

This form of data triangulation I anticipated would be beneficial for those living 

with a high level of disability to express themselves. For some qualitative 

researchers, triangulation may be seen as helpful in order to deepen 

understanding of human experience (Mason, 2017; Silverman, 2013). I am not 

suggesting that this led to a single truth, but rather the multiple methods 

facilitated the co-generation of data with young, severely disabled people. In 

this regard, I agree with Finlay (2011: 195) regarding triangulation in that “In 

phenomenology we use it to deepen/broaden and enrich understandings rather 

than to verify findings.”  
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5.6.1  Written account 

Potential participants were informed that taking part involved writing about what 

it was like transitioning from adolescence to adulthood. Those who agreed to 

participate were invited to complete a written account about their experience of 

growing-up during this period (Appendices 14 and 15). Van Manen (1997) sees 

value in obtaining written lived experience descriptions, and considers this 

method as rather natural and straightforward for participants. He warns, 

however, that some might find writing difficult, and may be more likely to talk 

with greater ease, stating “Writing forces the person into a reflective attitude – in 

contrast to face-to-face conversation in which people are much more 

immediately involved” (Van Manen, 1997: 64).  

For this reason, a carefully phrased guiding question was provided to help 

participants explore their thoughts, who were invited to write as much or as little 

as they wished over an eight-week period. Participants were requested to return 

the written account by post or email but were not compelled to do so. A 

reminder email was sent half-way through this period but no further follow-up 

was made. All six participants returned detailed written accounts. I also received 

written accounts from the two participants who withdrew from the study but 

these did not form part of the data set. Upon receipt of each written account I 

entered into a period of close reading, and so began the “…thoughtful, reflective 

grasping of what it is that renders this or that particular experience its special 

significance” (Van Manen, 1997: 32). This reading and rereading of the written 

accounts was a highly relevant, early period, provoking curiosity on my part as 

to the participants’ lifeworld. 

 

5.6.2  Interviews 

According to Finlay (2011), relying on written material alone comes with a risk of 

missing some of the nuances of lived experience. Although written material is 

commonly used in phenomenological research I was not confident that this 

alone would produce the rich data I required. A second tier of data generation 

allowed participants to describe their lived experience through dialogue as well. 



98 
 

The written account aided a subsequent discussion with each participant at one 

face-to-face, unstructured interview. Influenced by Van Manen (1997), the aim 

of the interview was firstly to provide a time and space for participants to dwell 

upon the experience, and secondly to enter into a collaborative discussion with 

me.  

For the written account, I used a method which provided freedom for 

participants to write as much or as little as they wished. This freedom continued 

during the interview stage as I used a flexible approach to foster openness on 

the part of the participants. I was conscious of body language and endeavoured 

throughout to mirror my participants and respond effectively to enhance a 

relaxed atmosphere. This led to a telling of their lived experience in a respectful 

and attentive manner, as encouraged by Brinkmann and Kvale (2015).  

Although I was interested in the participants’ pre-reflective view, I did not 

consider the writing of the written account as detrimental in the forming of their 

thoughts during the interview. This may be because participants were inhabiting 

what might be understood as the natural attitude. Van Manen (1997: 7) 

describes this as “What first of all characterizes phenomenological research is 

that it always begins in the lifeworld. This is the world of the natural attitude of 

everyday life which Husserl described as the original, pre-reflective, pre-

theoretical attitude”. Given this, and although I considered my role as a 

collaborator in data generation, my understanding was that the participants did 

not see the research in the same way as I did. I respected the participants as 

experts in what they had experienced, but it was my open and reflective 

approach, in-keeping with hermeneutic phenomenology according to Van 

Manen (1997), that informed my interpretations leading to the findings in the 

next chapter. 

The unstructured approach allowed for flexibility, as recommended by Smythe 

et al. (2008), through the use of open questions, guided by Brinkmann and 

Kvale (2015), to encourage discussion. Brinkmann and Kvale (2015) 

understand interviewing as a craft to obtain description of experience and 

encourage a deliberate naiveté on the part of the interviewer, an approach 

Bevan (2014) equates to a form of phenomenological reduction. I was careful to 
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heed Van Manen’s (1997) advice, however, regarding the possibility of 

gathering material that consisted either of too many short responses or was 

unwieldy.  

I therefore took time to think deeply as to how I would interview, reflecting on 

the practice interviews with my public involvement members, and made use of 

supervision to become confident with a method that would foster the telling of a 

personal life story with vivid detail. Van Manen (1997: 67) says “As we interview 

others about their experience of a certain phenomenon, it is imperative to stay 

close to experience as lived. As we ask what an experience is like, it may be 

helpful to be very concrete. Ask the person to think of a specific instance, 

situation, person, or event. Then explore the whole experience to the fullest”. 

This advice, as well as reflection on the practice interviews, informed my 

interview guide which I used flexibly (Appendix 16). 

Prior to the interviews I pondered as to how I would carry these out in a way 

that was phenomenological. Discussion with my supervisors was helpful, as 

was regular attendance at the phenomenology specialist interest group at the 

University of Brighton where I listened to the experience of others. A general 

underlying feeling of confidence mitigated my early reservations about adhering 

to an unstructured method that would allow participants to outline their 

experience of the phenomenon as concretely as possible. This, together with 

reflection on the earlier practice interviews positioned me well in order to carry 

out phenomenological interviews. 

I decided not to take field notes as I thought I would not feel comfortable with 

this and wanted to ‘be in the room’ fully with each participant. I thought too, 

participants might feel unsettled in the company of a researcher with pen and 

paper in-hand which might hinder a naturalistic exploration of the phenomenon. 

Nonetheless, my mind was racing after each interview and I wrote extensively 

about this experience in my reflective journal. To facilitate this, I immediately 

recorded a description of the interview including some markers to help me 

remember the sequence of events. In this way my observations during the 

interviews informed my reflections, a process not unlike that suggested by Flick 

(2009). My interpretations were compounded most resolutely by the writing of 
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lengthy reflections putting into question my own assumptions as I attempted to 

acquire some understanding of my stance as well as that of the participants. In 

this way, a form of phenomenological reduction was underway as suggested by 

Bevan (2014). 

 

5.6.3  Interview reflection 

The first practice interview helped me to think about what we mean by the 

phenomenological attitude. This was challenging, especially as this interview 

included substantial friendly chat which sometimes veered away from the 

phenomenon. Completion of a reflective summary immediately afterwards 

facilitated discussion with my supervisors where my initial concern as to a lack 

of richness in the data was unjustified. On closer inspection of the transcript, 

there was indeed description present, however, my ability to explore during the 

interview was rather limited which I wanted to build upon.  

My understanding as to what we mean by the phenomenological attitude has 

been informed by Van Manen (1997: 45) who argues we should be “mindful of 

the ease with which we tend to rely on a reconstructed logic in our professional 

endeavours. We read theories into everything”. For Van Manen (1997) 

phenomenological research always begins in the lifeworld, this is the pre-

reflective, pre-theoretical world of the natural attitude, a view towards the world 

our research participants will be inhabiting. Phenomenology requires the 

researcher to engage with a sense of wonder and openness, and in so doing 

shift from the natural to phenomenological attitude. In this regard, I was 

conscious of my experience as an occupational therapist and committed myself 

from an early stage to regularly documenting assumptions in my reflective 

journal. This, I believe, contributed significantly to a restraining of my pre-

understandings and a shift towards a phenomenological attitude. In this regard 

Van Manen (1997) encourages us to make explicit what we already know to 

facilitate the putting to one side of such knowledge in order to help open our 

minds. 
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During the second practice interview I found myself dwelling on the way in 

which I was accepting the natural attitude of my interviewee, and my own ability 

to listen closely to what was actually being said. Adopting a phenomenological 

attitude influenced thoughtful discussion in supervision relating to my 

understanding of ‘situatedeness’ and ‘historicity’ and the importance to allow 

participants space to focus on the phenomenon. As interviews progressed I 

became increasingly reflective via the use of my journal and supervision which 

helped me to become more thoughtful within the interview process itself. This 

developing skill comes across in the audio-recordings and interview transcripts 

as I provide substantial space for participants to expand at length on their 

experience. Upon completion of the study I now understand there was a sense 

of absorption on my part within the context of the experience at that time, within 

the interview, and with my own curiosity as to the meaning that was emerging.  

The interviews undoubtedly entered into highly personal areas, and tact and 

sensitivity were important. I carried myself in each interview with a friendly, 

questioning style that was phenomenological in nature; by this I mean I 

endeavoured to take nothing for granted and remained open-minded. I believe I 

achieved this by encouraging a discussion that enabled participants to describe 

their lived experience with minimal direction from me. As the context was given 

over in the discussion I was mindful, in the moment within the interview, to use 

carefully crafted open questions to elicit meaning. In this way, the interviews 

were carried out with the participants describing their experience from a natural 

attitude position and myself committed to a phenomenological attitude. This 

ultimately provided a respectful time and space for each participant to talk about 

their experience, including topics which might have been personal and difficult. 

 

5.6.4  Data management 

In accordance with governance guidelines to manage the data I used secure 

computer facilities and lockable storage at the University of Brighton (University 

of Brighton, 2020). I used a systematic procedure to manage contact with 

participants via a participant management form to record the sending of 

information, date consent forms were received, date written account forms were 
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sent, due back, and returned, interview dates, date transcriptions were 

completed, date interview reflections were completed, date findings summaries 

were sent to participants, and date feedback was received. This form detailed 

all those who made contact in date order, and for those who agreed to 

participate a pseudonym was allocated with real names and contact details kept 

separate. Data analysis tables were also devised which I expand upon below. 

 

5.7   Data analysis 

The method I used allowed for a hermeneutic circle of greater understanding 

informed principally by Van Manen (1997), the deepening orientation of this I 

illustrate in Figure II. Similar hermeneutic methods have been used in other 

studies drawing upon Van Manen which I found influential when considering my 

own method (Rutberg and Öhring, 2012; Woodgate et al., 2008). I explain 

below how I used a series of analysis tables which I illustrate in relation to one 

participant for each stage. The use of these tables was not in a strict systematic 

way, which might be viewed mistakenly as offering a step-by-step method, but 

rather as a place to store and view text where much was written and rewritten, 

viewed and reviewed throughout the analysis period. This allowed for an 

increasingly sensitive, wondering writing experience, reflecting Adams’s (2010: 

2) view of phenomenology as “a writing project not unlike that of poetry”. 

Alongside these tables I wrote lengthy reflective essays exploring my growing 

understanding of the philosophical principles associated with phenomenology 

which informed useful discussions with my supervisors. 

My adherence to Van Manen (1997) was accompanied with an understanding 

of other approaches such as those suggested by Lindseth and Norberg (2004) 

and Fleming et al. (2003), which aided a reflective stance and strengthened my 

adoption of a phenomenological attitude. For example, Lindseth and Norberg 

(2004) provide a strong rationale for a critical understanding of discourse, 

arguing that understanding the intersubjective nature of meaning is crucial to 

improve healthcare practice. In particular they say “Without such reflection on 

lived meaning it is difficult to become aware of unfortunate practices we are part 

of. And it is impossible to implement a fruitful discussion that may change such 
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practices and lead to discourse improvements” (Lindseth and Norberg, 2004: 

148).  

Identifying an appropriate method for data analysis was challenging. I wanted to 

analyse the data in a way that was consistent with my understanding of 

phenomenology, and made sense of Heidegger’s bringing together of 

phainomenon (that which shows itself) and logos (making something manifest) 

(Heidegger, 1973; Moran, 2000). I was mindful of Heidegger’s (1973: 58) view 

“to let that which shows itself be seen from itself in the very way in which it 

shows itself from itself”. I gradually became confident with my understanding of 

phenomenology as both descriptive - in that my participants’ lifeworld was 

appearing to me - and hermeneutic - as by the act of making what was 

appearing manifest there was an interpretive role for me in the study (Van 

Manen, 1997). 

According to Finlay (2011: 228) there is no right way to carry out 

phenomenological analysis, saying “You have permission to evolve the 

approach that works for you”. This caused me concern as I wondered is it really 

true that you can do whatever you like. This was never completely my view, but 

Finlay is correct when she talks about giving yourself permission to develop 

your method, as this allows for an open mind to find what works. She is correct 

also regarding an approach that will evolve and this was precisely what 

happened for me. Ultimately, I tend to agree with Smythe et al. (2008), in that 

method should not allow for a process of doing whatever you like, but rather 

allows for a close attention to the text, which I endeavoured to do via the writing 

of concrete accounts initially and then hermeneutic stories and finally eidetic 

themes, remaining congruent with the methodology. 

To inform practice remained important to me throughout the study as I wanted 

to provoke a critical thinking of services. For this reason, I was drawn to 

Crowther et al.’s (2017) argument for the use of hermeneutic stories to show 

evocative examples of possible human experiences. These I provide in the next 

chapter for each participant, followed by eidetic themes (Adams and Van 

Manen, 2017; Crowther et al., 2017; Van Manen, 1997). My understanding is 

that this is the only study that explores the lifeworld of young people living with 
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cerebral palsy via the use of a phenomenological method informed by Van 

Manen (1997) and hermeneutic stories according to Crowther et al. (2017). The 

detail as to how I carried out data analysis now follows, this needs to be 

understood first within the context of hermeneutic phenomenological reduction, 

the epoché and reflective writing, which significantly informed this period 

throughout. 

 

Figure II Deepening hermeneutic analysis 

 

 

  

• Hermeneutic phenomenological reduction and the 
epoché

• Closeness to the data

• The writing of concrete accounts

• Seeking meaning

• Provisional theme development

• Hermeneutic story development

• Existential thematic analysis
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5.7.1  Hermeneutic phenomenological reduction and the epoché 

As suggested by Laverty (2003) when I opted for a hermeneutic methodology I 

began to keep a reflective journal, parts of which I discussed with my 

supervisors, and excerpts of which I include throughout this thesis. These 

discussions were mainly during the early stages of the study as I explored my 

assumptions and my role as researcher in terms of prior experiences. This 

helped to open my mind as I recognised the need to reflect on my 

interpretations, an example of this in relation to the practice interviews is 

provided in Appendix 7.  

I generally adhered to Etherington’s (2004) reflective process which focuses on 

awareness and understanding as to how thoughts, feelings and personal history 

might inform research. I found that regularly documenting my feelings and 

thoughts gradually facilitated a shift towards a phenomenological attitude 

through a growing awareness of bias and the fostering of a critical consideration 

of my interpretations. Throughout this thesis I provide excerpts from my 

reflective journal which convey my journey in terms of growth and 

understanding of the phenomenon. I was influenced by Wolcott’s (2010: 36) 

view that consumers of research want “….to know what prompts our interest in 

the topics we investigate, to whom we are reporting, and what we personally 

stand to gain from our study.” The recording and tracking of my beliefs and 

assumptions helped me to stop and think, which in turn facilitated the writing of 

a clear and detailed thesis, as recommended by Finlay and Ballinger (2006).  

As an experienced occupational therapist, I undoubtedly came to the study with 

preconceived ideas. To illustrate this, I provide a personal positionality 

statement below which demonstrates some interrogation of my 

preunderstandings showing my stance in relation to the phenomenon in late 

2017. The following statement, adapted from Savin-Baden and Howell-Major 

(2013), includes detail regarding my beliefs, background and concerns about 

my influence on the study.    
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I wonder about the funding of public services. I wonder about 
the role of government and what the general public may expect. 
Is there is an expectation for services to deteriorate. This may 
leave a gap, and I wonder how will this be filled. Life chances 
seem to be maximised and restricted by factors such as 
poverty, health and disability, yet these are poorly understood. I 
think much of the research about young disabled people rarely 
considers such factors nor the position of the researcher.  

Very little it seems explores growing up with disability and being 
poor or marginalised. Little is said as to the researcher’s 
background, including in studies that claim to be 
phenomenological which seems odd. Few weave these factors 
together to examine what it is actually like for someone with 
severe disability and little power, to live, or exist, possibly on 
the margins of society. This is strange and intriguing stimulating 
my concern and curiosity (reflective journal - October 2017). 

Ultimately, I share the view of Ormston et al. (2014) who argue complete 

neutrality can never be attained and all research is influenced by the 

researcher. Similar to Van Manen (1997), my view is that this can be mitigated 

through hermeneutic phenomenological reduction and the epoché, and the 

reflective, almost poetic process of writing and rewriting. By abandoning the 

idea of complete neutrality, I was able to formalise personal reflection to 

become an active inquirer in the study, which deepened as the research 

progressed.  

In terms of adhering to a phenomenological attitude, I increasingly recognised 

there was an important difference between reflection on life experience, and 

what we might understand as phenomenological reflection when analysing data. 

With the former, my reflections might have been focussed on the research 

problem, in the latter however, I reflectively engaged with the data in relation to 

each interaction, with each participant, during each interview, and provide an 

example of this below. 
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All data are now collected, I have the written accounts and 
interview transcripts. The texts are wonderful, and I can reflect 
now on what I read and what actually happened in each 
interview. I question whether I reflected at the time, within the 
interview, did I do this I wonder. Many phenomenologists agree 
for reflection during data gathering and at later stages, but does 
this mean reflection during each interview I wonder. When I 
interviewed John, we established rapport and conversation 
flowed, I felt a sensitivity as to what I was being told. It’s 
interesting now, as I read through the transcript, and take time 
to ponder on his story, which sounds familiar, when I take time 
to read each word. There seems to be a ‘loss’ in what he is 
telling me, and an inevitability as to the future. I find myself 
thinking about the severity of his disability, and the practical 
reality of being a wheelchair-user, but there is joy too, and 
excitement, which I think I can see more clearly now (reflective 
journal - March 2019). 

There are differing views as to what might be meant by phenomenological 

reduction and the epoché. My view has been particularly influenced by Van 

Manen (1997), and that it is through reflection, and especially reflective writing, 

that fosters an open-mindedness. Making use of phenomenological reduction 

and the epoché is not a skill that is taught but instead comes through a 

commitment to openness, and a putting aside as to what is already known, 

whilst at the same time recognising preunderstandings to bring about a 

deepening sensitivity as to the lifeworld and the wonder of the text (Finlay, 

2008). My adherence to hermeneutic phenomenological reduction and the 

epoché contributed to what we might understand as hermeneutic circle 

analysis. This helped me to see my own writing in a new light and particularly 

my reflections which grounded me more in the world of my participants. This 

revelation as to the relevance of being a reflective researcher inspired 

confidence in my method as I then began to see ways in which to synthesise 

my preunderstandings into the final thesis via the selected reflective journal 

entries. 

My approach to co-generating data, intersubjectively, with participants, taking 

into consideration their place within the natural attitude, and my own 

phenomenological attitude, helped to provide findings that might be transferable 

to other settings. A positivist approach would have considered my role to be 
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outside of the study so as to not contaminate the data. On the contrary, the 

design recognised my position within the research. At no stage did I feel able to 

isolate my experience and values as I understood that I too lived in a world of 

objects and relationships of which I was not able to obtain complete neutrality. 

Nonetheless, I understood that I could account for my position and reflect on my 

preunderstandings. In this way my role as researcher was intrinsically reflective, 

as recommended by Finlay and Ballinger (2006). 

Van Manen (2017b) encourages methods that adhere to phenomenology in its 

original sense, he argues that phenomenology requires a turn towards the 

epoché to investigate the primal, or eidetic, meanings that might be taken for 

granted. For Van Manen (1997: 46) the problem is that we already know too 

much, in this way our common-sense or “pre-understandings, our suppositions, 

assumptions, and the existing bodies of scientific knowledge, predispose us to 

interpret the nature of the phenomenon before we have even come to grips with 

the significance of the phenomenological question”. Through hermeneutic 

phenomenological reduction and the epoché, via a deep process of reflection 

and reflective writing especially, I was able to mitigate my professional position, 

opening my mind, and in so doing challenging any possible arrogance as to 

knowing too much. 

 

5.7.2  Closeness to the data 

I transcribed each interview facilitating a deepening familiarity with the texts and 

an entering into the hermeneutic circle. This required repeated listening of the 

audio-recordings, which was time-consuming but revealing. I became familiar 

as to how each participant made use of speech, and through tone of voice, use 

of laughter and silence I was beginning to glimpse hidden meaning. The final 

transcriptions, alongside the written accounts, provided fascinating, rich texts for 

analysis. Whilst transcribing each interview, I marked interesting points by 

annotating these so that I could remember to concentrate on these later. I know 

now this was important, as the decisions I made were unavoidably laden with 

my own position within the study. Furthermore, the process of transcribing 

provided time to linger on the words and phrases which helped to bring about 
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empathy on my part towards my participants’ description of their world. This 

sometimes left me touched and moved, something Lindseth and Norberg (2004) 

highlight as important, which I wrote about in my reflective journal. I managed 

the large amount of data through hard and electronic storage, deliberately 

choosing not to use a computer programme, such as NVivo or ATLAS.TI, as I 

wanted to remain as close as possible to the data (Edhlund and McDougall, 

2019; Friese, 2019) 

 

5.7.3  The writing of concrete accounts 

Following transcription, an initial reading of the texts led to raw concrete 

accounts for each participant, one of which (Maria) I provide in Appendix 17. 

How I did this was largely through the close reading of each text (written 

account and interview transcript), taking time to look for description rather than 

opinion or feelings, and simultaneously writing an account alongside with 

minimal interpretation, as recommended by Adams and Van Manen (2017). I 

wrote the concrete accounts, not to provide a phenomenological description in 

the sense suggested by descriptive phenomenologists such as Georgi (2009), 

but rather as a useful writing exercise to deepen my suspension of assumptions 

and open myself to the primal meanings that might be emanating from each 

text. This early stage of analysis therefore was in-keeping Van Manen’s (1997, 

2014b) view that phenomenological research is both a form of inquiry and a 

writing practice. 

If phenomenology is the reflective study of pre-reflective experience, as 

suggested by Van Manen (2014b), then a concrete description is the starting 

point. The very writing of these was a way in which to open my mind as to what 

might be possible. In short, these first words mattered to provide a description in 

order to begin to stand in wonder. Van Manen (2014b) argues that 

phenomenological reflection can only begin after prereflective material is 

obtained. In this way the writing of the concrete accounts contributed to what 

Adams and Van Manen (2017: 788) describe as the anecdote/reflection couplet, 

that is “The anecdote/reflection pair consists of a carefully crafted lived 

experience description, followed closely by a reflection on an aspect or aspects 
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of the phenomenon given in an anecdote.” With the texts transcribed and 

concrete accounts written, I then entered a period of phenomenological 

reflection during the next stage which involved deep, holistic reading to seek 

meaning. 

 

5.7.4  Seeking meaning 

Following the above, a greater revelation of meaning came to me as I took time 

to read, and read again the texts, alongside the concrete accounts. I recall 

sitting quietly in my home - simply reading - and it was through this privileged 

period of repeated reading of the texts and concrete account for each 

participant, scribbling on my notepad, that I established my early initial 

understandings. Through the reading and rereading of each text I found myself 

closely scrutinising the detail of each sentence, mindful as to the natural attitude 

of my participants, as well as my own deepening phenomenological attitude. I 

was vigilant not to see the data in a rather taken for granted way, in this regard 

the influence of Van Manen (1997) was strong facilitating a questioning in my 

mind as to what it was about transitioning or growing-up from adolescence to 

adulthood that was being revealed.  

This hermeneutic seeking of meaning was important to facilitate interpretation of 

my participant’s being-in-the-world, linking with Heidegger’s existential claim 

regarding Dasein, and that lived experience is nothing other than being-in-the-

world (Crotty, 2015; Heidegger, 1973; Moran, 2000). In this way, I was 

journeying deeper within the hermeneutic circle, bringing about exposure of my 

participants’ lifeworld which led to exploratory comments, and my ongoing, 

developing, tentative thoughts relating to theme development. Table VI below 

shows a section of this in relation to Maria’s text, which can be read in full in 

Appendix 18.  
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Table VI Seeking meaning 

Written account text (Maria) Seeking meaning  
Detailed examination of each 
sentence leading to exploratory 
comments   

Theme analysis  
Consideration of the exploratory 
comments and the whole text to 
identify provisional sub-themes   

I have always felt quite ambivalent about my childhood in 
regards to my disability growing up because in hindsight for 
so long I thought my disability was only significant in so far as 
I could not walk. It might sound naïve but I didn’t associate 
my shortness of breath and trembling speech with my CP or 
my proclivity for excessive jumpiness, or even my proclivity to 
get so stiff I could barely function under any situation that 
was even barely stressful with my disability   

It has taken time and experience for 
Maria to acquire a better 
understanding of herself and her 
body. As she has grown up she has 
become increasingly aware of her own 
body.  
  
  

Understanding one’s own body  

I had a really vague idea about what cerebral palsy was, I only 
knew that for me it meant I could not walk, and even when I 
was younger when I thought that walking was the only issue 
my disability presented me with, it was such a big one that in 
all honesty I did not how deal with it.    

For Maria, to be a walker was 
everything. It was this activity, to walk 
and be able to walk, that was a 
benchmark for her in terms of 
understanding her own body.   

Understanding one’s own body  

growing up I went to a slew of both private and public schools 
that were  mainstream meaning I was often the in some of 
them I was the only disabled kid in school, this was both a 
curse and a blessing because for one it meant that I couldn’t 
be coddled and treated with futile care, however it also 
meant that my insufficient socialising skills were often at full 
display and I found it hard to get through a few phrases 
without my face scrunched up with exhaustment and taxation  

From an early age Maria knew she was 
substantially different to others. Her 
school experience was about being 
someone different to others which 
was troubling and exhausting.  

Being different to others  
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Written account text (Maria) Seeking meaning  
Detailed examination of each 
sentence leading to exploratory 
comments   

Theme analysis  
Consideration of the exploratory 
comments and the whole text to 
identify provisional sub-themes   

these were always moment in which I thought I was too 
‘disabled’ to be adequate and it was often also conflated with 
the fact that the majority of my recess rime after class felt 
pretty dismal  due to the fact that I Could not keep up with 
most of the games my classmates were playing because most 
of them included running, tumbling, and prancing around 
which meant that a lot of the good hearted kids would come 
up with some superfluous role for me to act out, that was so 
insignificant most would ignore it and carry on with the 
appropriate game.     

Being different was Maria’s norm 
while she became aware of another 
world in which others lived. She 
wanted to be part of the world with 
other children but she did not and 
could not fit into this world nicely.  

Aspiring to join the world of others  

However, socialising became much easier once I got older and 
a lot of the focus shifted from playing around to having 
conversations which although challenging it proved to be at 
least a manageable challenge because it was something that 
at least I could try to approach. The socialising situation 
improved a lot thanks to being able to have a power 
wheelchair that was subsidized by the council in 2014, which 
ultimately meant that for the last 4 years I’ve been able to go 
to reasonable distance without the necessary help from an 
adult, now days I can honestly say that my disability is not 
even half of the impairment it used in regards to socialising as 
I now have an stable group of friends and the means to which 
to go to and from.    

As Maria’s body has changed so has 
her social opportunities as 
expectations and opportunities 
around her changed too. Much of this 
has been to her benefit and fulfilling. 
To be part of the social world is 
exciting and is indeed possible.  

Living life to the full  
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Transcript text (Maria) Seeking meaning  
Detailed examination of each 
sentence leading to exploratory 
comments   

Theme analysis  
Consideration of the exploratory 
comments and the whole text to 
identify provisional sub-themes   

It’s amazing that you’re doing this cos I feel it doesn’t get 
much attention. Like other things, people have different 
things going on and people don’t know much about it like.  
  

Joy can be felt and expressed for some 
attention drawn towards Maria’s 
situation and experience.   

Being understood  

It’s been like you I think like like I mentioned in the written 
account I feel like when I was younger I thought it when not 
being able to walk but then when I was a bit more conscious 
about my life I thought I realised it was also about the way I 
moved the way I talked and I feel like these last few years it’s 
been way harder than I thought it would be, you know with 
my speech and stuff but you know I mean I’m definitely like 
you know how sometimes you get people say like oh it must 
have been easy for you cos you were born that way , I know 
in a way that’s kind of true but you know there’s always been 
a struggle for me, like now there is too.    

Maria’s perception and understanding 
of the body she lives in has changed. 
In doing so she has become 
increasingly aware of the views of 
others. This has meant a transition 
from adolescence to adulthood as 
being a period of struggle.  

Living life with continual challenge  
  

I feel like you when I was 13 I came over from Xxxx to the UK, 
in Xxxx like they literally don’t give you anything, the state 
doesn’t subsidise anything and so I feel like I have a lot more 
hope for the future but it’s also like what I really want is in 
the back of my mind cos I’m really scared really about the 
living situation also the workplace 
  

Maria’s lifeworld was one of 
unsettlement as and opportunities 
that came her way were always reliant 
on others around her.   

Being understood  
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Transcript text (Maria) Seeking meaning  
Detailed examination of each 
sentence leading to exploratory 
comments  
  

Theme analysis  
Consideration of the exploratory 
comments and the whole text to 
identify provisional sub-themes   

I feel like I’m doing three years now at college, hopefully this 
will be my last year, its fine I’ll get there eventually but I think 
college was kind of like an extension like you know I mean I 
changed places from sixth form, I’m at x college now you 
know, and I think it’s been really good, it’s been different , I 
think the transition wasn’t that big it was kind of you know 
obviously I wanted to be more independent , I felt like most 
of the staff around me knew my disability and came to terms 
with it.   

Maria feels, during the transition 
years, that she has slowly become 
more independent. She is living with 
change in her life and becoming used 
to this.  

Understanding one’s own body  

I remember like when I was 15, 16, that’s when I struggled 
the most with it, I feel like once I got to college I was fully 
aware of what my disability entailed, and because of the 
system the way they dealed with like disabled people was 
kind of similar like, they obviously still have TAs, which is 
something I never got in Xxxx, so when I went to school for 
the first time I remember I didn’t like having a TA with me all 
the time, I thought it was a bit weird, but now I feel like I 
needed one, cos I was always behind in everything, there was 
like my writing it was really slow and I thought even though I 
am trying to write I was not at the same pace so yeah I feel 
like when I go to college I was quite stable.   

As Maria was becoming an adult this 
was when she felt most different to 
others which required making use of a 
wider range of support systems. 
Gradually becoming an adult for Maria 
highlighted areas of real difficulty for 
her which were so important for her in 
order to be the person she wants to 
become.  
  

Being different to others  
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5.7.5  Provisional theme development 

By this stage, the regular returning to each text, along with reading the concrete 

accounts, had become familiar. Whilst returning to each text, with my initial 

understandings in mind, combined with reflection, I became increasingly open 

as to what I was reading. In this regard, drawing upon Van Manen (1997), to 

assist with interpretation, I was mindful as to ways in which participants were 

making sense of their lifeworld, what assumptions they might have been 

making, and what kind of world they were revealing. I made explicit my own 

preunderstandings through critical reflection, recorded in my reflective journal, 

and was confident with my ability to move flexibly between what I was seeing in 

the texts, and my own view of the phenomenon, and crucially, what I might have 

been taking for granted.  

For Van Manen (1997), the epoché does not necessarily mean forgetting what 

we already know, but rather by acknowledging and making explicit our 

understandings, assumptions, personal beliefs and theories, we can bring forth 

a way in which to hold these views at bay to aid the revelation of meaning. I was 

becoming skilled with this hermeneutic endeavour, and it was through the 

dwelling within the data and the close working, sentence-by-sentence, and 

phrase-by-phrase, deep within the hermeneutic circle, which led to revised 

exploratory comments. These, I then linked to the existential modalities as 

understood by Van Manen (1997), and show this development below in Table 

VII in relation to Maria, which can be read in full in Appendix 19. 
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Table VII Provisional theme development 

Seeking meaning (Maria)  
Detailed examination of each 
sentence leading to 
exploratory comments  

Theme analysis  
Consideration of the 
exploratory comments and 
the whole text to identify 
possible provisional sub-
themes  
  

Existential modality  

It has taken time and 
experience for Maria to 
acquire a better understanding 
of herself and her body. As she 
has grown up she has become 
increasingly aware of her own 
body.   

Understanding one’s own 
body 

Corporeality (lived body)   

For Maria, to be a walker was 
everything. It was this activity, 
to walk and be able to walk, 
that was a benchmark for her 
in terms of understanding her 
own body.   

Understanding one’s own 
body  

Corporeality (lived body)  
  

From an early age Maria knew 
she was substantially different 
to others. Her school 
experience was about being 
someone different to others 
which was troubling and 
exhausting.  

Being different to others  Relationality (lived human 
relations)  

Being different was Maria’s 
norm while she became aware 
of another world in which 
others lived. She wanted to be 
part of the world with other 
children but she did not and 
could not fit into this world 
nicely.  

Aspiring to join the world 
of others  

Temporality (lived time)  
  

As Maria’s body has changed 
so has her social opportunities 
as expectations and 
opportunities around her 
changed too. Much of this has 
been to her benefit and 
fulfilling. To be part of the 
social world is exciting and is 
indeed possible.  
  

Living life to the full  Spatiality (lived space)  
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Seeking meaning (Maria)  
Detailed examination of each 
sentence leading to 
exploratory comments  

Theme analysis  
Consideration of the 
exploratory comments and 
the whole text to identify 
possible provisional sub-
themes  
  

Existential modality  

For Maria, substantial 
challenges remain an everyday 
part of her existence.  

Living life with continual 
challenge  

Temporality (lived time)  
  

Joy can be felt and expressed 
for some attention drawn 
towards Maria’s situation and 
experience.   

Being understood  Relationality (lived human 
relations)  

Maria’s perception and 
understanding of the body she 
lives in has changed. In doing 
so she has become increasingly 
aware of the views of others. 
This has meant a transition 
from adolescence to adulthood 
as being a period of struggle.  
  

Living life with continual 
challenge  
  

Temporality (lived time)  
  

Maria’s lifeworld was one of 
unsettlement as and 
opportunities that came her 
way were always reliant on 
others around her.   
  

Being understood  Relationality (lived human 
relations)  

She became increasingly aware 
that there’s a world out there 
for her to be part of but she 
never really felt ready or 
prepared for this world.  
  

Unprepared for the world  Temporality (lived time)  
  

Being an immigrant and 
growing up challenged my own 
views of my disability and place 
in the world. Adjusting to life in 
the UK meant finding out 
about how to be a person with 
a disability in an environment 
where those around had 
expectations and 
understanding that Maria 
knew little about.   
  

Understanding one’s own 
body  

Corporeality (lived body)  
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Seeking meaning (Maria)  
Detailed examination of each 
sentence leading to 
exploratory comments  

Theme analysis  
Consideration of the 
exploratory comments and 
the whole text to identify 
possible provisional sub-
themes   

Existential modality  

Maria feels, during the 
transition years, that she has 
slowly become more 
independent. She is living with 
change in her life and 
becoming used to this.  

Understanding one’s own 
body  

Corporeality (lived body)  
  

As Maria was becoming an 
adult this was when she felt 
most different to others which 
required making use of a wider 
range of support systems. 
Gradually becoming an adult 
for Maria highlighted areas of 
real difficulty for her which 
were so important for her in 
order to be the person she 
wants to become.   

Being different to others  Relationality (lived human 
relations)  

Existing and progressing in the 
world has been challenging as 
there are so many people and 
relationships around her. 
Spending time with others has 
been rewarding and is possible 
in a body that is different to 
others.  

Being different to others  
  

Relationality (lived human 
relations)  

Maria’s perception of her place 
in the world is that she has 
increasingly felt a need to fit in 
with others. She sees herself as 
fitting into a world that might 
be accommodating but feelings 
of fear remain a constant.  

Unprepared for the world  Temporality (lived time)  
  

Maria’s lifeworld is inextricably 
intertwined with her 
wheelchair. Maria and her 
wheelchair are one and the 
world around her is exciting, 
which she wants to be part of, 
but can sometimes be less than 
welcoming.   

Being understood  
  

Relationality (lived human 
relations)  
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5.7.6  Hermeneutic story development 

At this stage, I took time to return again to my earlier interpretations, and 

dwelled especially on my initial understandings and the concrete accounts. The 

anecdote/reflection couplet, as suggested by Adams and Van Manen (2017) 

came into play which led to the writing of a provisional interpretive 

understanding for each participant (Appendix 20) and then a deeper, more 

considered, overall interpretation (Appendix 21). It was the latter deeper, overall 

interpretation which formed the basis of each hermeneutic story provided in the 

next chapter. According to Van Manen (2014b) hermeneutic stories can be a 

provocative and powerful way with which to evoke responses, and I found 

myself drawn to the texture and sensitivity of Crowther et al.’s (2017) use of 

these to convey insight to the lifeworld.  

The process of writing, and in particular reflective writing, was integral to the 

analysis of the data, in-keeping with Van Manen’s (1997) method to reveal 

meaning. The crafting of the hermeneutic stories involved a deep working with 

the data, as encouraged by Crowther et al. (2017). This somewhat messy 

process allowed a playing with the texts and a close working with the overall 

interpretation especially. In this way extraneous material was removed, a focus 

on what happened in the lives of the young people was explicated, repetition 

was avoided and each sentence was considered in relation to possible meaning 

provided. In addition, a polishing of prose was necessary to provide a flow to 

the story, finally a returning to the original text was helpful when finalising each 

story. At no stage did I see the emerging story as representing an absolute 

truth, as Crowther et al. (2017: 828) explain “No one telling or listening of a 

story by any one person will ever reveal all there is to know about a 

phenomenon and claim to provide the whole “Truth.”” 

Writing and rewriting, thinking in the above way, and reflecting upon my 

thoughts, facilitated a method of analysis that was essentially hermeneutic, as 

understood by Van Manen (1997) and Adams and Van Manen (2017). An 

understanding of hermeneutic circle analysis to the whole and the part was 

helpful to stimulate, challenge and deepen my thoughts, which led to the 

development of each hermeneutic story. Although Dasein may be somewhat 
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hidden, the process of deep critical reflection within the hermeneutic circle, and 

substantial time engaged with the part and the whole, gradually showed a 

revelation of meaning (Heidegger, 1973; Laverty, 2003; Moran, 2000). 

By this stage I was content, and comfortable, with Van Manen’s (1997) view of 

the epoché, and that it is through the art of reflective writing that facilitates the 

revelation of meaning. This I endeavoured to do, hermeneutically and 

existentially, through the keeping of a detailed reflective journal, discussions 

with my supervisors, and the continual writing, rewriting, thinking and 

discussing, and the writing again of my interpretations. This process facilitated 

the formulation of phrases expressing the meaning of the text and the writing of 

each hermeneutic story. In this regard, I agree with Crowther et al. (2017: 827) 

when they say “Stories thus act as a medium for researchers to invite readers 

into acquiring deeper insight and awareness about shared phenomena”.  

The overall interpretation was sent to each participant for comment prior to 

completion of each hermeneutic story. The sharing of these was not to gather 

further data, or to inform data analysis, nor to provide a way with which to 

withdraw data, but more to see if there might be some resonance with them or 

‘phenomenological nod’. According to Van Manen (1997: 27) this relates to 

“something that we can nod to, recognizing it as an experience that we have 

had or could have had”. In this way, participant validation invited comment to 

offer some control to participants. My view is similar to Ashworth (1993), in that 

there is a strong moral-political argument for participants to be provided with an 

opportunity to do this, but the analysis ultimately was always mine, underpinned 

by an approach in-keeping with the philosophical orientation of phenomenology.  

This form of participant validation, and investigator triangulation, has been 

argued as adding credibility to research (Smith et al., 2009), but should not be 

confused with ‘member checking’ which some critique for expecting too much 

from participants who cannot break away from the natural attitude (Finlay, 

2011). Crowther et al. (2017) remind researchers that member checking is not 

congruent with hermeneutic phenomenology, instead highlighting the need to 

keep close to the lived experience working with data in ways that reveals the 

qualities of the phenomenon. 
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5.7.7  Existential thematic analysis 

Upon completion of the hermeneutic stories, I again returned to each text to 

review the exploratory comments. I was comfortable with this and considered 

my skills to be developing to ensure I took time to repeatedly read each text, 

looking for parts especially that conveyed a particular meaning. With a greater 

existential focus my ongoing reflections facilitated a condensing of the 

exploratory comments, as concisely as possible to develop sub-themes and 

themes. I was, by this time, deeply guided by Van Manen’s (1997) existential 

modalities including; spatiality (lived space), corporeality (lived body), 

temporality (lived time), and relationality (lived human relations). To show this 

analytical process I provide an example below in Table VIII, in relation to Maria.  

Consideration of the developing exploratory comments in relation to the whole 

of the text, and the hermeneutic stories, led to confidence on my part as to the 

existential theme development. Van Manen (1997: 79) advises when 

conducting thematic analysis “Making something of a text or of a lived 

experience by interpreting its meaning is more accurately a process of insightful 

invention, discovery or disclosure – grasping and formulating a thematic 

understanding is not a rule-bound process but a free act of “seeing” meaning”. 

In this way, I allowed for discovery, giving myself permission to play with the 

texts, but always within the realms of critical reflection and a deep thinking as to 

what I was writing. Doing this aided an attentive and questioning 

phenomenological reflection similar to that described by Suddick et al. (2020). 

I dwelled especially upon my influence on the research through detailing my 

thoughts in my reflective journal, which were by now of a more existential 

orientation. Upon completion of the study I now consider this important feature 

contributed greatly towards a deepening hermeneutic circle analysis of the 

whole and the part and was pivotal in guiding my thoughts and interpretations. 

When reading the first few texts initially, it was easy to seize the ‘facts’, 

however, with a growing confidence with the going back and forth, to and 

through all of the texts, in a continual and thoughtful consideration of the part 

and whole, there came about a greater revelation and understanding of the 

lived experience. The hermeneutic circle of understanding for Heidegger (1973) 
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seems to involve a movement of fore-understanding and fore-structure to reveal 

what might be hidden in terms of Dasein. Interpretation, and the revealing of 

meaning, required an interplay between me (as the interpreter), and my fore-

understanding and personal history, again not unlike the hermeneutic process 

suggested by Suddick et al. (2020).  

Critical reflection helped to bring about reduction of the sub-themes and main 

themes. Consequently, the tables above were reviewed and updated, and 

especially so for the overall interpretive table. The final themes were formulated 

with careful existential reflection which helped to point to the eidetic meaning as 

understood by Van Manen (1997); that is the unique patterns of meaning that 

might make the phenomenon distinct. Van Manen (2014a: 282) explains this as 

follows “Eidetic refers to the unique or more important invariant patterns of 

meaning that may make a particular phenomenon distinct (“what it is”)”. 

When analysing data Gibbs (2007: 24) advises to “write early and write often”, 

which was an important feature in this study. As themes emerged I saw the data 

more broadly with some emphasis towards possibly one existential modality 

over another. With closer inspection, however, I could see there was an 

existential overlapping which became more apparent as I continued to write. 

The emerging eidetic themes seemed to capture three closely interlinked ways 

of being that are lived, not as separate from one another, but combined. This 

combination conveys a totality of life with a sense of vulnerability that straddles 

the existential modalities. 

Van Manen (1997) suggests the existential modalities he describes are helpful 

to guide reflection and that much of the lifeworld can be better understood in 

relation to these. According to Rich et al. (2013) it would be a mistake to 

consider these modalities in isolation, but rather we should understand them as 

interwoven when exploring the lifeworld. It was in this way that existential 

thematic analysis was carried out which can be seen in the findings chapter too 

where there is evidence of the coming together of the modalities. 

Table IX, illustrates early provisional sub-theme development, and Appendix 22 

shows my thoughts during this period through board-work to develop themes. 

This was an intense hermeneutic and phenomenological exercise where board-
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work and theme development involved summarising interpretations and moving 

between these, writing notes, and drawing diagrams, then taking time to read 

and think. There were times when I simply sat in a chair and spoke my thoughts 

out loud. This slow, enjoyable process facilitated an attentiveness that came 

easily to me by this time as I was confident, and content, with my adherence to 

a phenomenological attitude and hermeneutic phenomenological reduction. I 

know now that this was a crucial period when I dwelled substantially, and 

rigorously, with a questioning as to what was being revealed in terms of 

meaningful lived experience through a being-in-the-world for the participants, 

again similar to the approach taken by Suddick et al. (2019, 2020). The final 

eidetic themes are detailed in the next chapter; however, Figure III shows the 

development of these. 

 

Table VIII Existential thematic analysis (initial analysis of Maria’s text) 

Provisional sub-themes 

 

Provisional lifeworld themes 

 

Living life to the full Spatiality (lived space) 

Understanding one’s own body Corporeality (lived body) 

Aspiring to join the world of others 

Living life with continual challenge 

Unprepared for the world 

Reduced expectations 

Temporality (lived time) 

Being understood 

Being different to others 

Being part of a family 

Relationality (lived human relations) 
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Table IX Existential thematic analysis (sub-theme development) 

Provisional sub-themes 
 

Provisional lifeworld themes 

Readiness in time and space  
Participation in the world  
Living life to the full  
  

Spatiality (lived space)  
Inhabiting space  

An understanding of one’s self and one’s body  
Yearning for security  
Changing body in a changing world  
Understanding one’s own body  
What I need and who I am to fulfil my potential  
Existence in the body  
  

Corporeality (lived body)  
Understanding one’s own 
body  
  

Meaningful time  
The past shapes who we are  
Living in the present and unprepared for the 
future  
Aspiring to join the world of others  
Living life with continual challenge  
Unprepared for the world  
Reduced expectations  
Adolescence is important and a gateway to the 
future  
What is necessary to live a fulfilled life  
  

Temporality (lived time)  
Changing times  

Equality and relationships  
Perception of others  
Being understood and reliance on others  
Being understood  
Being different to others  
Being part of a family  
The disturbing influence of others  
Being heard in the world  
Existing in a world with family  
In a world of others which brings joy and pain  
In a world of others and being different  
Finding one’s way in the world  
Battling with the world of others  
  

Relationality (lived human 
relations)  
Relations with others  
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Figure III Eidetic theme development 

 

The storm of 
uncertainty

The insecurity of space

Living life to the full

Readiness in time and space

Participation in the world

Meaningful time

Understanding the body

Understanding one’s own body

Yearning for security

Changing body in a changing world

Personal need and personal 
potential

Comfort in the body

Changing times

Aspiring to join the world of others

Living life with continual change

Unprepared for the world

Living in the present and unprepared for 
the future

Adolescence as a gateway to adulthood

Capsizing in a 
world of others

Perception of others

Perception of others

Equality and relationships

Being different to others

In a world with others with joy 
and pain

The influence of others

The disturbing influence of 
others

Reliance on others

In a world with others

Reduced expectations

Securing 
anchorage

Being understood

Being understood

Existing in a world of uncertainty

Wanting and expecting more

Becoming an assertive adult

Being heard in the world

Being heard in the world

Fulfilling potential

Subject to failing services

Existing without authority

Sanctuary within the 
family

Existing in a world with family

Being part of a family
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5.8   Trustworthiness 

There is considerable debate about the trustworthiness of qualitative research, 

especially when compared with quantitative research (Cresswell, 2013; Finlay, 

2011; Savin-Baden and Howell-Major, 2013). In this regard I am drawn to 

Finlay’s (2011) priorities as to what is important when evaluating qualitative 

research, namely; rigour, resonance, relevance and reflexivity. Finlay (2011) 

suggests that researchers are free to decide the emphasis they place on each 

of these areas, for me all four are important but my consideration of reflexivity is 

more in relation to ‘stopping, thinking and looking back’ during the research. In 

this way I have taken a reflective rather than reflexive approach, and have 

shown commitment to this throughout the study. Reflection, therefore, has been 

embedded within the study and is an important dimension of the research. 

 

5.8.1  Rigour 

Some researchers are critical about the concept of rigour in hermeneutic 

research arguing this is not possible, rather “hermeneutic phenomenology lies 

in creating study reports that compel thinking and invite reinterpretations of life 

experiences” (Crowther et al., 2017: 834). I prefer Finlay’s (2011) view, 

however, who encourages taking care to provide detail and transparency. In this 

vein, many of the decisions I made have been detailed which might enhance 

confidence as to why I made the choices that I did, and inform future 

researchers should they wish to replicate or carry out similar studies. The 

findings chapter too is extensive, this is deliberate to highlight the voice of the 

participants, and I have used lengthy quotes to assist readers to understand 

how I reached my interpretations, especially when considered alongside my 

reflective journal entries.  

I was tempted for a while not to provide quotes as I did not want to distract 

readers from the evocative phenomenological insights within the findings, but 

gave way to the argument that quotes help readers to judge the interpretations 

made (Finlay, 2011; Van Manen, 2017b). Readers can make of the quotes what 

they will, but I am hopeful that what is given over in the next chapter speaks for 

itself and will draw readers closer to the inceptual meaning of the phenomenon 
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as encouraged by Adams and Van Manen (2017). Such transparency in terms 

of data analysis is compatible with the JLA’s (2021) key principles for research, 

as is the detail provided in this chapter facilitating repetition of the study, and 

the important influence of the public involvement group which shows a 

commitment to equality, involvement and inclusivity. 

 

5.8.2  Resonance 

Ultimately, it will be an individual experience for each reader as to the extent 

with which this study strikes a chord (Aagaard, 2018). I sincerely hope that 

those living with cerebral palsy, their families and friends, will find some 

resonance in the findings, which might touch and inspire them. Maybe this is 

what Van Manen (1997) means when he argues that good phenomenology 

resonates with life bringing about a phenomenological nod. I hope too, that 

practitioners might reflect on practice and think critically about the efficacy and 

sensitivity of their role and the services they are a part of. I am particularly 

pleased with the successful recruitment of a public involvement group and their 

influential involvement from an early stage. Their enthusiasm and strong 

encouragement for the study inspired confidence that I was carrying out worthy 

research.  

Similarly, the response from colleagues at the University of Brighton 

phenomenology specialist interest group was encouraging and provided a safe 

space to challenge and develop my ideas. Presenting at The Qualitatives 

Conference in Canada in 2019 about the role of my public involvement group 

facilitated contact with those interested in rehabilitation with young people and 

stimulated debate about the need to listen more to this demographic (Boyle, 

2019). Finally, the regular supervision meetings I had with my supervisors, three 

accomplished phenomenological researchers, and their supportive scrutiny not 

only challenged my assumptions but also helped me to settle into carrying out a 

theoretically sound, hermeneutic phenomenological study which might 

encourage readers to think deeply about the phenomenon. 
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5.8.3  Relevance 

At an early stage I was pleased to be awarded a career development grant from 

the UK Occupational Therapy Research Foundation (UKOTRF), which was 

enormously encouraging as others saw merit in my study. This award 

commended the relevance of the research in a much needed and neglected 

area and for the involvement of those living with disability in the design 

(Appendix 23). The award came with some publicity resulting in invites to a 

number of health and social care organisations to talk about the study, as well 

as an invite to present at the RCOT specialist interest group in children, young 

people and families annual study day, at the University of Brighton in 2019 

(Samuels, 2018). Above all, I hope the findings encourage a deep and critical 

consideration about health, social care and education services for young 

severely disabled people so that the transition from adolescence to adulthood 

can be improved. This thesis might strengthen the argument for closer 

collaboration between agencies, some radical thinking to embrace disability 

rights, and the development of services that are better able to listen to young 

people, areas which I expand upon in Chapter 7. I consider this, therefore, to be 

interesting and worthy research. I recognise however, that it is ultimately up to 

readers to decide whether the findings are superficial and shallow, or 

conversely convey a rich, textual evocation of the lived experience.       

 

 

5.9   Summary 

It is important to emphasise that this phenomenology is fundamentally an 

exploration of meaning in relation to the phenomenon of transitioning from 

adolescence to adulthood. The method detailed above was used to illuminate 

the phenomenon and I hope what comes across in this chapter is my 

adherence to carrying out research of a high ethical standard and an 

understanding of phenomenology as both descriptive and hermeneutic. Clarity 

has been provided in terms of hermeneutic phenomenological reduction and the 

epoché, as well as guided existential reflection, according to Van Manen (1997). 

This enhances confidence as to the inherent phenomenological, hermeneutic 

and existential orientation of this study, situated within a philosophical 
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framework drawing upon Heidegger (1973). With this understanding of the 

method, the findings in the next chapter, provide rich phenomenological insights 

which readers might find provocative and thoughtful in terms of texture and 

sensitivity. It was through application of the method that Heidegger’s philosophy 

made greatest sense and, to close this chapter, I now provide an entry from my 

reflective journal showing my thoughts in this regard during the summer of 

2018. 

My understanding of Heidegger has influenced my thoughts in 
relation to time and space. This is probably more so with regard 
to the concepts of ‘situatedness’ and ‘historicity’. I think we are 
all active contributors to how meaning is created but this raises 
questions as to how we engage in social spaces, and what 
might be the implications of my research as to how we 
understand time and space. 

Other aspects of being and existence, in time and space, seem 
to contribute towards our identity, such as ability, strengths and 
weaknesses, and disability - all of which can be found in the 
literature. But space is somehow incomplete, always changing, 
and often lacking in the studies I have read. I am curious as to 
the relationship between time and space and lived experience – 
beyond this I am curious too as to the embodied nature of 
being disabled in time and space, and the influence of larger 
cultural structures. My ontological position allows for an 
understanding of the physical environment which influences us 
as we influence it. 

Now I have completed two interviews, I ask myself how am I 
carrying these out? What have I learnt and what will I do next? 
I’m content to interview in the home but will need a secluded 
space. How will I manage distractions I wonder? Should I 
manage these or let them be? If I ‘manage’ these will this mean 
I am seeking an intended conversation – I don’t think so. The 
concepts of time and space, and the lifeworld, are complex to 
understand and will require reflection to discover the 
unexpected and overlapping aspects of this lived experience 
(reflective journal – July 2018). 
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Chapter 6 Findings 

 

6.1   Introduction 

The aim of this study was to explore the lived experience of transition from 

adolescence to adulthood for young people living with cerebral palsy and in so 

doing inform occupational therapists, and others, as to what might promote 

positive life opportunities. To address the aim, this chapter presents the findings 

initially in the form of hermeneutic stories for each participant, drawing upon 

Crowther et al. (2017), and then via eidetic themes according to Van Manen 

(1997). This has similarity with previous research, such as Fitzpatrick and Finlay 

(2008), but uniquely makes use of Crowther et al.’s (2017) contention that 

hermeneutic stories can reveal meaning, combined with lifeworld existential 

modalities as understood by Van Manen (1997). What follows now are the 

hermeneutic stories for each participant and eidetic themes relating to the 

lifeworld for all six participants. These I hope convey a sense of wonder, and 

especially what Van Manen (1997: 12) describes as the “heedful, mindful 

wondering about the project of life, of living, of what it means to live a life”. To 

provide some context, each story is preceded with a short portrait relating to the 

relevant participant. 

 

6.2   Theo’s story 

Theo was 24 years old and in full-time employment, he lived with his parents in 

a large city but had lived away from the family during his teenage years in a 

residential college.  

Theo’s lifeworld is broad and bold providing definition as to what disability 

means to him. There are links to his family and their belief in him, yet the 

perception of others seems overwhelming hindering opportunity. He 

experienced difference which positioned him in a world of others where he was 

never quite the same as many of those around him. Being different remained 

with him as he matured into adulthood, pushing him to the fringe of social 

spaces which he ached to be a part of. The perception of others was profound, 
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yet Theo found himself looking excitedly out to the world where some form of 

freedom beckoned. 

Becoming an adult, required an ongoing search for emotional connection with 

others who never really understood what life was like for Theo. To live with 

relationships with others where there was surprise and bemusement came with 

a dampening of ambition, replaced instead with a sense of tension that never 

quite disappeared. Theo lived with difference yet yearned for an existence with 

others that allowed for equality in order to live meaningfully. With greater 

meaning to life there was increased comfort and security which was 

experienced as refreshing. For Theo, there was always a prioritising of basic 

needs, but there was also growing curiosity about the world. There was safety 

when inhabiting spaces with other people like him, and shock when with others 

not like him, bringing about vulnerability and embarrassment. 

Some transience to lifestyle brought opportunity for new relationships and some 

danger too which was exciting. New relationships brought satisfaction as there 

was participation in the adult world – in the pub, at college, being physically and 

emotionally close to other young people. Satisfaction was experienced as Theo 

felt able to use his body whilst meaningfully doing something that was 

important, in a world with others where there was difference but also some 

degree of sameness. There was a growing tension, however, with what was 

considered normal. Being seen by others was always in their world and subject 

to the views of others. For Theo, there was a desperation to be more in the 

company of others, this required energy and an assertion from him and his body 

to be part of shared spaces which could be harsh and judgemental. 

The transition years were a period of profound change in terms of the body, 

shared spaces and relations with others. Theo’s world positioned him as 

different but also like others too, this raised incredulity on his part as to how he 

seemed to be perceived. Theo experienced a goodness when recognised by 

others as more than a disabled person. To be and to connect with others with 

some equality brought warmth and meaning. Theo found himself maturing into 

adulthood where battling with others became central to his existence. This was 

the norm, accompanied with a deep desire to join the adult world and search for 
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closeness with others. An outward appearance as disabled was ever-present, 

yet he was more than this as he lived with aspiration and ambition with physical 

and emotional needs. Theo lived with curiosity and an energy to engage in 

social spaces with others which was largely positive but always came with a 

sense of vulnerability. He lived with vigilance, therefore, to bring about security 

which could hinder opportunity as avoidance was sometimes safer yet always 

accompanied with a desire for more. 

Becoming an adult was a period when Theo saw his place in the world as 

profoundly different to others. He looked to others for help, which could bring 

opportunity, excitement and meaning to his life. Being ‘looked after’ provided 

preparation for being in the wider world and cultivated ambition, aspiration and 

hope. This was beneficial for Theo whilst maturing, as was to be in the company 

of others like him. The security of being looked after and the contentment of 

maturing alongside people like him allowed for wider and deeper emotional 

connections. This fostered security, allowing for the opportunity of closeness 

with others. 

Theo’s transition to adulthood placed him in a position of gradually breaking 

away from family. Existing in a world with people like him where difference was 

the norm made life fulfilling as there was greater warmth and connection with 

others. There was the allure of independence yet some comfort with reliance on 

carers at the same time. How he was viewed differed and how he viewed 

himself changed. The perception of others held implications as to how accepted 

or at home he felt. Theo’s lived experience was one of learning from others who 

learnt from him too which brought some form of belonging. 

New relations provoked Theo’s willingness to engage with the world, especially 

as he became excited about what might be possible. Ambition came easily but 

was accompanied with fear for the future. As Theo matured, the adult world 

beckoned, he welcomed the changes that were around him but with this came a 

pondering as to the meaning of life. The perception of others was all pervasive 

as to be let down was shocking and, disturbingly, became the norm. To be seen 

as lacking value was worse and shook his footing in the world. 
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Looking forward to work was a time when Theo wanted certainty in relation to 

meaningful employment. There were many unclear and messy directions in 

which he could go. This was a position of unsettlement, compounded when 

“written-off” by the state. There was a perception by others that was damaging 

and hurtful as he was seen as useless, forever. This lack of understanding he 

sensed from others, who had already made up their minds. Theo was becoming 

an adult, seen as different and not worthy, yet he desperately wanted more. 

I want a good standard of living that’s the main thing, I know a 
lot of my friends now, a couple of them feel quite isolated in 
where they live, and I knew if I wasn’t careful that could happen 
to me, the system sees you as a tick box sometimes and that 
happened to me when I first left college and just wanted a job, 
any old job, just to get out and do something, but obviously 
because of my condition I am often written-off. I went to the job 
centre and they said why do you want a job you are written-off 
for life and don’t have to work if you don’t want to, so and I said 
oh I want to work and they were really surprised by that, really, 
really surprised, and they weren’t really helpful at all, they were 
very lackadaisical about it. I think because the boxes were all 
ticked so they thought why are we helping him, it’s not going to 
help our numbers, that was really quite disheartening to see.  

 
Disappointment was sensed as a threat to fulfilment in life. Theo needed to 

keep trying, which made him wonder about the world around him and his 

position within this. This experience brought mixed feelings but recognition too 

that he had been fortunate. Becoming an adult placed importance on 

meaningful and rewarding times in order to be fulfilled. Meaningful productivity 

became increasingly important in order to be content with living a life that was 

true to himself. Without this there was an inauthenticity which fostered an angry 

and despairing engagement with the world. 

Theo saw himself breaking away from family which came with independence. 

This was experienced as the norm during college life where there was a sense 

of belonging and satisfaction as he enjoyed being with others, with and without 

disability. Feelings of togetherness at college, and being part of a community, 

brought meaning. There was joy with friendship and bonding with others. Theo 

saw himself as part of the world, with others, which had potential to allow for 

equality and a sense of being at home. There was, of course, difference but 

also togetherness.  



134 
 

After college there was regret and a missing of others but there was meaning 

for Theo as he became an adult with periods of fulfilment. Theo embraced the 

adult world with all its risk and dangers. This desire to access adulthood came 

with greater social connection with others but there was a subjugation to the 

influence of others whilst he yearned for greater responsibility. Parental love 

brought security and belief, however, his sense of personal value was tainted by 

the pervasive negative images of disability that surrounded him. This brought 

insecurity and disrupted Theo’s sense of belonging. Being part of a family, and 

surrounded by ambition and aspiration helped. His expectation, like those close 

to him, was to be able to achieve. His lifeworld was one with a focus on 

becoming fulfilled, a life with meaning was encouraged and expected.  

Theo’s existence included challenges as to what independence might mean. 

Becoming an adult was a period when being disabled came with a sense of 

failure even though he was motivated to do and be more. This was a period of 

trepidation as being disabled meant an inevitable reliance on others. Theo’s 

lifeworld was one of a growing recognition of his place in the world and the 

mortality of his parents too. Independence was wanted as was social 

connection with others, this came too with reliance on others, and an ambiguity 

with being accepted. This was Theo’s normality during these years which was 

challenging but also enjoyable as he faced his fears and a lived existence 

based on a can do and will do desire and belief in himself. 

 

6.3   Aisha’s story 

Aisha was 24 years old and lived with her parents in a remote, rural region, she 

had never lived away from the family nor had she worked previously but had 

attended college.  

For Aisha, the transition from adolescence to adulthood was a time of growing 

aspiration and expectation for greater independence. She needed to be strong 

and heard, and related to the world with her own view as to her rights. These 

were challenging years as she asserted her place in the world. School was 

unsettling as basic needs were unmet and her experience of support from 

others was based on inequality leading to a marginalised existence. Becoming 
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an adult during this period required a strengthening of disposition to assert her 

place in the world which was lonely and exhausting.  

Aisha saw herself as like others around her with an expectation that 

professionals would act in her best interests. There was disturbance in Aisha’s 

life as this was a period of continual disappointment with others. Failure from 

others was odd, then surprising, and then became the norm. Again, 

marginalisation in terms of her place in the world was her lived experience with 

a growing anger that became central to her existence. Her teenage years 

provided challenges that disturbed her presence in the world and professionals 

were never reliable leaving her forever misunderstood. 

I bunked off because I was so like I can’t basically speak to 
them, and I know they don’t want me there, I know I had a hard 
time but I wanted to stick with it, see how it goes, but like a few 
months and I’m fighting a battle, but they are not teaching what 
I need, I didn’t get what I wanted and they found me probably, 
they probably found me quite a difficult person because I was 
the first wheelchair person there and people didn’t know, so I 
was the first person in a wheelchair there, and the battle was so 
immense. 

 
Aisha described a “big jump” at the age of 18 years when there was a 

substantial contraction in service provision just as she needed these most 

contributing to an abrupt transition to adult services. She experienced services 

around her as failing and lacking empathy meaning her life was lived with 

insecurity and disturbance during this period. Sanctuary was experienced when 

being with peers where there was kindness and acceptance and some form of 

commonality as change was affecting everyone. But education services failed 

ultimately with even the most basic of things which deeply shocked her 

existence. 

They think if they say move on you should be grateful, they 
didn’t think of what you really need to do to move on. People 
like us need to know how to move on, it’s all well and good 
saying words but there is no action. 

 
As Aisha matured speaking out gave her an excitement about life. She would 

visit her mother’s home country where attitudes were behind those in the UK 

making her think about her life as a disabled person growing up and her place 
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in the world. Judgement and violation were very much part of her existence, 

meaning frustration was experienced which became embedded within her 

world. Too often others did not understand and places were not welcoming, she 

existed in the world in her wheelchair and with this came a somewhat 

ostracised lived experience. 

There was a disrupted sense of belonging during Aisha’s college years with a 

consistent experience of being surrounded by apathy and being let down. 

Those with authority to help did not due to low expectations, shaking her 

grounding in the world. Excitement was yearned for as Aisha saw herself as just 

like any other young person but this was a period of deep anxiety as she was 

living in a world it seemed without opportunity. With support she was helped to 

become more determined and there were indeed others who understood and 

knew her. But without support she questioned her existence. This removal of 

her place in the world, where she wanted to be, brought exhaustion and 

despair, with relations with those in authority built on hostility, pushing her 

towards a marginalised and disempowered existence. 

Aisha expected greater independence as she matured but this required reliable 

assistance. Support was wanted, as Aisha saw a life with others assisting as 

acceptable and part of her existence. Greater independence was desired as 

was a need to be listened to, these she associated with the exciting prospect of 

becoming an adult and living a life with greater authority. Being independent, 

however, did not mean a life without others. Aisha needed people who knew 

what they were doing and willing and able. Others often thought they knew best 

but could not always be trusted, shaking Aisha’s footing in the world and trust of 

others as she emerged into adulthood. 

Maturing into an adult was a period of fluidity for Aisha as her ambition, 

commitment and dedication fluctuated in response to changing relationships 

with others and the extent to which she felt control over her life. This uncertainty 

brought about some repositioning of herself in the world to assert her voice. The 

move from school to college was experienced with abruptness and a crisis-like 

approach from those in authority where she never seemed to be the priority. 

This disturbed Aisha, with no-one listening as she fought a system that was 
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experienced ultimately as unhelpful. Aisha’s lifeworld then, was one of constant 

conflict leading to deep mistrust, there was a lack of control and her voice was 

small and ineffective. 

Aisha’s existence came with a commitment to hold others to account which 

pervaded all relations with those in authority. Her place, it seemed, was always 

misunderstood making life difficult. Blame was placed upon her which was 

bewildering as she lived in the world subject to the low expectations of others 

whilst always having a desire to do and be more. To be held back was puzzling 

and continual throughout this period. For Aisha there was an importance in the 

relations she had with others so that she could live a life with meaning. She 

believed in herself as she was becoming an adult but was met with a continual 

disruption as to how settled in the adult world she could ever be. During the 

transition years, Aisha was getting to know herself, she did not see her being as 

a child or an adult but somewhere in-between - “just growing-up” - with a 

background of constant anxiety about being heard and understood. 

Becoming an adult was both frightening and exciting, Aisha’s experience 

pushed and challenged her greatly. To be understood was simply not to be, 

instead false promises were ever-present, in all relationships, contributing 

towards unsettlement and a disrupted sense of belonging. What she aspired for 

never really mattered, what did matter were the priorities of others. This 

imbalance brought difficulty for Aisha as professional services were 

experienced as fragmented with objectives that were not about her. Instead of 

being listened to, Aisha’s existence was one of struggle, living with an ongoing 

battle as she entered adulthood. Never being really known positioned her in a 

world that was experienced as deceiving, in a system that could get away with 

this because of inequality between people like her and others in power. No-one 

seemed to listen as the world around her became quite threatening. As she 

matured she needed to learn how to assert herself which brought satisfaction 

but there was never a complete sense of acceptance or belonging. 

Aisha expected more from professionals with relationships where her own 

expertise was not respected. People who should know better, who were 

supposed to help, were not able or willing to. Aisha’s lifeworld then, was one of 
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significant vulnerability, surrounded by disjointed services that could not be 

trusted. Greater independence did not happen, instead reliance remained on 

mother. Aisha was indeed becoming an adult but not becoming more 

independent, she questioned the meaning in her life as, it seemed, she was not 

wanted or valued. When she was listened to, this brought relief as to be 

accepted and valued helped to bring about meaning to life as her voice was 

then heard. 

 

6.4   Hasan’s story 

Hasan was 25 years old and lived alone in his own home, a ground floor 

adapted flat in a large city with his mother nearby, he was not employed but 

was a keen gamer, social media enthusiast and active athlete.  

Hasan’s text provides a rather complex mixture of distress, excitement and 

glory. The transition to adulthood seems to have been lived as an inherently 

negative existence in terms of relations with others and use of the body. He 

knew little about what to expect and often felt fortunate to receive the little he 

did, leaving him ill-prepared for adulthood. Adolescence was a period of 

strained relationships, being bullied and not heard or cared for enough. Hasan 

saw the world as hostile as he was subject to the influence of others, bringing 

about a questioning as to who he was and the adult he was becoming.  

There was curiosity about the world around him and a desire to seek 

opportunity but he was surrounded by disjointed services which did not support 

or understand him leaving him uncared for. Hasan sensed deep and continual 

judgement from others where disability was always seen first clouding 

everything else about him. Some degree of fightback was inevitable so that he 

could adjust to a world that he experienced as fundamentally uncaring. 

For Hasan, the transition from adolescence to adulthood was a time when he 

questioned himself in terms of his body leading to a negative self-perception as 

to his existence with disability. Greater independence was alluring yet 

disappointingly never quite attainable as he desired to break away from mother 
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but was never quite able to. The security of mother was comforting and there 

was a hurt in her life that he lived with too.  

Hasan experienced constant tension with those around him in positions of 

authority contributing towards a lifeworld with deep anxiety which never 

disappeared. He inhabited a disempowered place with relations with others 

often coming from a position of misunderstanding and conflict. Becoming an 

adult then was experienced as a wondering about how others lived their lives. 

Hasan looked around him and saw changes in others with a wonder as to how 

others lived and experienced the world. Ultimately, Hasan experienced the 

world as deeply unfair as he sought greater freedom which was never within 

reach. During the transition years, Hasan experienced self-doubt and continual 

confusion leaving him ill-prepared for what adult life may bring. Those around 

him did not prepare him for adulthood, instead he struggled to understand who 

he was becoming leaving him vulnerable and disempowered as he entered 

adulthood. 

Hasan felt a heightened status when recognised for his sporting achievements 

which often came with meaningful relations with others. There was deep 

satisfaction with being seen as good at something but life could change quickly 

as people drifted in and out of his life and friendships were fickle and uncertain. 

There was little meaning in many of the shallow relationships he had with others 

and more often he lived with loneliness. There was curiosity as to how others 

saw him and to be seen with respect was desired as he matured. He wondered 

if others could ever look beyond his disability and recognise the person within. 

Being able to achieve in sport showed him to the world in a wholly different way 

where he could celebrate who he was. 

…people see my disability first rather than my personality and 
that’s been a pain cos I’m in a wheelchair but I have the mind of 
a human being. 

 
Hasan lived with distance from others yet there was always a desire for social 

connection. He saw himself as singled out for being different and with this came 

a sense of vulnerability which others could not see. Adapting to a hostile world 

was necessary as his existence was continually questioned. Others seemed to 
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see his disability first and not the person within. This distance from others was 

alienating and frightening as misunderstanding often led to suspicion from and 

towards others. Hasan’s interaction with the social world influenced his outlook 

and the man he was becoming. He wanted to be part of the world but there was 

a discomfort with how he was perceived. A continual concern as to how others 

understood and related to him caused distress resulting in relations with others 

that lacked depth. This superficiality was accompanied with a desire for more 

from those around him, fostering feelings of inadequacy and inability as to how 

to achieve this. 

Unequal relations were experienced with authority figures with powerful others 

not knowing how to help, positioning him in a vulnerable and disempowered 

place. Ignorance on the part of others led to displacement and a struggle to find 

a more content place in the world. Hasan lived with the distress of others as 

they did not know what to do and hurt was experienced ultimately by all. As 

Hasan became an adult there was recognition that visible and invisible change 

was happening in his body. At the same time there was a lack of understanding 

from others around him, including those responsible for his wellbeing. These 

were unequal, damaged relations with little regard for the maturing adult he was 

becoming. Hasan remained in a disempowered position throughout the 

transition years, not heard and inhabiting a somewhat child-like place, ill-

prepared for adulthood. 

Hasan accepted support from his mother, there was a comfortable familiarity 

with this accompanied with an understanding that breaking away eventually was 

to be expected. Mother’s role, however, was formidable as professionals in 

Hasan’s world seemed to see his existence in her shadow. Her control was 

loving but experienced with some humiliation as he matured. Poor service 

delivery failed to see Hasan as maturing into adulthood, meaning conflict with 

mother and professionals was unavoidable over which he had little authority. 

Hasan’s place in the world often felt small and insignificant, leaving him unheard 

and again ill-prepared for adulthood. 

…at the time my mum was my advocate but I found that a little 
disturbing, some of the conversations that my mum had with 
them wasn’t nice, and I said to them I need someone different. 
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Hasan’s existence as he transitioned from adolescence to adulthood, was within 

a large family with tense relationships. He rarely felt understood but instead 

lived with scrutiny from others when what he yearned for was acceptance. 

Becoming an adult meant heading towards what life may present in terms of 

opportunity which was exciting. To work, eventually, was what adults did. Work 

might come with status but seemed, too often, unachievable with little 

encouragement from others, raising questions about his worth. For Hasan, 

strained relations with both his mother and professionals seemed to be 

inevitable due to limited understanding as to what he needed and desired. This 

position of not being listened to placed Hasan somewhat outside of the adult 

world. 

…when you are about 15 you start to think for yourself, so I 
don’t really think there should be a limit that when you are 18 
you are allowed to speak. It’s not right cos at the end of the day 
when you are 11 to 18 you literally speak for yourself, yeah you 
can speak to your mum you can consult with your mum but it’s 
our body at the end of the day, our parents can’t make a 
decision on our body.  

 
The transition from adolescence to adulthood was a time of insecurity as Hasan 

wondered about his future. There were periods of optimism when exciting 

possibilities appeared before him. There were all too often periods of distress 

and frustration too as he came across barriers to what, tantalisingly, might have 

been possible. Ultimately, there was resignation to a life that was limited and a 

feigning of interest in the world and what may be. There was dishonesty with 

this existence as Hasan found the world around him fascinating yet did not 

know how to access opportunity. There was an expectation that others would 

help and when this was not forthcoming Hasan found himself surrounded by 

failure and a displacement in the world. 

As he matured Hasan looked to the world and saw others like him achieving. 

When others recognised his interests, he felt a positivity which came with the 

possibility of being able to achieve. There was satisfaction when part of a world 

with people like him who were achieving. This brought a sense of worth as 

influential others recognised his ability. Gradually, Hasan saw his place in the 

world as worthier and living life with personal achievement changed his self-
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perception. Living without achievement meant existing in an unfulfilling world. 

There was a desire for more and Hasan yearned for success. To be achieving 

in life brought meaning. 

…I wanted to achieve something, I wanted to know that I’m 
good at something and it’s that…..it’s that dedication, that 
feeling that I am successful, I am good at something, I am 
winning at something, and I’m better than anyone, so it’s that, 
that determination that got me, I wasn’t achieving anything in 
high school cos I wasn’t doing anything like well known, I 
though what am I doing in life? 

 
Hasan’s world was ill-informed about disability and those around him 

understood little about his existence. Although cared for by others, he felt 

unknown yet expected more. He existed without a voice, positioning him in an 

uncomfortable and vulnerable place. He felt let down as he found himself living 

in a body being spoken about, yet there was no time or space for his voice 

leaving him disempowered. Authority seemed to rest with powerful others such 

as consultants, teachers and therapists; relations that were experienced as 

unfair. Hasan’s relations with others often pushed him to the margins with a 

voice that was not heard, positioning him in the world without authority. This 

became hurtful as he matured into adulthood raising questions as to justice and 

self-worth. Being treated unfairly without a voice brought feelings ultimately of 

shame as there seemed to be a disregarding of his quest for normality. While 

Hasan wanted a meaningful life with friends and a sense of normality, his 

existence was instead lonely, harsh and judgemental. 

Hasan experienced satisfaction when his voice was heard. There was freedom 

when others looked beyond his disability and saw something else. These were 

times when he interacted with the world with greater equality. For Hasan, being 

seen for who he was within, rather than his disability, made life fulfilling. This 

brought greater meaning which was experienced with richness and kindness 

from others. When in this other world, with greater equality, there were deeper 

and more meaningful relations with others.  
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6.5   Maria’s story 

Maria was 18 years old and a full-time student, she lived with her mother and 

siblings in a medium-sized city. 

Maria’s text comes across with positivity and excitement, there is optimism as 

she enters adulthood but also a desire for more. Her existence whilst 

transitioning from adolescence to adulthood seems to have accepted living 

through a continually changing body that was different to others around her. 

With this came curiosity of the world and what might be possible. In this way, 

she inhabited space in the world with others that excited and frightened her.  

Recognising herself as a young woman living with disability required a coming 

to terms with her position in the world. There was contentment with this as 

Maria found an acceptance with which she could live. To be disabled for a long 

time was simply to not be able to walk, but for Maria her existence in her body 

that differed to others was one of a continual dissonance from those around her. 

This made her think about who she was and what might be possible, particularly 

as she emerged into adulthood and fitted into the world. Understanding her 

body and the relations surrounding her was a feature as she became an adult 

with Maria often seeing herself as different but also excited to live with others. 

It’s been like you, I think like, like I mentioned in the written 
account I feel like when I was younger I thought it was not 
being able to walk but then when I was a bit more conscious 
about my life, I thought I realised, it was also about the way I 
moved, the way I talked, and I feel like these last few years it’s 
been way harder than I thought it would be, you know with my 
speech and stuff, but you know I mean, I’m definitely like you 
know, how sometimes you get people say like, oh it must have 
been easy for you cos you were born that way, I know in a way 
that’s kind of true, but you know there’s always been a struggle 
for me, like now there is too.  

 
Deep feelings about being different remained with Maria as she matured into 

adulthood. She yearned for contentment as she experienced a world that she 

aspired to join watching other young people with joy and envy. Maria felt a 

connection with the social world around her experienced through meaningful 

relationships with peers but there was a recognition that she was living a life 

different to others. Her lifeworld consisted of struggle which was not 
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experienced by others. She aspired to join the adult world and became aware of 

the changing nature of her relationships with others. With this came social 

barriers which emerged unexpectedly and were experienced as hindering a 

sense of belonging. 

Growing up for Maria was a period of continual challenge as to how others 

understood her as well as the relationships she desired. This was not entirely 

negative as there was meaningful opportunity and friendships which were rich 

and exciting. Seeing others, friends and family, make their way in the world was 

encouraging too and inspired Maria to seek fulfilment. A search for meaning 

came with a greater recognition of the limitations she experienced within her 

body which increasingly informed how she understood herself. 

Living in a changing body was accompanied with a limited belonging to the 

world due to being misunderstood. She gradually accepted that others saw her 

differently and remained reliant on others when greater independence was 

desired and expected. This rather unsettled existence did little to prepare Maria 

for adulthood as she saw herself maturing into an unknowing and unworldly 

position. This realised itself ultimately in an underlying anxiety as to her future 

and how well prepared she was for the world. 

I think that’s been bad for me cos you when you are disabled, 
you don’t realise, you think you are an introvert, and your life 
becomes small, and so full of certain situations that require you 
to focus on, so I thought I was a bit of an introvert, like you 
know I wasn’t socialising that much cos they’re so used, but I 
feel that once it starts it was not so much that I was an introvert, 
but that I had been conditioned to expect only so much, I 
remember even when going out to my friend’s house if you 
know my mood changed significantly, I was a lot more hopeful I 
don’t know, I don’t think you realise how important social 
relationships are, meaning if you don’t even realise it, I had to 
come to terms with this and how others think that’s just the way 
you are, you generally feel that you don’t want to socialise cos 
you generally get used to just being at your house, and on your 
own and I felt when the opportunity presented itself I didn’t want 
to take it cos I didn’t want to come across as just a disabled 
person and I’m an introvert, and I don’t really talk that much, so 
I think it didn’t really help me to develop a whole certain side of 
my personality. 
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Maria recognised that it was she, ultimately, who best understood her existence 

within her body. As she emerged into adulthood she lacked confidence in others 

to understand and know her and therefore adapted to relate to the world around 

her in a flexible way. That is to cater for the low expectations of others was 

challenging but necessary. Becoming an adult, in this world of low expectations 

from others informed her self-perception as being different, yet she lived with 

excitement and optimism too. 

As Maria transitioned from adolescence to adulthood there was constant 

anxiety as she looked to the future for which she was so unprepared. For Maria, 

existence meant to be perceived as a person who could not walk, who used a 

wheelchair, and was seen primarily by others in this way. Her wheelchair was 

not a discretionary option but central to her existence. How she lived, however, 

consisted of relations that lacked understanding by others of her as someone 

who uses a wheelchair. Others, therefore, did not always understand or 

accommodate her to live meaningfully as a person who uses a wheelchair, 

positioning her in a fearful and unsettling place. 

Maria’s position in the world, it seems, was determined by her relations with 

others. Becoming an adult was fraught with underlying anxiety but also some 

contentment as there were times of excitement and the comfort of family which 

was always unconditional. Ultimately, however, her existence was characterised 

with a deep insecurity as life changed rapidly. This was troubling as Maria 

wanted much but recognised she would live a life with limitations, yet yearned 

longingly for what might be possible. There was what appeared to be a 

continual sense of ambiguity as to her existence which brought about a limiting 

of opportunity and disturbance as she desired a bigger life.  

Maria found herself taking up a position that was given but not fixed and there 

was movement which fostered an interaction with others that was energetic and 

optimistic. This appearance of the world did not prepare her for the ongoing 

changes that were taking place in her body, however, and the way in which she 

was seen by others. This brought about insecurity as to how she found herself 

in terms of relations as she largely never felt understood. There was a constant 



146 
 

angst, it seems, as she became sensitive as to how others perceived her whilst 

wanting to challenge this but not seeing herself as competent to do so.  

Trepidation accompanied Maria’s existence as she matured which became her 

normality. The exception to this being the warmth of family where there was 

unconditional belonging. This relationship with those close to her provided 

support and opportunity encouraging engagement with the world as there was 

belief in her. She saw, however, that she needed to move on, like other young 

people, which was both exciting and frightening.  

What others expected crowded Maria’s existence, her desire to be considered 

equally worried her, and was especially felt when she faced the influence of 

those in authority who had power over her. How others perceived her was 

disappointing, being seen above all else as disabled. Uncertainty as she 

transitioned to adulthood became constant, as did worry and self-doubt. Her 

existence lacked confidence as to her position in the world at a time when she 

saw others around her achieve and doing more. For Maria, this existence was 

experienced as unfair as she faced prejudice by those with influence over her. 

How she interacted with influential figures did not prepare her for the future, 

raising curiosity as to her position in the world and the reduced expectations of 

others. Maria’s lived experience then of maturing into a young woman was one 

where there was optimism that a life with meaning might be possible but was 

held back by others. 

The influence of others, often acting against Maria it seemed, was beyond her 

control. She wanted to join the adult world but there was a sense of suffocation 

as she looked out at a future that she was unprepared for. Maturing from 

adolescence to adulthood was a period of mixed emotions in terms of how she 

spent time, the spaces she inhabited, and the relations she was a part of. There 

remained a disconnect as she endeavoured to find her way into an adult world 

that did not understand her and for which she was unprepared for. 

Inconsistency, abruptness and lack of understanding were pervasive as she 

would wonder what the future might be like whilst yearning for greater 

understanding and freedom. 
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6.6   Helen’s story 

Helen was 24 years old, in part-time employment, she lived in her own home in 

a small town with her parents nearby.  

During the transition from adolescence to adulthood, Helen saw herself as 

similar to other young people living through a period of profound change. There 

was an acute sense of participation in life through the body where she shared 

time and space with others. She had strong interests, just like others, which 

were important and provided meaning. There was comfort that came with being 

a child but this became uncertain as Helen’s body matured. There was a feeling 

of contentment as a child and early adolescence as Helen felt safe and looked 

after but this began to be lost during the transition years. Helen experienced her 

body physically changing in a social world that was changing too and with this 

came uncertainty. Her confidence towards others around her offering support 

was changing too and at risk of being lost as she emerged into adulthood. 

Helen had a sense of herself participating in the world through her body which 

was seen primarily by others as disabled first. This brought discontent and a 

sense of injustice as her being was far more than simply how her body was 

perceived. The becoming of an adult was a period when Helen would question 

her body as there were inevitable changes and limitations that she sensed and 

understood as real. The way in which she could live, and what might be 

possible, was important for Maria in terms of living a life with meaning.  

Becoming an adult for Helen was a time when she would ponder as to what her 

future would be like. She saw herself as a person like anyone else and also as 

a person with a disability. She looked at others with disability and felt some 

contentment, and excitement too, as there were others living full and exciting 

lives. Disability was part of the world around her, this brought recognition as to 

who she was, the body she existed in and the person she was becoming. 

Helen’s experience of her place in the world as she matured was a time when 

she needed to be within the security of her family. This was a place of warmth 

but there was also anxiety as to the future. Her existence was entwined with 

that of her parents which brought contentment together with fear for the future. 

Living with parental comfort was reliable but experienced too as a time when 
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Helen’s body was changing rapidly and some form of independence beckoned. 

This was experienced as a time when there was change too as to how she 

related with her parents and their letting go. Being and existing with disability 

and a changing body affected those close to her. There was an intensity in 

these relationships which was loving but also painful as the outlook on life was 

changing for all. 

Helen found herself questioning her abilities and became increasingly aware of 

her changing body and its limitations. She sensed low expectations from others 

which deepened her sense of injustice. Being a teenager with a disability and 

having to rely on others was accepted by Helen but there was an unsettling 

strangeness experienced in relation to how she fitted into the world around her. 

She felt this especially in terms of living in a world that could be neglectful. This 

alienated and demoralised Helen but also helped her to find a voice, calling for 

something different and better. There was an energy for Helen, it seems, that 

came with this new engagement with the world. 

Maturing into adulthood was experienced then with mixed emotions as Helen 

tried to find her way. She knew she needed help yet the assistance she desired 

was out of reach, shaking her existence and comfort as she became an adult. 

These were years where she had to struggle, deepening her sense of injustice, 

yet she accepted too the need to be flexible while those around her lacked 

understanding. 

Well you know they’ve always said, well if Helen need this or 
needed this bit of equipment well then but sometimes they 
forget that you have your own voice, they forget that you’re 
there, they just think that you’re in the shadow and you can’t 
say what equipment works and what doesn’t work, well you 
can, well I used to say to my physiotherapist, when I got older I 
used to say well you know basically this piece of equipment is 
not helping me because I’m either sitting wrong or there’s 
something wrong with it and they always used to just dismiss it 
and I’d be like I’m, I’m telling you this is the problem, this is the 
problem, and you know there were some of them were 
understanding but some of them were like why is she not using 
it, well I used to say it’s not gonna benefit me, it’s not gonna 
benefit me in the long run, because you know they used to 
bring out walkers and standing frames and things like that and I 
used to , I used to do it, I used to comply with it, but then think 
why, cos it’s not gonna let me, I’m not gonna walk, I would 



149 
 

rather use my voice and use the communication that I have 
now, that I’ve been equipped with, that I’ve been luckily 
equipped with, I would rather use that now than walk any day.  

 

Helen expected an existence in the world to give her life meaning. She saw 

herself as disabled and accepted this but sought connection with others like her. 

When this happened, she saw her body to be like others, this was affirming as 

she related with others with wants and needs like any other young person. This 

position where she engaged with others like her provided contentment, 

satisfaction and meaning. As she became a young woman, Helen began to 

experience a world around her as primarily a place for people without disability 

as she wondered about her existence alongside others who were not like her. 

Helen saw herself outside of this world being lived by others, not like her. Being 

seen as different with different chances and opportunities was her existence 

which brought about a sense of unsettlement. She recognised the changes that 

were going on in her body and her desire and energy for a fuller life made her 

deeply aware of how others saw her too. 

This was a time when she felt a deep disconnection with the world which 

seemed to be more about what might be possible for able-bodied people. She 

felt disturbance as those in authority saw her differently and alienation grew yet 

she needed to be flexible to prosper. For Helen, being different became the 

norm bringing on wonder as to her position in the world with other people who 

were not like her. She desired space to live, with relationships which were 

experienced in a way just like anyone else. There was a fragility with this as 

opportunities that came her way were not determined by her but instead by 

others. This brought about a sense of reliance on others placing her in a 

position of vulnerability. 

During the transition years, living and being a person as a wheelchair-user was 

central to Helen’s identity. She learnt as she emerged into adulthood that this 

was how she was seen by others. As important to Helen’s existence that this 

was, there was always more to her inner-self yet she struggled to be seen as 

more than a disabled person in a wheelchair. This way, that she was seen by 

others, was pivotal in terms of identity and existence as she emerged into the 

adult world. 
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Yeah well, I mean certain people have said to me oh why why 
why do you need to be using a wheelchair, you know from kids 
to adults, but the thing is it doesn’t bother me ………. I’m 
always happy to talk to people and explain how my wheelchair 
works I don’t see why there should be a certain stigma attached 
to that, cos at the end of the day I want people to see past the 
wheelchair. 

 
The view of others was deeply powerful and remained so into early adulthood. 

Helen needed to suppress the perception of others and how this influenced her 

view of herself. There was deep anxiety throughout this period as she knew she 

was capable yet sensed her own vulnerability in relation to the authority of 

others. Helen was able to place herself in the world with some contentment as 

she knew who she was, seeing herself as a young, strong woman with 

aspiration, ambition and lots to offer. There was occasional recognition of this 

from others which sometimes came with an acceptance of who she was giving 

her a sense of warmth and contentment. 

Helen’s existence lacked equality and was aware of the power differential 

between her and others around her who were not disabled and upon whom she 

was reliant. Her body was changing, as was how she fitted within the world 

around her. Expressing and asserting her voice gave her satisfaction which 

provided a way in which she could position herself in an unequal world and the 

possibility of living a more fulfilling life. Helen felt a relationship with others who 

saw her, largely, in a rather child-like way which brought distress as she found 

herself with few choices. 

There was a strangeness in the relationships Helen experienced with 

professionals drifting in and out of her world with Helen often wondering who 

knew best. There was incredulity as professionals seemed to be understood as 

the experts yet it was her who experienced life and her body. This disharmony 

was lived and experienced at a time of profound need and change. To inhabit a 

space in the world that allowed expression for Helen gradually came about as 

she learnt from others whom she trusted. She would question who had her best 

interests at heart and be led by those she trusted which brought some security 

during a time of deeply felt change in her body. Indeed, it took time for Helen to 

find her voice and this despite the continual background noise of others. 
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Becoming an adult came with a deepening sense of vulnerability. Helen 

invested in relationships with others where there was trust which provided 

contentment but she found herself questioning those around her, who were 

these people and what might trust mean. There was a sense of being 

undermined and deceived leading to shame and humiliation. For Helen 

maturing through the transition years came with strange periods which were 

deeply unsettling. She knew her body was changing and could sense and feel 

this. She felt too, some emerging sense of authority regarding the relations she 

had with professionals. There was an anger with these as she transitioned from 

formal children’s services to adult services in the most abrupt and disrespectful 

way. There was substantial hurt as she was ill-prepared for the future and 

instead left with trepidation as to what the future might be like. 

Helen recognised there was something disturbing in her relationships with 

professionals when, at times, she experienced almost being under attack. She 

needed an inner strength as her becoming of the young woman that she wanted 

to be was being put at risk. She questioned the legitimacy of professionals 

leaving her ultimately in a position of vulnerability as she emerged unprepared 

into the adult world. There was deep warmth for Helen, as a child, when 

accepted by those around her which she carried with her as she became an 

adolescent. This changed as she matured, however, as there was a reception 

from the wider world that was harsher. This brutality to her lifeworld brought 

about an ongoing sense of isolation and desperation as Helen emerged into 

adulthood. 

There was always acceptance within the family but there was a desire from 

Helen’s parents for her life to be better. Helen felt this deeply too which was 

affirming, helping shape her own view of life and what could be. This security 

was deeply felt and stayed with her as she became an adult. There was an 

excitement for Helen about becoming an adult. There was curiosity as to what 

might be and the possibilities that lay ahead for her. A fulfilling life beckoned 

and aspiration was part of Helen’s being. She knew she was more than how 

she might be seen by some, defined in relation to disability. Because of this 

powerful perception by others there was always an underlying distress as to 
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how she would be seen in the future. This placed her gradually in the adult 

world with a perpetual sense of uncertainty. 

As Helen emerged into adulthood there was also a background of warmth which 

brought a sense of contentment. This came from family and acceptance as to 

who she was and the living of a life with joy. Others, outside of the family, saw 

Helen’s disability first which defined her existence in the world for many. This 

perception of others was powerful, ultimately limiting opportunity for Helen. 

There was deep resentment at being seen in this way requiring continual effort 

to be seen as worthy. To be seen by others solely in this way was mechanistic, 

dehumanising, and painfully experienced as a coldness and distance from 

others outside of her control. 

For Helen, independence would always require support from others. 

Relationships with others, therefore, were always important to live a fuller life. 

To have some say over what independence might mean could bring 

contentment yet she experienced unjustness making her question her position 

in the world. Helen’s existence, like that of many young people, was one of 

dreams and aspiration. There was always a deeply lived unsettlement, 

however, about fitting into the adult world as a young woman with a disability 

and trepidation as to what life would be like for her. 

Helen’s existence during the transition years came with a growing recognition of 

the comfort of family. This position of settlement changed as Helen gradually 

became an adult leading to a prolonged period of worry as she found herself in 

a changing body having to adapt to a world that did not understand her. She 

struggled to see her place in the world where her potential was not recognised. 

Enthusiasm for life was very much part of Helen’s place in the world yet this 

was experienced as always, almost not possible, as she was so often seen as 

disabled first and with this, not able. Helen’s lifeworld then, during the transition 

from adolescence to adulthood was one, fundamentally, of unequal relations. 

She experienced her position as one of being somewhat on the outside which 

was frightening. For Helen, there was a longing to be seen as equal and worthy 

with a deep desire to participate. 
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6.7   John’s story  

John was 19 years old and a full-time student, he lived away from home at 

university and with his parents during the holidays in a small town.  

The transition from adolescence to adulthood for John was a period of optimism 

as he was keen to be part of the exciting adult world around him. Positive life 

opportunities were desired yet he found himself in a world at times with unequal 

relations with others. The becoming of an adult was happening for John which 

was seen by others bringing about some form of recognition. His relationships 

with others were changing too, this was generally positive making him feel more 

like part of the adult world. This was especially so with those in authority when 

there was a recognition of John as no longer a child. 

There were times when there was increasing equality in these relationships 

which placed John in a more adult-like place. This became the norm as he 

matured which John welcomed. He found this period of becoming an adult as a 

time when his place in the world began to be one of greater substance making 

him feel good about himself as he left childhood behind. There was satisfaction 

with what appeared to be being seen on a more equal footing with adults and 

with this came greater self-respect. 

John entered adulthood with excitement and some confidence that his place as 

a young man living with a disability would be accepted. With this came a 

comparison of who he was with others fuelling his curiosity and ambition for the 

future. John sensed understanding and acceptance from others which prepared 

him for adulthood and there was a readiness about him too as he enjoyed being 

on the cusp of adulthood, looking forward. This was an exciting place with 

opportunity ahead of him and there were relationships to look forward to. John 

saw himself during the transition years as a young man, different to others, but 

with an eagerness grounding him in the world that made him feel secure. 

John sensed his body changing as he emerged into adulthood and this came 

with an enthusiastic desire for more from life. There was some looking back with 

fondness at the security of being looked after and to be child-like which 

provided comfort. Leaving childhood behind was worrying however and required 

an engagement with the world that was serious, deep and substantial. For John, 
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there was a breaking away from childhood which did not come easily. This was 

John’s existence as he saw himself emerging into adulthood yet looking back at 

the security of family and mother in particular. 

There was also fear that becoming the man he wanted to be might not be 

possible leaving John with uncertainty as to his place in the world. This brought 

about ambiguity which became his backdrop. As he matured, John’s lifeworld 

was one of unsettlement as life changed and there was reduced certainty in 

terms of relations with others where he found himself not always welcome or 

understood. The becoming of an adult became uncomfortable as there was 

always an unsteadiness in John’s world. While others seemed to race ahead, 

John would question his being. He saw himself as increasingly different to 

others which brought disturbance as he would question how he fitted within the 

world around him and especially regarding relationships with other young 

people, and what might be possible in terms of work. This feeling of difference 

stayed, so much so that a form of comfort emerged as John transitioned 

through adolescence. A sense of normality evolved which became acceptable 

as John found himself increasingly part of a more adult-like world, but struggled 

to let go of a semi-childlike position which provided comfort.  

Living with disability informed how John saw himself as he did not want to be 

like other disabled people. Feeling so different to everyone, including others 

with disabilities, made John feel uncertain about his place in the world. There 

was a strangeness experienced as he saw himself like other disabled people, 

but different too, leaving him confused. Living through his body, John 

experienced limitations which were part of who he was and how he engaged 

with the world. There was tension too with how he related to others, with and 

without disabilities, as he was living a life which could not be changed it 

seemed. There were glimpses however when John could see his existence as 

equal with others who were not disabled which brought joy but also a 

positioning of himself that remained different to others. 

I think at college I didn’t really fit in. I didn’t really feel ok about 
being me – which is a really odd thing to say but I think it’s just 
because especially with my disability, especially with CP 
because you can either have it very extreme or it can be very 
mild, and I guess I kind of have the more extreme side of it, I 
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think it was more difficult for me socially because I felt slightly 
awkward because I didn’t really fit in with the other disabled 
kids because I was kind of – I remember the college were not 
good as they kind of put all the disabled kids into one pot, 
which I know sounds really terrible, but I still think there’s a lot 
to improve in that respect. You know there’s a lot of different 
disabilities and I feel sometimes school can put a kind of 
umbrella over all the disabled kids …… It felt like one thing 
works for everyone and I felt isolated, so I guess I was a little 
less social than the average 16 year old. But as I got older it 
was weird as I seemed to get on more with those younger than 
me than those older than me. A lot of them were the younger 
siblings of older people I knew. And it was nice as they might 
be confused about college and I could help …… I didn’t feel I 
fitted in with disabled people but then I didn’t feel like I fit in with 
normal people …… It’s become less so now and I’m not 
bothered by that sort of thing anymore. But I think definitely at 
15 or 16 it bothered me. I think everyone has that kind of 
identity thing. I think the hardest thing is trying to find your place 
in the world. Knowing what you want to do or find a group of 
friends.  

 
John experienced unsettledness and found himself questioning his existence 

and why his place in the world was not like others. There was a questioning 

about his worth and a growing sense of injustice. Opportunities were limited and 

John wondered why. There was some innocence in his view of the world which 

was becoming harsher as he matured. This positioning of John, outside of the 

world of others, influenced his relationship with his family where he had always 

found warmth. John began to see that there was a difference in who he was 

becoming and that of his family and others around him, and he began to see his 

younger siblings in a different way. 

The transition from adolescence to adulthood for John was a time of frustration 

and anger as to why he was, as he was. This struggle with acceptance brought 

envy towards others without disability and a regret as to the man he would 

never be. Slowly, there was a gradual acceptance of his life and body which 

brought some contentment. There was a judgemental way in which he looked at 

the world around him, what others were doing, and his own position. This 

pushed him further away from others to an increasingly uncomfortable place, 

making him question his existence in a world where he did not fit. Comfort could 

more reliably be found by retreating into a childlike place. 
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As change happened in John’s life so too was a growing understanding from 

others which came with greater acceptance as to who he was. To be 

understood by others brought satisfaction and greater ability to participate in the 

world. John saw himself in relation to how he was perceived by others and to be 

accepted brought contentment. This was accompanied with a growing 

recognition of his own view of himself alongside others with and without 

disability. There was some shame with being seen as disabled which deepened 

as he dwelled upon his position in the world. Being in the world with others was 

a shared time and space when John looked closely at others and wondered 

why he was like he was. His response was not always logical and brought about 

disconnection with others.  

I definitely went through a phase where I just didn’t want to 
associate myself with other disabled kids, which I think sounds 
really awful now looking back on it but I’m sure almost all 
disabled kids would say the same things. You kind of go 
through the process of asking yourself why should I compare 
myself with them, you almost get a weird feeling of I’m better 
than them. It’s a weird thing as disability is different for 
everyone and comparing disability is kind of ridiculous as it 
affects people so differently.   

 
John lived with his limitations understanding that these could not be avoided, a 

position that was not understood nor recognised by others. Transitioning to 

adulthood then for John was experienced with isolation and loneliness. There 

was a sense of being on his own and not skilled or able to engage in the social 

world around him. John’s lifeworld was one of anxiety, it seems, as he saw 

himself as unknowing with a rapidly changing world around him. He would 

wonder how to cope pushing him further away from the world of others, to a 

place without belonging. As John matured he would move away from this 

position, gradual change with new experiences could bring joy, requiring 

courage which was both seductive and frightening. 

With acceptance and understanding from others there was warmth and joy also 

during the transition years. Interaction with others where there was greater 

equality brought a sense of reward and contentment. During this period there 

was always a danger of being unseen and unknown which brought about 

disconnection with the world and some sadness. John saw himself primarily in 
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the world as a wheelchair-user as he emerged into adulthood with an 

overwhelmingly negative self-perception. As he matured his identity as a 

wheelchair-user became deeper, an inescapable part of who he was, and was 

becoming, and he began to accept this. There remained however a somewhat 

clumsy connection with the wider world which did not altogether seem to always 

welcome or accommodate him. 

John’s lifeworld was one of living through a changing body with a continual 

anxiety about the future as he increasingly recognised his limitations and what 

this meant for him. There was a fear of remaining in a rather childlike position 

due to his reliance on others but this also brought contentment as could come 

with protection and security from family. John’s relations with his family changed 

as he matured, this was undoubtedly a place of safety but the dangers of the 

world were alluring as he felt his way into adulthood. There was a backdrop of 

family which brought security and remained important. Maturing into an adult 

brought joy but pain too as John was leaving his childlike position behind. There 

was a sense of bewilderment as responsibility beckoned and the safety-net of 

family and mother especially was no longer ever-present.  

To be accepted as the person he was becoming, living and existing in his 

wheelchair, brought satisfaction. Greater equality alongside others helped 

prepare John for adulthood. To become an adult and have a life with others 

where there was understanding for who he was brought joy. For John, living 

with cerebral palsy and how this may affect him was ever-present and central to 

his existence. To be in the world, alongside others, provided belonging and 

satisfaction. There was a contentment also and a feeling of being prepared for 

the adult world that he was slowly becoming a part of. 
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6.8   Eidetic themes 

The writing of the above hermeneutic stories aided a holistic reflection leading 

to the eidetic themes below which characterise the phenomenon of interest in 

this study – that is the lived experience of transition from adolescence to 

adulthood for young people living with cerebral palsy and high level of disability.  

Living by the sea, as I finalised this thesis, stimulated my thoughts about life’s 

journey which might be calm or stormy like an ocean journey which inspired the 

nautical flavour of the themes. These, I believe capture the adventure and 

travails of the lifeworld: The storm of uncertainty (sub-themes: the insecurity of 

space, understanding the body and changing times); Capsizing in a world of 

others (sub-themes: perception of others and the influence of others) and; 

Securing anchorage (sub-themes: being understood, being heard in the world 

and sanctuary within the family).  

Figure IV, provides a visual representation of these showing an overlapping of 

Van Manen’s (1997) existential modalities which guided thematic reflection; 

lived space (spatiality), lived body (corporeality), lived time (temporality), and 

lived human relations (relationality). I encourage readers to consider the 

following in relation to life’s journey through the transition years and what might 

be possible for the young people who participated in this study. Some may 

wonder how this differs to other young people regardless of ability. In this 

regard, I encourage a dwelling on the possible existential ways of being that 

come with living through a body that is so different to the majority, the isolation 

that can be experienced, and the possible lack of understanding by 

professionals and why this might be so, all these points and others contribute 

towards the discussion in the next chapter. 
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Figure IV Eidetic themes and sub-themes 

 

 

 

6.9   The storm of uncertainty 

This theme illuminates living through the body in terms of time and space, and 

especially the relationship participants might experience with their own bodies. 

In this way, this theme aligns with Van Manen’s (1997) understanding of 

spatiality, corporeality, and temporality. There is an aspect about Dasein in this 

regard as being a fully prepared person for the world which brings about an 

understanding and confidence in the body leading to a more human and 

meaningful cohabitation of space with others. Increased certainty in this regard 

might bring greater equality also which is experienced as joyous, ultimately 

aiding a life to be lived with greater meaning and authenticity.  

•The insecurity of space - spatiality

•Understanding the body - corporeality

•Changing times - temporality

The storm 
of 

uncertainty

•Perception of others - relationality and corporeality

•The influence of others - relationality and corporeality

Capsizing in 
a world of 

others

•Being understood - relationality and corporeality

•Being heard in the world - relationality

•Sanctuary within the family - relationality

Securing 
anchorage
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Existence in the world, in cohabitation with others, is lived through the body with 

uncertainty as the body is experienced in shared spaces always in relation to 

others. There is a relativity here that is experienced as the young people 

become more aware of their body and their time in shared spaces with others. 

There seems to be a looking out at the world at others who are like them and 

there is a perpetual, and sometimes disturbing, wonder as to how to live and 

exist in the world with greater meaning. This existence comes with an 

awareness of living through time too which is experienced fundamentally as 

time and space in the world that is profoundly changing. There is a desire and  

expectation that permeates this journey through this period fostering a curiosity 

in the lives of others. This is coupled with excitement which remains even 

during adversity and a looking forward to new opportunities and what might be 

possible but comes with trepidation that never quite disappears. 

I don’t know whether you seen the guy on Breaking Bad, the 
guy with cerebral palsy, and I was thinking like you don’t see 
that many people with similar representations like me, it’s 
always like they’re super able disabled person, and so I was 
kind of watching Breaking Bad and the way he moved and I 
really realised it really meant a lot to me, he doesn’t do that 
much in the plot but just seeing the way he moves, it was like 
wow, that was quite important cos I could name another person 
in a TV show who has cerebral palsy, and so I think that got me 
thinking like even a friend in my personal life, I haven’t had that 
many with cerebral palsy, and I’m thinking how people are 
represented, and ethnic representation, and when I see 
disabled represented that actually means a lot to me (Maria). 

 
There may seem to be some commonality here that might be familiar to all 

young people as they transition through adolescence to adulthood. What is 

particularly applicable to young people living with high levels of disability, 

however, might be an unavoidable strangeness in terms of existence and the 

personal bodily experience. For young people like the participants in this study 

this brings an uncomfortable precariousness to the lifeworld that becomes the 

norm. What might be unique is that this insecurity comes with implications in 

terms of the relationship with the body. Although it could be argued that all 

young people might marvel and scorn at the same time the rapid and visible 

changes occurring in the body, for those like Theo, Hasan and Maria, for 

example, there seems to be a corporeal lived experience that ultimately can 
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only be experienced with a deep fear, as the becoming of an adult comes with a 

recognition that independence and achievement might never be possible. A 

storm of uncertainty surrounds the young people then which might not be the 

case for other able-bodied youth. 

 

6.9.1  The insecurity of space - spatiality 

There seems to be some sense of vulnerability in relation to the spaces 

inhabited by the participants. In particular, there appears to be concern about 

living in, and using space, and being ready for the adult world ahead of them. 

Being within this world of shared spaces necessitates some form of interaction 

with services where there is a need for support. Inhabiting the world does not 

always provide the opportunities that are yearned for and there is a reliance on 

others to prosper. Such relationships can be unreliable and continually services 

and individuals seem to limit access to desired, shared spaces which frustrates 

opportunity. This ultimately is experienced as a life that is insecure. 

I use my wheelchair all the time, I’ve never not used a 
wheelchair so it’s kind of you but I feel like it’s kind of frustrating 
at times, you know going to pubs and whenever I wanted to 
hang out, to hang out with some of my mates, there was only a 
few select houses I could go, there’s very few houses in xxx 
that don’t have an entire flight of stairs like, or any steps, and 
so most of the time we’d have to come to mine, or there’s only 
a few pubs that I need to know beforehand that I can go to 
(Maria). 

We had lots of financial problems, and we didn’t have an actual 
house, and I was upstairs and I could not go out because, like 
with a manual wheelchair and the streets are not like very 
level,  I lived in the countryside so had it pretty bad back then, 
thankfully not now, but I used to have a pretty bad life, I 
remember seeing my siblings going out, I felt that right to do the 
same but I couldn’t quite do it and it was pretty hard (Maria). 

 
To exist in shared spaces cannot be avoided and to be existing, physically, in 

the world in the space that others use too is always emotional and never with 

certainty. Everything the world offers might be exciting yet the lifeworld in terms 

of being prepared is one of insecurity which brings deep uncertainty. When 

there is participation in the world in shared spaces with respect and dignity, this 
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can provide greater meaning and security and a joyous and affirming lifeworld 

experience. Meaningful participation in shared spaces varies greatly and is 

never taken for granted, never guaranteed, but without meaning there is an 

unjustness which is all-consuming. To be in shared spaces with others with 

disabilities too was quite special as this came with a sense of being part of 

something much grander. This can mean especially a life with greater worth and 

dignity but can also bring a sense of fear and trepidation for the future. 

 

6.9.2  Understanding the body - corporeality 

This sub-theme relates to existence in a body that is changing, different to 

others and acceptance of this. It seems this comes with profound vulnerability 

as there is a recognition as to how the body differs to others. Transitioning from 

adolescence to adulthood with cerebral palsy means recognising there is 

existence in a body that differs to others which is always seen first, this in turn is 

deeply felt by the young people. There seems to be a desire to step back from 

the world of others and to seek sanctuary by inhabiting shared spaces with 

others like them. There is comfort too for the young people when in the 

company of people like them, during these moments of time and space there is 

a harmony and a sharing of difference and understanding of the body. 

It was hard because at 13 you thinking what is happening to 
me, why, why are these things happening, you think it’s your 
fault, but you’ve got to remember at the same time, that this is a 
condition that is never going to go away no matter how hard 
you try (Helen). 

 
The lived experience of transitioning in a body that is changing and different to 

others fosters a complex interplay of personal understanding as to the body and 

how to respond and adapt to the world. These changes in the body highlighted 

a deeply felt difference to others which could never be escaped. Difficult and 

evolving encounters with others who are not like them are experienced. These 

relationships with people in authority especially bring about an understanding of 

existence in a body that is so different to others yet these others have such 

great influence in their lives – at school, college, and work. 
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With recognition of their place in the world as a young person who is seen 

primarily as someone with significant disability there seems to be a way of being 

which understands how personal existence, within the body, can absorb new 

opportunities and interests allowing the mind to look out increasingly at the 

world. This comes with curiosity as to how others with disability live their lives 

and inspiration as these others are recognised for living meaningful lives 

bringing about a comparison with their own bodily experience of the world. 

 

6.9.3  Changing times - temporality 

Transitioning from adolescence to adulthood with cerebral palsy means living 

with a sense of expectation in relation to becoming independent and joining the 

world of others. To be able to break away, eventually, to live a fuller, more 

independent life was both desired and expected as participants became adults 

during a period of profound change. This was a time when to compare one’s 

self with others was tempting as there was a seduction with exploring what 

might be and what others might be doing. Participants could not help but 

compare their lives with others living with disability, this could be inspirational 

but also made them even more aware of their bodies. Their lives and position in 

the world was experienced often with harshness as there was so much negative 

judgement from others.  

I think the whole growing up process is brutal because you 
know there’s so many different thresholds that are being used, 
throughout your childhood and throughout your adolescence, 
and I think to get, to cut those relationships away, especially 
when they have built that rapport with you, and with your family, 
and they know you so well, I think it’s cruel, I think it’s very very 
cruel, erm society that we are living in now unfortunately, I think 
it’s only until this point you realise how cruel it actually is, but I 
think it depends on your attitude as well, and the support 
network you’ve got around you, but I found it particularly difficult 
within the social services aspect, because when you are in 
paediatric social services, you are given a certain pot of money 
and then that is yours to do whatever you want with, but when 
you are in adult services it is a completely different ball game, 
completely different ball game, and erm …but it just makes me 
laugh as well really, cos I think, well hold on a minute, none of 
my circumstances has changed – none – but then they, they, 
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don’t look at your previous records, or your history like, and 
therefore you get asked questions over and over again, I think 
why the hell am I having to prove myself, why am I having to 
prove that I have a condition that will stay with me forever, and 
that just – ohhh –  

It just felt like you were, you are, being stripped of, you what 
know it’s like, the only way I can describe it if you like, is when 
you are stripping wallpaper off, and you and every strip is down 
here, and it’s very different and I think young people should 
have more of a say in what they want, because, because this is 
a thing that will stay with you forever, and does define you, and 
does change you as a person, I don’t think it changed me but I 
think as you get older it does definitely change your outlook, 
cos you think ah well when you go to those tricky interviews, 
you think why, 

but then obviously you know, look at what you can put yourself 
through, and I think that’s the best way to look at it, try and 
focus the positives if you will, rather than the negatives, but I 
think, erm I think, just to be treated as a statistic, is just, I think, 
the whole system with regards to finding access to work, finding 
access to different areas that you never ever knew about, and 
then having to suddenly strip yourself and prove that you can 
do these different things I think is just wrong, the whole system 
is screwed (Helen). 

 
This period of profound change came with deep apprehension as there was a 

natural looking forward as to what life may offer and a sense of excitement for 

the independence that may be theirs one day. Existence, during these changing 

times, required continual adjustment to a harsh world which could be exciting 

and was deeply desired yet there was always uncertainty in the lifeworld, 

experienced as a time that was ultimately quite unsettling, contributing towards 

a vulnerable existence. 

I think I got to a position where I just accept things and 
accepting my disability. I think I have in the past pushed myself 
too hard, well it more clicked, I think oh well I can’t really do 
that, and I don’t need to do that. I look at what I can do rather 
than what I can’t do. But then I think everyone goes through 
that, but because of my disability I think it’s almost kind of 
threefold, the amount you think about it as you kind of compare 
yourself with your peers, which is a silly thing but everyone 
does it …… I know it’s just one of those things, I’ve kind of got 
oh yeah limitations in things and that but it doesn’t have to hold 
you back it can push you forward in a way, because you want 
to learn what you can do not what you can’t do (John). 
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6.10   Capsizing in a world of others 

The second theme relates to Van Manen’s (1997) understanding of relationality 

and corporeality, and a being-in-the-world for the participants that seems to 

relate to continually being the focus of attention by others. With this comes a 

sense of difference which is experienced profoundly as judgement by others 

which can never be avoided. There is a recognition too, for the participants, of 

themselves as living a life where they are under the close, and unfair, scrutiny 

of others. This seems to be a lived experience with deep, unavoidable distress 

as disability is seen first, bringing about judgement by others which prevails 

above all else.  

The lifeworld then is characterised by an existence in the world that is ever-wary 

of others and all relationships. This comes across in all six hermeneutic stories 

but arguably is revealed in particular when we consider Theo’s ambition and 

desire for a career, and Aisha’s and Helen’s pursuit of educational opportunity. 

There is a degree of acceptance, and coping, that becomes part of the lifeworld 

for the participants in terms of having little choice but to trust others, with an 

ongoing deep yearning for a life to be lived with greater meaning in this world of 

others in order to bring about fulfilment.  

Being different then appears to be lived with a continual underlying sense of 

unsettlement as there is always much that is unknown and misunderstood by 

others. The lifeworld, therefore, can be described as a lived awkwardness as 

the world is unsettling and for which the young people are ill-prepared. There 

seems to be a harshness experienced as the young people mature and the lack 

of understanding and recognition from others is dehumanising and somewhat 

dangerous, compounded by a deepening questioning and worry about the world 

the young people are becoming a part of.   

I was just out of college so 19 years old, so like I said I wanted 
to go into the media side of things, but it’s quite difficult so I 
thought just to start to have a job to be as independent as you 
can, after all to be just stuck in the house all day then you get 
depressed, and you go down this rabbit hole, and I know a lot 
of people who have done that, so yeah, I was it was my main 
focus, so I went to the job centre and told them my situation 
and they looked over my files and they said you are on this 
benefit, and you see we’ve signed you off for life, so you don’t 
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have to work, so why are you here, so to speak, and I said 
because I want to work, and they said oh really, and they were 
really quite shocked, and then I knew from that point on that 
they weren’t going to really do their job so to speak, they saw 
me as a box and a number (Theo). 

 
The lifeworld, for the participants in this study, shows strongly in terms of 

human relations that are inevitable, desired and somewhat feared, that the way 

in which they are seen by the world positions them on the outside, somewhat 

capsized, uncomfortable and unsafe. This precarious position is not entirely the 

same as that inhabited by others, yet it is others, who have power and 

dominance over them. 

 

6.10.1  Perception of others - relationality and corporeality 

The perception of others can influence how well understood young people feel 

about themselves and their relationships with others. This perception can make 

the young people feel different whilst they themselves see many commonalities 

with others. Becoming an adult means largely to be seen fundamentally as non-

productive when actually the young people see themselves as much more able 

and have ambition and aspiration like other young people. Becoming an adult 

with cerebral palsy seems to mean living with a continual struggle to be 

recognised as more than just a disabled person but instead as wholly human 

with wants and desires like anyone else. 

…the only time like I was free was when I was playing video 
games, and like when I tell people like I was disabled they were 
like one thousand per cent shocked cos I was speaking like an 
able person, so it kind of made me like the fact that I’m in a 
virtual world but I’m not but in that sense that people don’t see 
my disability (Hasan). 

 
There is a corporeal element here for the participants as experiencing the world 

through the body led to a gradual recognition of the nature of their changing 

body, and their disability, which was deeply personal. To be seen by others as 

someone changing in this way became a constant worry which the young 

people had little choice but to carry with them. Participants were aware of the 
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perception of others which often came with constant judgement and was 

experienced as deeply unfair. They found their response required assertiveness 

towards the world which became an important part of their existence. The 

perception of others was deeply uncomfortable, however, as relations were 

often experienced as disrespectful leading to embarrassment, hurt and anger 

which became integral to their existence. 

….at the end of the day, what people see is, what I figured out 
is people see my disability first, rather than my personality and 
that’s been a pain, cos I’m in a wheelchair, but I have the mind 
of a human being, and that’s what, because, I think it’s really 
cos of society and education (Hasan). 

 
How they were perceived was always challenging, raising questions as to how 

they saw themselves too, affecting confidence and self-esteem. There were 

limited choices for the young people which made them wonder about the 

relations they had and there was often mistrust as the young people would 

worry as to how they were perceived by others. There was an increasing 

discomfort too as this judgemental perception led to feelings of inequality. 

When I was younger I saw myself as extremely disabled and I 
didn’t want to be seen like that, cos you, I felt especially like 
when I was younger I would sometimes scare kids and when 
they saw you struggling to do stuff, or your hand shaking a bit 
they would judge you and I never wanted to go out, I was seen 
as really disabled and I think I had quite a lot of self-esteem 
issues, cos like you see a lot of posters around, like disabled 
positivity especially around the Olympic games and the 
Paralympic games but it felt like I don’t know it feels like, you 
know, it seems you see people as really disabled or you see 
people like that, who are so amazing and basically able, so it’s 
like been hard cos I’m not like that, I like to work out but I’m not 
like that, so basically I’m seen as really quite disabled (Maria). 

 
The participants were seen as someone with cerebral palsy first and above all 

else. Their place in the world came with a focus on their visible bodily disability 

and relations with others were built upon this alone. This brought a yearning for 

freedom, especially as the young people saw themselves as being part of a 

world with other disabled people, and that engaging in a struggle for their rights 

and a better life was worthy. Being part of this endeavour brought greater 

feelings of being alive with a desire to achieve and to share in happiness and 
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pride, but there was constant pain and frustration experienced too derived from 

the perception of others. 

 

6.10.2  The influence of others-relationality and corporeality 

The young people existed in the world surrounded by a culture of indifference 

which was experienced as deeply suffocating leading to a position of disrespect 

and vulnerability. Adjustment to this world was unsettling for which the young 

people felt unprepared in terms of understanding the body and relations with 

others. The transition from adolescence to adulthood then was a time when 

there was excitement about the future and a desire to break away from family 

but also a period of intense struggle as the influence of others was formidable. 

The influence of others seemed to stifle opportunity which was experienced as 

a threat, as was the constant judgement by others, arguably most clearly seen 

in Hasan’s story with professionals ignoring his view in preference to that of his 

mother.  

The transition from adolescence to adulthood can be experienced as unsettling 

as there is a harshness in the relationships with others as they enter adulthood. 

The influence of others then was profound, affecting the young people’s 

understanding of their body and also the relationships around them, making 

them wonder where opportunities were. This existence is often experienced 

with an abruptness in terms of relations with others, including those in both 

children’s and adult services. This is distressing especially as engagement with 

adult services in particular seems to be experienced as unwelcoming and 

chaotic yet cannot be avoided. The young people found themselves immersed 

within a disturbing and disappointing culture of low expectations which comes 

across poignantly in Theo’s story in relation to his quest for meaningful 

employment. 

…the system let me down in a way, I mean I know it’s a cliché 
but it’s true, it’s true, this does happen and it happened to me 
maybe (Theo). 
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Total commitment is required to mitigate against the disturbing influence of 

others. Life’s challenges appear to emanate from inequality which is 

compounded as the young people transition from formal children’s services to 

adult services and with this comes a deep sense of abandonment. There is a 

lived experience during transition between services that is isolating when so 

much in terms of service delivery and knowledge around them seems to simply 

no longer exist. This propels an inner focus by the young people as to their 

place in the world, the changing body in which they exist, and the power and 

influence of others, making them question what the future will be like and how 

they will cope.  

I think the whole growing up process is brutal because you 
know there’s so many different thresholds that are being used, 
throughout your childhood and throughout your adolescence 
and I think, to get, to cut those relationships away, especially 
when they have built that rapport with you and with your family 
and they know you so well, I think I thinks it’s cruel, I think it’s 
very very cruel society that we are living in now unfortunately, I 
think it’s only until this point you realise how cruel it actually is, 
but I think it depends on your attitude as well and the support 
network you’ve got around you,  

but I found it particularly difficult within the social services 
aspect because when you are in paediatric social services you 
are given a certain pot of money and then that is yours to do 
whatever you want with, but when you are in adult services it is 
a completely different ball game, completely different ball 
game, and … but it just makes me laugh as well really, cos I 
think well hold on a minute, none of my circumstances has 
changed – none – but then they they don’t look at your previous 
records or your history like and therefore you get asked 
questions over and over again, I think why the hell am I having 
to prove myself, why am I having to prove that I have a 
condition that will stay with me forever (Helen). 
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6.11   Securing anchorage 

The third theme shows there is a reluctance from others to listen which comes 

across in all six hermeneutic stories, this seems to be experienced as dishonest 

as the young people live with a voice that is at best described as small and 

even insignificant. This contrasts with an inner voice desperate to be heard 

while there is deep scepticism as to who might be listening. In this way, this 

theme largely aligns with Van Manen’s (1997) understanding of relationality and 

corporeality.  

There is conflict with the world which is experienced as upsetting and 

exhausting and lived ultimately as a life out of control which maybe can be seen 

best in relation to Aisha and Helen. There seems to be a tension which makes 

the adjustment to adulthood as a time lived with insecurity and a struggle to find 

one’s voice. It became easier to accept service failures, and instead of 

achieving, as the young people wanted, to become less than successful was a 

somewhat easier way to be. This fuelled unsettlement as others were seen to 

be achieving whereas to be good at something provided meaning and a footing 

in the world.  

As the young people passed through these years an inner strength increased 

leading to a greater sense of self-worth and self-understanding. This fulfilment 

provided meaning but was not always recognised by others. Others appeared to 

know better and there was always a risk of being marginalised. This lack of self-

determination was experienced as unfair and a continual reality in terms of the 

lifeworld. When there was a feeling of being fully part of the world this brought a 

sense of freedom as others saw beyond disability and the young people then 

lived with greater contentment. These were special times when the world, for a 

while, was experienced like anyone else. 

….a lot of people praised me because of my work, I found it 
hard, I found it emotional, I cried because people were praising 
me, yeah I’d cry, people were praising me and I, because I had 
a difficult time previously, and that was when everyone praises 
you well, you start to get cross with yourself when you think you 
are doing well, even when you had a bad experience, so it’s 
like yeah, everyone did, I had a wonderful tutor, I got my, I got 
my diploma and I had, they were really nice, really good 
(Aisha). 



171 
 

 
This theme captures the existential ways of being that show how a life is 

experienced through the body with relations with others in shared spaces. 

Again, it would be easy to draw parallels with the lived experience of other 

young people whether disabled or not, but for people like the participants in this 

study there is something unique in terms of dwelling and settlement in the world 

whilst looking for security and greater meaning in life. Whereas ordinarily for 

young people there is an excitement as maturity comes with greater 

independence and opportunity, this does not appear to be the case for people 

living with a high level of disability. There is indeed a desire and expectation for 

greater freedom but there is also anxiety as to what this might mean in relation 

to safety and being-in-the-world. Sanctuary is sought to bring anchorage in the 

world yet seems to be far from guaranteed. 

 

6.11.1  Being understood - relationality and corporeality 

Becoming an adult with cerebral palsy comes with a reliance on others, there 

can be some contentment with this but relationships are key and independence 

is often sought. Transitioning from adolescence to adulthood with cerebral palsy 

means having to cope with those around you who might not always act in your 

best interest. There are periods of deep satisfaction when new and exciting 

opportunities become possible, however, and relationships with others can be 

good and helpful but not always trusted. 

Transitioning from adolescence to adulthood means being surrounded by 

people who do not always believe in you. This can be a battle-like experience 

but there is also excitement at what might be possible, these are times when 

life’s journey explores places where there can be greater respect. The lifeworld 

then was one of substantial change, lived through the body via relationships 

with others that were often somewhat cold and distanced. The value of being 

disabled in this world and finding a place that offers contentment cannot be 

guaranteed, this is experienced as unsettling as the young people became 

adults which was compounded by mistrust of others. 
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The lifeworld during the transition years is characterised as one of being 

misunderstood. There is a drifting in and out of superficial relationships with 

people who do not understand the young people and existence therefore is 

experienced as clumsy and uncertain. The lifeworld appears to be one of 

uneasy and unequal relationships with others, this lived experience of existing 

with others was central for all participants as they dwelled within a world that 

never really seemed to understand them. 

I did wheelchair basketball for a bit right up to recently, from 
about 14 to recently, so about 5 years. That was really nice as 
everyone was still quite active although disabled so I felt I could 
relate to a lot to people there which I didn’t really have at 
college …… I think it was no one judging that was the main 
thing at basketball, it’s just a sport so you go and play. It wasn’t 
about being disabled, you know everyone just played. Besides 
everyone is on a level playing field. And you know really tall 
people, there was no kind of thing like that …… You know 
that’s really important if a kid is good at something even though 
they are disabled they need to think about that, and push them 
kind off as well as maths and English. I feel there’s not enough 
of that in schools. Whether you are disabled or not, there was 
no patronising, the kids are just treated as kids …… I think half 
the problem is the kids are either treated too young, like 
younger than they actually are, or being a bit too harsh. They 
need to think more about the physical and learning disability 
side of things. I feel like that sort of thing alienated me a little 
(John). 

 
The transition years can be experienced with an emerging understanding of the 

body which is rapidly changing as is outlook on life which leads to a desire for 

independence along with a realisation that assistance from others will always be 

necessary. Being part of a world with people and services is inevitable but much 

of this is experienced in an unknowing and uncaring way which ultimately brings 

deep sorrow. Becoming an adult is a time when new life opportunities are 

sought, just like any other young person. However, being-in-the-world for the 

young people was experienced as inhabiting a changing body with judgement 

and misunderstanding from others. Living with cerebral palsy it appears comes 

with a deep sense of being seen and treated differently which is experienced as 

unjust. This way of being, pushes young people towards a space of 

awkwardness, where there is fear and a wondering about their existence in a 

world where others know little about them. 
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Most of the time, cos it was between my mum and the 
consultants, now when it came to the consultants side of things, 
most of the times I was literally left out, I wasn’t involved most 
of the times, they was speaking to my mum not me, and I’m 
like, I’m here I’m the guy that needs the help, how does my 
mum know most of these things, so it was quite difficult but to 
be seen and believed, generally we are literally left to the side, 
and it’s anything we do is just left aside (Hasan). 

 

6.11.2  Being heard in the world - relationality 

There seems to be a lived experience of being overwhelmingly silent during the 

transition years. As the young people develop ideas and ambition grows there is 

reluctance on the part of others to listen. This comes with frustration with others 

who often appear to listen but instead there is dishonesty and dominance 

experienced from them. This existence in a world that does not listen means the 

voice of the young people is not heard. Life can be unfulfilling and excitement 

diminished as there is a lack of legitimacy in a world that made little effort to 

listen and life is lived therefore with an ongoing battle to be heard.  

With this limited space in which to be heard there appears to be a continual 

relationship with others that comes from a position of conflict. This is upsetting 

and exhausting but does allow a sense of resilience to emerge. This struggle is 

lived as not fair as more is expected of professionals and distrust both ways 

seems to be ever-present. There is a threat of not being taken seriously, or 

worse, to be taken advantage of.  

Just going from pillar to post really, it’s like fighting a battle that 
you think people aren’t listening, I think everyone should listen, 
you shouldn’t be afraid to say something, it’s not just what they 
say. I didn’t feel afraid but I felt that they were taking advantage 
of me, but I am a bright person, take me for what I am. To be 
honest I don’t think half the people knew me, like didn’t know 
me and I think it was really bad because, this is where the 
problem starts, because if they don’t know you that’s, they 
assume something that’s not true. It made me feel like, am I 
being taken advantage of, am I being taken seriously, or am I 
being deceived (Aisha). 
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It seems transitioning from adolescence to adulthood means not being listened 

to. Much of what goes on around the young people was out of their control as 

they lacked influence. Becoming an adult with cerebral palsy then means living 

in a world where the voice of the young people is not always heard. The 

transition years seem to be a time when the young people struggled to be 

heard, sometimes because others thought they knew better. 

 

6.11.3  Sanctuary within the family - relationality 

Becoming an adult with cerebral palsy means reliance on family whilst striving 

for independence, this is a relationship that changes over time and in different 

ways but always remains important. For the young people, their place within the 

family was central to the lifeworld but with maturity the excitement of breaking 

away and the potential for greater independence becomes increasingly alluring, 

but their place within the family where understanding and security might be 

experienced remains important.  

Anyway, with my siblings it has been the greatest thing that has 
happened to me, cos I feel that if I didn’t have siblings then life 
would be harder with socialising with people outside of the 
school, would be so hard to develop social skills without my 
siblings who have always treated me just like a sibling and not 
just disabled (Maria). 

 

It seems being part of a family is at the core of existence for the young people 

but is lived with tension as parental control is questioned and greater freedom 

and authenticity in life is yearned for.  Although there is a lifeworld that is 

warmly lived within the security that comes with family there is a sense of dread 

too that can never be escaped in terms of the future and what this might bring. 

An existence in the world with parental security can help in order to be heard 

but this was a relationship that was changing too. 

…parents play a big part in any kid’s life, not just a disabled 
person, but yeah my parents always want the best for me, if 
they see that I want to achieve something they don’t get in the 
way or anything, they don’t say ‘oh it’s too hard for you’ or like 
anything like that, they say ‘you can do it, you can do it’, believe 
in yourself and do the best you can (Theo). 
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6.12   Summary 

The hermeneutic stories above illuminate the lifeworld for six young people 

living with cerebral palsy and their lived experience of transitioning from 

adolescence to adulthood. The participants seem to have a corporeal existence 

in a body that is rapidly changing as is their family circumstance, and the allure 

of adult life and independence and opportunity is powerful and exciting. 

Arguably, this may be a relational existence in the world just like any other 

young person and maybe it is this commonality with other youth which merits 

consideration. The eidetic themes show the thorny, complicated and 

uncomfortable existential existence that is experienced through time and space, 

through the body and in all relationships, which seems to be at the core of the 

lifeworld. Their desire for a life like others is not surprising and neither, 

unfortunately, is the traumatic transition from adolescence to adulthood, 

reflecting the literature. But the hints as to ways in which to enhance the lived 

experience might be seen as well which I expand upon in the next chapter. 

These revelations are encouraging and reflect the experience for those living 

with a high level of disability which sets apart their lifeworld compared to other 

able-bodied young people. I end this chapter now with an entry below from my 

reflective journal showing my thoughts during the writing of the findings.  

This transition or ‘becomingness’ is characterised by what we 
may think about living in the present during a period that is 
continually changing. This period of ‘changing times’ provides 
space where the young people can learn more about their body 
and become comfortable with who they are. This position in 
time and space is always situated in the present and lived-
through here and now as the young people mature. Having 
collected my data, I feel satisfaction, and take time to enjoy the 
rereading of the texts. Discussion with my supervisors becomes 
easier as I write and rewrite. I feel there is a broadening of my 
understanding in relation to the lifeworld of my participants. I 
am questioning my analysis, continually, as I wonder again 
now, as to what this experience is like. I think there is some 
commonality to these experiences, when I turn to the text there 
is much there, in front of me, that pushes and challenges my 
thoughts further and deeper as I begin to see their world, where 
they exist, and the world of the ‘other’ more, with its threats and 
opportunities (reflective journal – May 2019).  
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Chapter 7 Discussion 

 

7.1   Introduction 

During the writing of this thesis I dwelled on the research question and the 

phenomenological orientation of the study considering what will readers make 

of the findings. The research question can never be fully answered but 

encourages a reflection as to the young people’s lived experience. There might 

be an acceptance of a life that is continually changing in terms of time and 

space and positionality for the participants who, like any other young person, 

see themselves as emerging into adulthood with excitement and wonder. Such 

lived experience however, as will be discussed in this chapter, seems to be 

lived through the body with an essential vulnerability that is ever-present. 

If we consider Heidegger’s (1994) consideration of the Greek thaumazein then 

we are encouraged to push aside our preassumptions to open our minds and it 

is my hope that readers will do just this to aid the seeing of the 

phenomenological strengths of the findings. According to Levinas (2001), Plato 

described philosophy as an astonishment before the natural and intelligible and 

that there is a strangeness which brings a sense of wonder and a questioning of 

our existence. The findings might leave readers, in this way, with some wonder 

as to the richness of the phenomenon and a questioning as to what this might 

mean for practice which will be discussed in this chapter too. 

My curiosity about the phenomenon is discussed below in relation to Dasein, or 

being-in-the-world - with uncertainty, existing in a world with others, the seeking 

of safety and sanctuary, and the existential nature of becoming an adult. I draw 

upon the background material and previous literature to explore the findings in 

such a way that throws light further on the phenomenon. The discussion below 

however, goes beyond personal opinion and instead illuminates the existential, 

embodied lived experience during the transition years encouraging 

professionals to reflect on their own role in services providing support to young 

people. 
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As outlined in Chapter 2, the WHO’s (2002) ICF defines disability as an 

umbrella term for impairments, activity limitations and participation restrictions 

with disability understood as the interaction between an individual’s health 

condition, and personal and environmental factors such as negative attitudes, 

inaccessible environments, and limited social support. Worldwide the population 

of people living with some form of disability is more than one billion and 

increasing (WHO, 2011). In terms of medical advances and longevity this may 

not be surprising but raises questions about wellbeing and quality of life for an 

increasing number of people who may be marginalised to some degree, 

particularly in a COVID-19 world, points which inform the discussion below.  

This study was undertaken in response to the problem with the transition from 

adolescence to adulthood for young people living with cerebral palsy, both in 

terms of services available and how engagement and participation with these is 

experienced. In this regard the implications for practice are discussed in this 

chapter which link closely to detailed recommendations to improve the lived 

experience. More research of an experiential nature has been recommended 

previously and this study contributes to the literature illuminating the lifeworld of 

young people themselves relating especially to the existential domains of 

spatiality, corporeality, temporality and relationality.  

These domains influence the discussion to follow, however rather than being 

followed in a strict sequential way, they overlap and link with each other 

considerably to explore the phenomenon widely leading to deep consideration 

of disability and human rights and the culture within health, social care and 

education services. Readers may want to return occasionally to the previous 

chapter which might stimulate curiosity further and enhance understanding as to 

the lived experience. In this way, the discussion to follow may assist readers to 

ponder on the findings and see something that might be powerful and 

evocative, throwing light on the way of being for young people living with 

cerebral palsy in contemporary British society and foster enthusiasm for 

meaningful, progressive development of health, social care and education 

services. 
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7.2   Being-in-the-world with uncertainty 

The findings convey a sense of insecurity through a period of profound change 

which can be seen in all the hermeneutic stories but most evocatively with 

Hasan’s. His lifeworld appears to be one where there is a constant tension and 

a living through the body that is not altogether understood by himself or others. 

Larivière Bastien et al. (2013) found transition was envisaged with fear and 

apprehension and that there was a lack of co-operation between children and 

adult providers leading to feelings of abandonment which seems to reflect 

Hasan’s lifeworld. There are similarities with Larivière Bastien et al.’s (2013) 

study and the current findings, although my study focusses on those with a 

higher level of disability and understands transition to involve the complex 

interplay of health, social care and education from a UK perspective. Further, 

Larivière Bastien et al.’s (2013) study is interested in perspective whereas my 

research focusses on lived experience. In this regard, if we return to the 

hermeneutic stories in the previous chapter we might see a sense of being let 

down and neglected, what Larivière Bastien et al. (2013) refer to as 

abandonment, which comes across evocatively in relation to Hasan where there 

seems to be a being-in-the-world with uncertainty in terms of closeness with 

others. 

When considering the term ‘transition’ or ‘transitioning’ we can draw upon how 

this is defined in the NICE (2016b: 17) guidelines; that is “The process of 

moving from children’s to adults’ services. It refers to the full process including 

initial planning, the actual transfer between services, and support throughout”. 

The word ‘process’ may encourage thought about procedure and evidence-

based pathways but the current findings highlight a different understanding for 

the young people themselves. When we consider Aisha’s story, for example, we 

can sense her anger as she did not experience a formal and smooth procedure 

and instead transition was experienced as confrontational, questioning her 

legitimacy and existence in the world. The experience of transition from one 

formal service to another was traumatic, raising a questioning by Aisha about 

her own self-worth to which she responds by taking an adversarial position from 

quite a young age. Aisha’s lifeworld reflects Bagatell et al.’s (2017) findings as 

there seems to be a ‘throwness’ into the adult world with little preparation. 
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Aisha’s way of being does not see her withdrawing from challenges that are 

integral to her lifeworld, on the contrary she applies herself vociferously to be 

seen and heard. This challenge for her, while so young, is lived through a time 

when she struggles to provide certainty within her changing life. Indeed, she 

seems to experience the world as deeply unjust, probably in contravention of 

the Convention on the Rights of Persons with Disabilities (UN, 2006) which calls 

for the removal of barriers to individualised rehabilitation services. My 

understanding of rehabilitation relates to those interventions which might 

enhance ability for those with life-changing injury such as a stroke, but also for 

those with chronic conditions since birth such as cerebral palsy. Rehabilitation 

then can be understood as possible interventions to enhance ability rather than 

address dysfunction. Shakespeare et al. (2018) remind us that the voice of 

disabled people themselves needs to be listened to and that access to 

rehabilitation should be understood as an equality issue which might resonate 

with readers when considering Aisha’s lived experience. In this vein, Aisha’s 

lifeworld is dominated with an adversarial, rights-based position in the world, a 

being-in-the-world that is lived with deep insecurity yet not altogether 

unwelcome as this gives her a sense of pride and purpose. 

If we follow the NICE (2016b) view and understand ‘transition’ as a ‘process’ we 

might be missing something about the gradual changes that are experienced by 

young people. An alternative definition is provided by Ridosh et al. (2011: 866) 

as “…the developmental period when the adolescent becomes a young adult 

while increasing self-management of their chronic condition and independence 

in their social environment”. Ridosh et al. (2011) talk about becoming here 

which arguably possesses an existential dimension in-keeping with Heidegger’s 

understanding of being-in-the-world. This existence in a world that might be 

difficult to understand comes across strongly in the current findings where there 

is a consistency across all six hermeneutic stories. And especially there seems 

to be anxiety, even dread, as to how participants inhabit social spaces and 

understand their way of being, meaning life is lived with a deep sense of 

insecurity and uncertainty. This might especially be seen with regard to Hasan 

and John in relation to time lived and experienced at school and college when 



180 
 

there seemed to be a painful loneliness and a desire for meaningful 

socialisation with peers reflecting the findings of Björquist et al. (2014). 

In the light of the current findings, Lindsay’s (2016) review is particularly 

relevant in relation to experience and perspective of youth living with cerebral 

palsy. She highlights that pain, fatigue, impairment to the body, and social 

exclusion are experienced. The current findings reflect these too but also 

provide a harsh rawness as to the lived experience in terms of mobility, the 

environment, and activities of daily living during a time when there is a desire for 

more from life. This seems to be especially so as the participants became 

aware of the limitations of their body during a time when there is an expectation 

to be out in the world more. In terms of living with chronic pain, Castle et al. 

(2007: 448) found in their phenomenological study with young people with 

cerebral palsy that “Being in Pain” took over people’s lives, limiting activity 

participation leaving participants sad and frustrated. This experience of living 

with pain has relevance when reflecting upon the lifeworld of the young people 

in the current study in terms of confidence, or worry, about being able to access 

timely and caring services for prompt intervention. Lingis (2017: 807) eloquently 

reflects on a possible corporeal experience of living with pain as… 

…a qualitative sensation that may or may not be precisely 
located. Some pains can recede into the background of 
consciousness when we are attentively and energetically 
engaged in tasks and performances. But pains can also fill 
consciousness, such that we cannot flee them into the 
environment in which we are engaged. We are unable to back 
up behind them, such that the pain becomes something 
observed from a distance. We are backed up to our self, mired 
in our substance.  

 
Lived experience as such, in this way with an existence where pain is part of 

who they are for the participants raises concerns as to the efficacy and 

reception of healthcare that might be considered as developmentally 

appropriate, as understood by Farre et al. (2015). During the transition years, 

when aspiration relating to careers and employment are likely, as seen 

especially with Theo and Helen, it is worrisome that rehabilitation services 

appear to be failing, reflecting Verhoef et al.’s (2014) findings. Hilberink et al. 

(2007) called for an understanding of cerebral palsy as a life-long condition 
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requiring a life-span perspective to improve the continuation of care from 

adolescence to adulthood due to the high prevalence of pain and joint 

deformities for young people which appears particularly relevant in the light of 

the current findings.  

It seems the lifeworld for the young people includes a being-in-the-world with 

limited opportunities although there is perplexity as to why this is so and a 

desire to be better informed is expected, reflecting the findings of Freeman et al. 

(2018) and Carroll (2015). Arguably this is more than simply being poorly 

informed but might be more to do with social exclusion as the essential nature 

of being-in-the-world for the young people seems to be one of a ‘normalcy’ that 

differs to others. Instead, substantial uncertainty in terms of opportunity remains 

steadfast in the lifeworld of the participants. Greater opportunity for socialisation 

might address a social void which, in terms of relationships and intimacy, seems 

to be present for all, reflecting previous studies (Bagatell et al., 2017; Björquist 

et al., 2014; Freeman et al., 2018). If social exclusion is linked with a limitation 

in independence and autonomy then lives might therefore be lived with 

uncertainty and limited meaning. 

This is important for those interested in occupational justice and to better 

understand what life is like for young people living with cerebral palsy and a 

high level of disability. Bagatell et al.’s (2017) findings are helpful in this regard 

as there seems to be something relating to frustration experienced with services 

and the not knowing as to what is ‘normal’ as young people mature. The young 

people’s being-in-the-world might be best described as forever on the outside, 

raising questions as to how we can better include young people living with 

cerebral palsy in British society. 

When we read the hermeneutic stories, we might consider how we understand 

the term transition. Rather than focussing on an abstract process, arguably, we 

need to try to understand this period as lived-through, and largely as a time for 

allowing and supporting the becoming of an adult. Two decades ago Arnett 

(2000) explored what he referred to as a theory of emerging adulthood which he 

and others have since expanded upon where this period is understood as one 

of profound change in terms of relationships, education and occupation (Arnett, 
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2015; Reifman et al., 2007). Arnett’s theory sees young people in this age range 

as neither adolescents nor adults but as something in-between, supporting 

Björquist et al.’s (2014: 258) call for a flexible, “stepping-stone” approach to 

transition where family members, or other similar individuals close to the young 

people, are available during the initial period after leaving the family home. This 

approach might resonate with the participants in the current study to contribute 

towards greater certainty, and we can consider Theo and John especially who 

somewhat precariously stepped out into the adult world during the transition 

years. 

Arnett (2015) argues for new, more appropriate terminology with which to 

understand young people. This way of understanding young people as they 

become adults may be more successful in recognising that the changes taking 

place are experienced through the body during a period of profound physical 

and social change, reflecting the current findings. Arnett’s (2015) argument is 

strong but he relies on four profiles, none of which are like the young people in 

this study, and there are limitations with his theory in relation to young people 

living with severe levels of disability. Nonetheless, the findings in the current 

study, in terms of living through changing times and coming to terms with the 

body capture how this period in life is one of a journeying towards, and 

emerging into, adulthood. The current findings also show a lifeworld where the 

young people inhabit time and space like any other young person during which 

there is an expectation from life, as well as a desire to be treated equally, 

reflecting the findings of Bagatell et al. (2017).  

When adulthood starts may be defined in legal terms, usually at the age of 18 

years, but socially and developmentally will differ from individual to individual. 

There may be something in Arnett’s (2015) conceptual consideration of an in-

between age, between adolescence and adulthood. This period might be longer 

for people living with a high level of disability and greater uncertainty in their 

world, who are likely to benefit from more time for developmentally appropriate 

support to adjust to adult life. Similar to Arnett’s (2015) view, I consider there is 

an existential dimension to becoming an adult that is accompanied with an 

uncertainty about life which reflects the lived experience of the participants in 

the current study. In this regard Larivière Bastien et al.’s (2013) argument for 
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better preparing young people to engage in discussions about the future is 

convincing in order to reduce apprehension and feelings of abandonment which 

might bring about a lifeworld with greater security and certainty. 

Practitioners reading this thesis might want to reflect on times spent with 

children and their parents and discussions they may have had about the future. 

Maybe the appearance of a lifeworld for young people with deep uncertainty will 

resonate for some. It seems the lived experience for the participants in this 

study reflects the findings of previous studies and raises questions as to life 

within the UK and societal factors that might be influential. 

 

7.3   Existing precariously with others 

There is much in the findings that encourage consideration as to how the young 

people find their way in a world where there seems to be an ever-present 

danger of capsizing, that is the possibility of disaster and mishap never seems 

far away. This is a rather turbulent existence with others where perception, 

stigma, discrimination and disempowerment positions the young people 

precariously in the world. Lindsay’s (2016) review highlights that young people 

living with cerebral palsy experience pain, fatigue, and reduced function, and 

that social exclusion is experienced. The current findings reflect this last point 

with the young people questioning their value and connection with others. This 

may be, it appears, due to a limitation that is experienced by the young people 

in terms of warmth and affection from others which seems to relate to almost all 

relationships.  

Colver et al. (2014) argue it is critical to consider the perspectives of youth living 

with cerebral palsy as they must learn to manage the complexities of their 

condition throughout the life span. This seems logical and links well with the 

current findings thereby providing compelling evidence which might help inform 

a more youth-centred transition experience based on equitable relationships. 

Theo, for example, sees those around him in positions of authority as not taking 

him seriously, Aisha rejects the way in which others perceive her, and Hasan 

experiences his being-in-the-world with others as a somewhat dangerous place. 

Racine et al.’s (2013) call for professionals to be better able to prepare young 
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people for adulthood, and Darrah et al.’s (2010) recommendation for greater 

individualised support, makes sense when considering the lived experience of 

existing precariously with others. As such the becoming of an adult appears to 

be characterised with a sense of unfair hostility in a world of others. 

The findings seem to place the young people in a position subject to the 

authority of influential others too, and especially so in relation to professionals 

who often have power over them. There is inequity in these relationships which 

can be best described as tense and fraught, paradoxically this seems to have 

the effect of limiting independence, reflecting the findings of Darrah et al. 

(2010). Despite the call for greater understanding of the management and 

treatment of cerebral palsy throughout childhood, adolescence and adulthood, 

the necessity of youth-centred interventions remains misunderstood, possibly 

as services are complex and generally not working in harmony (Bagatell et al., 

2017; Darrah et al., 2010).  

When we consider appropriate, youth-centred interventions it is worth reflecting 

on Theo’s, Maria’s and Helen’s lived experience who all yearned for opportunity 

and had ambition which was not recognised by those around them. The 

influence of powerful individuals is important as these should have the young 

person’s best interests in mind but arguably do not. The literature reflects this, 

calling for professionals to be more informed about the needs of young people 

so as to be better skilled to work with them (Bagatell et al., 2017; Freeman et 

al., 2018). Furthermore, there is an argument for professionals to understand 

the importance to enable function throughout childhood and adolescence. 

Nieuwenhuijsen et al. (2009), for example, conclude that young adults with 

cerebral palsy experienced problems in daily life which might have been 

addressed during paediatric rehabilitation but these remain issues for them as 

they enter adulthood. 

In relation to sexual activity, Wiegerink et al. (2010) found that young people 

living with cerebral palsy had an interest in romantic and sexual activity like 

other young people, but fewer were in intimate relationships, and especially so 

for men. In the current findings too, there can be seen a desire for closeness 

with others, if not explicitly sexual there is certainly an interest in forming 
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intimate relationships. But with this comes a being-in-the-world that sees 

themselves as subject to the view and perception of others. This is quite 

powerfully lived-through with an excitement that life’s journey can provide 

opportunity to meet others and with which comes the alluring possibility of 

closeness and intimacy. Previous studies recognise this, highlighting young 

people’s desire to have children and someone close to share their life with, and 

that relationships, dating and intimacy are often neglected (Bagatell et al., 2017; 

Björquist et al., 2014; Freeman et al., 2018). 

With the above in mind, and when considered alongside our understanding of 

youth-centred interventions, then recognition and sensitivity towards adult-

oriented needs appears to be neglected, raising questions as to what we mean 

by appropriate interventions. According to Donkervoort et al. (2007) adolescents 

and young adults living with cerebral palsy experience restrictions in daily 

activities and social participation, and Verhoef et al. (2014) found this group 

experience unfavourable employment participation, recommending 

rehabilitation services offer support in this area. It can only be reasonable then 

that the broad remit of adult world needs and how these can be addressed in 

modern youth-centred services is worth exploring.  

These studies demonstrate that there are occupational domains relating to a 

wide range of activities of daily living, including employment and relationships, 

that do not fit solely within children’s or adult services but instead straddle the 

adolescence/adulthood divide contributing towards an argument for greater 

integration between agencies that work with young people. In 2007, Hilberink et 

al. (2007: 609) recommended “In order to improve the continuation of care 

across the boundaries of paediatric rehabilitation, we need a shift in paradigm 

towards a life-span perspective and adequate follow-up of patients who are at 

risk of developing secondary conditions”. Such calls for informed and 

knowledgeable practitioners are common in the literature, reflecting the current 

findings (Bagatell et al., 2017; Björquist et al., 2014; Freeman et al., 2018).   

Wintels et al.’s (2018) grounded theory study used a strong inclusive design 

with young people aged 12-17 years, throwing light on living with disability and 

living a life subject to limitations experienced within the environment yet the 
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participants had aspiration like any other young person. They contextualise their 

findings in relation to an evidential background that understands the physical 

aspects of disability in the literature but highlight what is most important for 

young people is the visibility of their disability and that this plays a role in 

participation in life opportunities.  

I share Wintels et al.’s (2018) curiosity about participation experiences for 

young people living with cerebral palsy and agree that much of the research 

seems to focus on childhood rather than adolescence. This raises questions as 

to how young people living with disability transitioning from adolescence to 

adulthood see themselves, and how others see them too, again reflecting the 

current findings. When we read the hermeneutic stories there appears to be a 

desire by the participants to be seen as normal which might provoke curiosity 

amongst professionals as to how normality is understood and the relationships 

they might have with young people. Certainly, the current findings reinforce 

Wintels et al.’s (2018) view that those working in this area should be sensitive to 

this issue, and in terms of service development we might wonder how can a 

more sensitised culture across health, social care and education be established. 

Wintels et al. (2018) provide an interesting theoretical backdrop with which to 

consider the current findings. Their grounded theory appears logical addressing 

the study’s aim to examine the participation experiences of adolescents, but 

raises questions in terms of the existential issues faced by young people. 

Wintels et al. (2018) examined experience as it was lived, at that time, with 

adolescents who varied in age substantially. Arguably, this does not entirely 

answer their question adequately when they say “If we want to understand their 

thoughts and feelings when being involved (or not) in daily life situations, we 

must ask the adolescents themselves about their personal experiences” 

(Wintels et al., 2018: 1025). It may be that phenomenological findings might be 

more evocative for those with an interest in the experience of becoming an 

adult. 

According to Van Manen (1997) to study what appears in consciousness we 

must consult with those who have lived through the experience. The current 

findings build upon previous studies, going beyond emotional reaction and 
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opinion, and instead through vivid detail provided by those who have lived 

through the phenomenon tell us more about the becoming of an adult for young 

people with cerebral palsy. Readers might be touched by the findings and agree 

that phenomenological insights are revealed, the extent of which ultimately 

depends on the meaning and understanding as interpreted by the reader.  

When considering the findings our understanding of ‘becoming’ or ‘transitioning’ 

might have its roots during early adolescence and be best understood in 

relation to time spent in educational spaces. The lived experience of being and 

existing within an educational establishment appears important, possibly 

because of the daily nature of attendance and interaction with others, as well as 

the time and space for learning and fostering of ambition, provided and 

arranged by others in positions of authority. The interactions with others, within 

a school and/or college space, come across consistently in all six stories and 

these relationships with others (peers and professionals) are significant. 

According to Lindsay and McPherson (2012) children and young people living 

with cerebral palsy experience verbal and physical bullying at school, 

professionals need to be aware of the symptoms, and recommend children are 

taught how to explain their disability to others. There is evidence too that 

children with disabilities might be particularly vulnerable (Bourke and Burgman, 

2010). It would be reasonable to expect teachers to be skilled with protecting 

children in this regard, however, Lindsay and McPherson (2012) found that 

children and young people with cerebral palsy are susceptible to negative 

attitudes from teachers too increasing social exclusion. This is despite the 

Convention on the Rights of the Child, requiring adults to protect children from 

all forms of violence including bullying (UN, 1989). This positioning further on 

the outside by powerful and influential others during early adolescence is a 

feature of the current findings, and appears to embed an enduring sense of 

difference, and some danger in the relations with others which remains through 

to adulthood. 

Lindsay and McPherson’s (2012) findings provoke thought about the influence 

of teachers, however, the age range, from 8-19 years is wide, and the detail as 

to the level of disability is missing, raising questions about how relationships 
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with peers and teachers are experienced by children and young people of 

differing ages and with differing levels of disability. The current findings, in this 

regard, throw light on relations that are tense which forms a significant 

dimension to the lifeworld for the young people as a distinct group maturing 

through to adulthood. Interestingly, there is an assertiveness that comes across 

in the current findings, not accepting less than was expected, unlike Carroll’s 

(2015) findings. 

In the hermeneutic stories there appears to be a relational precariousness with 

others whilst becoming an adult. For example, Aisha’s story shows there is an 

inner strength which manifests itself through her becoming a stronger person 

with an acute awareness as to the influence of others in positions of authority. 

She appears to relish the battles she cannot avoid and understands her ‘being’ 

as one with an almost ethical obligation to confront those who might be holding 

her back, reflecting Shakespeare’s (2012) understanding of disability as a 

human rights issue. Aisha’s lived experience then is one where conflict is 

evident which comes across as a disability rights issue. This is the case too for 

Hasan, whose story is accompanied with a deep mistrust for those in authority. 

Hasan’s lifeworld especially can be seen as deeply painful with loneliness and a 

longing for greater meaning in life. In these stories we can see there is a time 

when the becoming of an adult encompasses profound change both in the 

social world and as experienced through the body but there is something 

deeper too in terms of being-in-the-world with others encouraging us to think 

about friendship, shame, and excitement. 

A rights-based view of the world is most pressing in Aisha’s story but so too in 

Helen’s and more subtly in Theo’s. With regard to being at school, Theo’s 

lifeworld was one of living with a deep difference from those around him. As he 

matured he sensed this most acutely with professionals, and began to place 

himself in the world with greater scepticism and a questioning of authority. 

When looking towards college there was an expectation of independence and 

an acceptance – or coming to terms – with being different. For Theo however, 

there remained episodes of deep distress and an incredulity that became the 

norm as he dealt with others who he expected to know better.  
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The NICE’s (2016b) aspirations for services to be equitable and joined-up was 

not Theo’s lived experience during these years. His transition did indeed include 

the formal process of transition from children’s services to adult services but he 

needed to look to trusted individuals around him and took comfort in the security 

of his family. There was discontent as he understood that this way of living 

would not last forever. Supportive parental input played a role and might be 

necessary for effective advocacy on behalf of young people, as found by 

Burkhard (2013), but must be considered alongside the NICE (2016b) guidance 

calling for young people to be supported to build confidence and recognise that 

a reduced role for parents might be preferred.  

Bagatell et al. (2017) remind practitioners to become better educated about the 

needs of young people. Further, they highlight the challenge that is often 

experienced with navigating systems and services, and that rules and 

regulations between agencies vary greatly. Existence for the young people in 

the current study appears to position them in a world with an unavoidable 

formality that is not clear or reliable which is experienced in an almost matter-of-

fact way with substantial ambiguity. The role and power of others, often in 

positions of authority, are experienced therefore as overwhelming and 

significantly influential in determining many aspects of the young people’s lives. 

This comes across most clearly with Theo where we see the diminished 

position in society compelled upon him by others and, similar to the other 

participants, there is then a seeking of sanctuary. 

 

7.4   Seeking sanctuary 

The findings chapter provides rich detail of the lifeworld reflecting the 

substantial body of literature highlighting the trauma experienced during the 

transition years (Bagatell et al., 2017; Berg Kelly, 2011; Gorter et al., 2011; 

Hamdani et al., 2011; Kingsnorth et al., 2011; Larivière Bastien et al., 2013; Van 

Staa et al., 2011; Watson et al., 2011). There is evidence too in the current 

findings of contentment and a sense of settlement which seems to provide 

some form of sanctuary and anchorage for the participants. If we consider the 

hermeneutic stories for Theo, Aisha, Maria and Helen, there is exposure of 
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time, space and relationships with good intentions on the part of others, and an 

existence that allows for building upon personal achievement.   

Wintels et al.’s (2018) grounded theory about participation experiences for 

young people living with cerebral palsy highlights concern relating to being seen 

as disabled by others. The current findings reflect this, where there is a lived 

experience of inequality and unfairness due to judgements made and the 

influence that others have over them, a theme which comes across consistently 

but especially so regarding Theo and Aisha. However, whereas Wintels et al. 

(2018) found there is desire to be seen as normal, there appears to be more of 

an acceptance of disability and their own existence in the world for the 

participants in the current study. This comes, however, with a somewhat angry, 

assertive expectation to be better informed and consulted, reflecting the findings 

of previous studies (Björquist et al., 2014; Freeman et al., 2018; Larivière-

Bastien et al., 2013; Carroll, 2015).  

When looking to the future, Cussen et al. (2012) argued for professionals to 

take a lifespan perspective when working with adolescents with cerebral palsy. 

They valued the importance of listening to young people, yet the narrative 

methodology provides findings which the authors described as obvious. The 

research is interesting from a phenomenological perspective, as like the current 

study, they found there was significance in terms of the family, and ambition for 

the future with aspiration regarding education and employment, and the doing of 

leisure activities. The authors describe these findings as confirmation that 

“adolescents with CP have aspirations that are common to us all” (Cussen et 

al., 2012: 2108).  

Wintels et al. (2018) recommend research focussing on those living with severe 

levels of cerebral palsy, asking young people themselves about their 

experiences. The current findings, by doing this, reinforce the importance to 

work with young people living with cerebral palsy just like any other young 

person and to recognise their ambition and aspiration. Cussen et al.’s (2012) 

study is important as it reminds us as to what might at first appear obvious 

encouraging practitioners to reflect on the aspirations of the young people they 

work with. It should be noted, however, that Cussen et al.’s (2012) study sought 
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stories from young people aged 14-16 years, looking to the future, to a life yet to 

be experienced. 

The current findings add to the literature by throwing light on the experience that 

has been lived-through. Arguably, being part of a family and the lived human 

relations that are central to this comes across evocatively. Unlike Cussen et 

al.’s (2012) findings where there is a looking to the future, in the current study 

there is insight as to the way of being within the family during a period of 

profound change that has already been experienced. Existence in the world, 

therefore, seems to have an anchoring within the security that family can bring 

although this is often accompanied with a desire to break away. According to 

Burkhard (2013) mothers caring for young people living with severe cerebral 

palsy often assume a caregiving role that exceeds the norm. The hermeneutic 

stories above provide some indication of the importance of family, and 

especially mother, and there can be seen some intensity and tension in this 

relationship, reflecting previous studies that have highlighted the desire for 

greater autonomy (Björquist et al., 2014; Racine et al., 2013). 

The current findings recognise an existence within the family where there is a 

desire for greater freedom and a recognition of the demands placed upon 

parents and some guilt that might come with this. Björquist et al. (2016) 

highlight the importance of parental input during the transition years, and the 

sorrow and stress they may experience. Concern, or certainly awareness, as to 

parental feelings appears to be familiar to the lifeworld for the young people 

during this period. When analysing the texts initially, reference to the family 

appeared limited, but with closer reading this became more apparent, providing 

findings that add to the evidence calling for improvements in services to support 

family caregiving during the transition years, reflecting Burkhard’s (2013) 

findings. 

There may be comfort experienced within the protected environment of the 

family which seems to be wanted yet is accompanied with frustration as the 

young people seek greater independence. Relationships with family members, 

and mother in particular, are a source of support but there is tension too as the 

young people know there is a reliance here that is unlike that of able-bodied 
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youth. That is, they need and want extra protection but at the same time seem 

to increasingly resent this, the same may be part of the parents’ lifeworld too, 

raising questions about shared realities and expectations for individuals within 

the family. 

The understanding of the development of young people within the context of the 

family is important as there is limited research in this area (Koldoff and 

Holtzclaw, 2015). For parents to want their children to be happy is to be 

expected but there is something deeper in the findings that relates to a way of 

being for the young people within families that expect more, and a desire by 

parents for their children to have greater choice in their lives, reflecting the 

findings of Shikako-Thomas (2013). Schiariti et al. (2014), on the other hand, 

found caregivers are more concerned about physical limitations and the 

environment.  

Shikako-Thomas et al.’s (2013) grounded theory is particularly interesting as 

they highlight the importance to have strategies that overcome challenges to 

support youth to make choices that reflect their preferences. Their study 

interviewed parents only and the young person’s voice is absent but the findings 

support the argument for planned interventions during the transition years, 

albeit from a parental perspective. This links with the participants in the current 

study, in that there is a recognition of the parental role but also an expectation 

and desire for this to change, not to disappear but to be less influential, and 

instead the voice and position of the young person themselves to become 

central.  

The young people seem to live a life where parental struggle is the norm which 

becomes increasingly uncomfortable for the young people as they mature. The 

parental role is more than advocacy, and is seen by the young people as 

possessing an ever-present combative responsibility with services and 

professionals, a theme that is common in the literature (Björquist et al., 2014; 

Blacher et al., 2010; Burkhard, 2013; Darrah et al., 2002). Clearly the role of 

parents is important and parental closeness to the young people seems to be 

continual, experienced with comfort but also some tension. The young people in 

the current study lived with confidence that their parents wanted them to be 
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happy and to be able to make choices but this came with a growing recognition 

of parents as living beings with feelings as well. As the young people were 

becoming adults, over-protection from parents remained which was both 

necessary and disappointing. 

All six hermeneutic stories reveal something in relation to comfort within the 

family and not being ready to break away although there is a desire to do just 

that, reflecting the findings of Björquist et al. (2014). There appears to be 

something too about the reality and experience of practical assistance, in this 

regard when considering the simple everyday tasks of living, the findings of 

Nieuwenhuijsen et al. (2009) and Donkervoort et al. (2007), remind us that such 

activities remain important during the transition years. Regarding the current 

findings, reliance on parents to help manage challenging lives then can bring 

warmth and belonging as well as security and comfort, but is accompanied with 

tension too that is unavoidable and remains an important and sometimes 

conflicting part of the lifeworld. 

The findings show the transition years to be neither smooth nor well planned. 

There are hints, however, as to what might bring security and sanctuary. When 

partnership is experienced between the young person and those in authority 

there is a sense of being listened to, and a recognition seen in others who might 

understand how the young people live and exist with a body that is not like the 

majority. Further, that these others too, through greater partnership acquire 

understanding as to how the young people interact and find their way in the 

world. In this regard, perceptions around equality and what kind of life the young 

people want, and what others might expect is worth considering. The young 

people recognise the high demand placed upon services, but to be engaged 

and consulted in service delivery is likely to improve dialogue and 

understanding between professionals and young people living with cerebral 

palsy. The WHO (2011: 104) sees the lack of involvement of disabled people in 

service design and delivery as a “systematic barrier”, recommendations are 

provided below to overcome this and build trust. 
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7.5   Becoming an adult in a world of others 

The finalising of this thesis took place during the height of the global 

coronavirus pandemic at a time when there was concern as to how people with 

disabilities had been particularly affected (The Guardian, 2020). The virus made 

me question the vulnerability of humanity which influenced my thoughts about 

the experience for young people like those who participated in this study. Upon 

completion of this thesis, looking back on that period, I remember the desperate 

existence for so many, and I understand now how my own experience of 

isolation influenced my thoughts about existence in the world for my 

participants, and especially so in terms of the existential, embodied nature of 

becoming an adult in a world of others.  

During this time, the legitimacy of asking a research question about ‘what is 

being’, or more accurately ‘what is being-in-the-world’, became ever-more 

rational, and it is in this sense that I understood Dasein in relation to 

Heidegger’s (1973: 67) view “The essence of Dasein lies in its existence…… So 

when we designate this entity with the term ‘Dasein’, we are expressing not its 

“what” (as if it were a table, house or tree) but its Being.” Whilst carrying out this 

study I have grown in confidence as to what Dasein and phenomenological 

research means, not as a fixed actual thing but rather as to what might be 

possible in terms of being (Heidegger, 1973; Moran, 2000).  

When I first considered this research I was excited, my practice experience as 

an occupational therapist working mainly in the community had deeply 

stimulated my interest as to ‘what is life like’ for the people I was interested in. I 

was particularly curious about the thorny, uncomfortable and often traumatic 

transition from children’s services to adult services for those living with a high 

level of disability. This consideration of the phenomenon, facilitated a revealing 

of the lived experience in terms of becoming an adult in a world of others that 

shows itself through our understanding of Dasein. 

When considering the above, Theo’s lifeworld reveals a hurt that may reside 

deeply, and over many years in relation to how he was seen by others. There is 

something about becoming an adult in a world of others that comes across 

poignantly with revelation of painful and unequal relationships. Theo seems to 
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see his place in the world directly in relation to how he is viewed by others, this 

perception of others is hurtful as he sees others, that see him, as a person who 

is disabled more than anything else. Further, this seems to be to such an extent 

that his existence is not valued and is indeed all too often “written-off”. Theo’s 

lived experience then is one where he is thrown into the world subject to the low 

expectations of others, revealing the power and authority of others as he enters 

adulthood.  

We might be curious as to how much control Theo may have in terms of life 

opportunities, but barriers that have arisen due to low expectations limits the 

possible ways of being for him. It seems, living a life that is less than equal for 

Theo cannot be escaped. Heidegger (1973) considers such existence as 

inauthentic, Dasein in this regard, is wholly about what might be possible. 

Arguably, possibilities are limited for us all, and maybe especially so for those 

living with a high level of disability, in this regard “Existentiality is essentially 

determined by facticity…. Dasein’s factical existing is not only generally and 

without further differentiation a thrown potentially-for-Being-in-the-world; it is 

always also absorbed in the world of its concern” (Heidegger, 1973: 236-237). 

However, how we might respond to the world can vary. For Theo there was a 

deep yearning to be closer with others regardless of the unfairness and 

inequality that formed the lifeworld as a deep desire for togetherness and social 

connection was sought in order to live a life with greater meaning.  

In terms of becoming an adult, this seems to be experienced through the body 

and is central to the lifeworld with a growing sense of injustice that can be 

accepted and worked with, or rejected and confronted. For Aisha, this latter way 

of being provided greater meaning for what appears to have been a rather 

marginalised existence. For her, living with a sense of anger was a good thing 

as there was a rewarding combative relationship with the world as the possibility 

of independence was denied.  

This positioning for Aisha, on the margins became embedded as she emerged 

into adulthood, leading to an existence without trust of others and a denying of 

her human rights. Becoming an adult then was an existence at all times with 

others which was experienced with conflict and deep mistrust yet 
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simultaneously the transition years were also a time for personal growth and 

increasing confidence. This seems to have led to an inauthenticity, in a 

Heideggerian sense, as for Aisha, like Theo, possibilities in life were limited, 

and for her, to rebel and ultimately seek solace by asserting her place in the 

world, and her human rights, brought greater meaning. 

There is vulnerability too which cannot be avoided and seems to be part of what 

we might understand in terms of becoming an adult. For Hasan, this is deeply 

part of his existence, and further is embodied via a living through the body that 

comes with a sense of victimisation and relations with others that rest on deep 

inequality. As shown above, in relation to Theo and Aisha, our understanding of 

Dasein lies in its existence in the world allowing for both inauthenticity and 

authenticity in terms of lived experience. Drawing upon Heidegger (1973), what 

matters may be how we live lives that are true to ourselves bringing a greater 

sense of ownness.  

The lifeworld for Hasan, illustrates this well, as there appears to be a life that is 

mainly lived inauthentically, and that it is the power of the ‘they’ that determines 

opportunity and with this possibility. Hasan’s lifeworld then it seems, is one of 

continual tension as he became an adult existing in a world with strained 

relations with those around him, and with this came a sense of impossibility in 

relation to living a life with greater meaning. 

The transition years are time of rapid change in terms of the body and 

positioning in the world. This came with a questioning as to one’s existence for 

the participants which manifested itself with an acceptance of one’s lot, and an 

embracing as to what life may offer, as excitement and opportunity was sought 

and sometimes achieved. This might be seen best in relation to John, as he 

understood his place in the world as one that exists with others. There seems to 

be a world of others here that is integral to the lifeworld as he questions his 

relationships with all those around him. There is a happiness for John which 

stems from the solidity that family provides, this comes across with how his 

background and childhood seem to have been pivotal in terms of contentment 

as he became an adult.  
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We may wonder does this show how he might be living a life that is largely 

inauthentic which might be inevitable but not altogether desirable. John seems 

to have adapted to a world that sees his disability first remarkably well. There is 

difficulty experienced, however, with all relationships for John bringing about a 

recognition that security and comfort, which may be part of his family existence, 

can never be taken for granted. In particular, to compare one’s existence with 

others is integral to the lifeworld, and for John brings about a questioning as to 

his position and existence with regard to being respected and understood. 

Arguably, for John, living a life inauthentically was logical, as he was happy but 

like others did not completely succumb to the power of the ‘they’ as there 

remains an unavoidable desire and demand for more from life, enhancing what 

might be possible. 

Living through the body seems to be experienced too with a desire to be free, 

although what this might mean is not altogether clear. The lifeworld can be one 

with joy and a healthy optimism about time and space in the world and the 

possibility of exploiting opportunity like so many other young people. Yet 

existence within a body unlike so many others around them seems to provide a 

limitation to life, more so than might reasonably be expected and with this a 

sense of being held back. This comes across in relation to Maria especially, as 

her lifeworld reveals a largely happy existence but comes with a deep sense of 

limitation in terms of the body, the negativity of which is compounded by the 

attitudes and power of others around her.  

Although Heidegger (1973) rarely mentions the body, his understanding of 

Dasein is essentially embodied, that is being-in-the-world is an existence lived 

through the body. For Maria, she knew she lived through her wheelchair, but did 

not feel a need to express herself in the world as a wheelchair-user, 

nonetheless her exposure to others in this way could never be described as 

inconspicuous as for others this was what they saw first. Maria’s happiness is 

tempered by an increasing angst about the body and a questioning of her 

existence shaking her self-perception and footing in the world.  

This can bring insecurity as there is a looking out at the life of others, at her 

body and the body of others, and a sense of missing as to what life may offer. 
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For Maria, Dasein – that is her being-in-the-world – was as existence intimately 

intertwined with her existence as a wheelchair-user. Seeing others getting on 

with life can be hard as there is a lived experience of forever being under the 

gaze of others, raising doubts for Maria as to her existence and possibilities that 

might be ahead for her.  

If we consider Helen, the transition from adolescence to adulthood was a period 

of becoming an adult, like others, but there seems to be insecurity and some 

degree of risk-taking which became the norm. She lived with an inner 

confidence and an energy and zest for life built upon solid relationships with 

those around her where love and warmth were experienced. Yet she too, like so 

many other young people, looked with excitement at the outer world and 

embodied some degree of risk-taking in her existence which facilitated an inner 

strength to be ready for the struggles in life. In this way, her lived experience 

was one of a deep desire for more and a willingness to fight for her rights.  

There was an inner resilience which grew during the transition years as Helen 

recognised the need to assert her position in the world and to challenge others 

who might have power over her. This seems to have been lived with great 

intensity through almost all relationships. Ultimately, this lived experience 

manifested itself with a growing confidence for Helen and her place in the world, 

which although experienced as unfair came with time and space to be seen and 

heard and, sometimes, understood allowing her to assert her rights and 

authority. 

Upon completion of this thesis I now recognise how fortunate I was to recruit a 

public involvement group which helped design a study that allowed for an 

exploration of the existential nature of the phenomenon. I was pleased to 

receive a career development grant from the UKOTRF who commended the 

study for including people living with disability in the design, but I am most 

pleased with the findings which provide a deep revealing of the existential 

issues that are central to the lifeworld. Prior to the study, I was content with my 

knowledge regarding conditions and therapeutic interventions but understood 

there was much that was unknown about wellbeing, quality of life, and the 

existential issues faced by young people living with cerebral palsy.  
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One of the delights of carrying out this study was spending time with the young 

people. A low point was my struggle to recruit, but I remained committed and 

recognised the importance to access and listen to the voice of young people if 

we really want to improve services. Although my consultation with people living 

with disability encouraged consideration about the wider world, it was the 

intimate time and space with each participant that pushed my thoughts towards 

their being-in-the-world. This anchoring of Dasein in the everydayness as lived 

by the participants helped to reveal the embodied nature of becoming an adult 

in a world of others.  

The participants, like all of us, are continually up to something in life. The young 

people who participated in the study understood their lives as looking out to the 

world to see what was possible, this may relate to becoming successful, or 

living independently, or forging close relationships with others. As Heidegger 

(1973: 185) states “Dasein always has understood itself and always will 

understand itself in terms of possibilities”. This consideration of such 

possibilities became increasingly central to my thoughts during 2019 when 

presenting at a conference in Canada about how I included people living with 

disability to design the research, which led to rich discussions about the 

narrowness of some research in terms of involvement encouraging me to think 

more about my own presumptions and prejudices (Boyle, 2019).  

I hope the findings encourage a deep and critical consideration about becoming 

an adult and the world of the other, and what might be possible for young 

people living with severe disability. This may lead to closer collaboration 

between agencies, some radical thinking to embrace disability rights, and the 

development of services that are better able to listen to young people. These, 

and other points I expand upon in the remainder of this chapter. 
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7.6   Implications for practice 

 

7.6.1  Recognition of failing services 

The findings indicate that young people living with a level of disability requiring 

permanent wheelchair use experience a prolonged period of adolescence, in 

this way the becoming of an adult is a complex, drawn-out episode that does 

not end at the age of 18 years. Becoming an adult, therefore, transcends this 

threshold fitting with Arnett’s (2015) theory that there is an in-between period we 

need to understand better. This in-between period may be longer for people 

living with disabilities suggesting that more time to mature is necessary, and 

that current services are more oriented towards the needs of able-bodied youth. 

Theo’s story, for example, shows a way of being where adulthood came very 

gradually, and arguably much later than might be expected. John’s story too, 

with what appears to be a ‘holding back’ in terms of his development into 

adulthood gives credence to the argument that individuals with disabilities take 

longer to mature, as suggested by Marn and Koch (1999). Further research in 

this area would be helpful, in particular the efficacy of services that do not seem 

to have been designed with the needs of disabled young people in mind could 

be explored more. 

When considering the findings there appears to be an uncomfortable and 

traumatic lived experience during the transition years. In particular the gulf 

between agencies provides holes into which young people fall, reflecting 

previous research (Bagatell et al., 2017; Berg Kelly, 2011; Gorter et al., 2011; 

Hamdani et al., 2011; Kingsnorth et al., 2011; Larivière Bastien et al., 2013; Van 

Staa et al., 2011; Watson et al., 2011). If there are gaps, then there is relevance 

in the NICE’s (2016b: 15) call for gap analysis “to identify and respond to the 

needs of young people who have been receiving support from children’s 

services, including child and adolescent mental health services, but who are not 

able to get support from adult services”. If such analysis identifies difference 

between the level of support needed and the amount available, then it would be 

reasonable to establish what level of support is expected and where there is a 

gap to recognise this as a service failure. 
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In the current study there is a tension experienced as the young people found 

themselves wallowing in gaps between agencies, this relates well with the 

RCOT research priority about how occupational therapists can work effectively 

with other professionals to improve outcomes (RCOT, 2019a). Larivière Bastien 

et al. (2013) describe tension points relating to the transition from paediatric to 

adult healthcare systems reflecting the current findings too in as far as there is a 

sense of dread and mistrust during the period leading to formal transition 

between agencies. And these organisations, which are expected to perform 

better, inevitably fail to work collaboratively, contravening the legislative and 

policy framework in which services should operate. Hasan’s and Helen’s 

experience of health, social care and education services failing to work together 

and in partnership with them are convincing examples of this. 

Unlike Larivière Bastien et al.’s (2013) findings, rather than dwelling on feelings 

of abandonment following the formal transition, the young people in the current 

study embrace adult life and retain an energy and excitement for the future, but 

live with a resentment and anger as to what they have experienced. This is 

important as there appears to be a voice emanating from the findings which is 

about being seen and heard in the world equally and with respect, raising 

questions as to how successful current services have ever been with preparing 

young people for the adult world, an ethical issue which could be investigated 

further. 

Most would agree with the endeavour to design and deliver services that foster 

happiness, success and a high quality of life for young people living with 

cerebral palsy. King et al. (2000: 747) for example, stated “There are many 

gaps in service delivery for adolescents and young adults with disabilities…. 

Truly effective rehabilitation services must aim at changing social and physical 

environments, as well as assisting people in acquiring needed skills. A 

rehabilitation service model focusing on life needs acknowledges that the 

ultimate goal for young people with disabilities is to develop into individuals who 

participate in their communities and who are satisfied with their lives”.  
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Twenty years later the current findings show that young people living with 

cerebral palsy are far from satisfied and are not participating in their 

communities as desired. The argument that there is a lengthy period of time 

during which young severely disabled people mature into adulthood is 

compelling, and the experience of the participants suggests the reason for this 

is because of service failings rather than individual disability. For the 

participants in this study, there is an encouraging energy and assertiveness 

emanating from the findings which is heartening, but it remains that the lived 

experience of transition from adolescence to adulthood is fraught and, at a time 

when other young people are finding their way in the world, disabled youth 

experience this time as harrowing. 

 

7.6.2  The need to listen 

Within the UK there is a growing focus on improving the wellbeing and quality of 

life for young people living with chronic conditions and a move towards service 

delivery from birth through to age 25 years, the aim being to offer person-

centred, age-appropriate care rather than an arbitrary transition from children’s 

services to adult services based on age alone (NHS, 2019). For too long 

conceptualisations of quality of life prioritised function over how individuals 

might feel about their lives (Davis et al., 2009; Shelly et al., 2008). Of course, it 

may be that living with a high level of disability, and therefore not being able to 

dress independently, or reliant on another to socialise, or a longing for intimacy, 

can significantly affect feelings and clearly links with functioning. However, 

crude functional assessment alone without consideration of the personal views 

of those living with cerebral palsy has been criticised for providing a narrow 

understanding of quality of life (Davis et al., 2009).  

According to Davis et al. (2009) there are many other issues other than function 

that are important for adolescents and their parents, including social and 

emotional wellbeing, self-esteem, physical and social activities, community 

participation and access to services. Powrie et al. (2020) highlight the 

importance of meaningful leisure for young people living with cerebral palsy and 

significant disability. Their moving phenomenological study with six young 
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people shows that meaningful leisure can bring a sense of escape and 

relaxation, a feeling of inclusion, joy and laughter, which in turn can foster 

expression and creativity helping to make life exciting. Powrie et al.’s (2020) 

study is encouraging with findings that may not altogether be surprising but do 

remind practitioners to consider what is important for young people in terms of 

wellbeing, developing relationships, and being prepared for adulthood. The 

current findings add to our understanding of wellbeing and quality of life and 

strengthen the argument to consider function alongside personal perspective 

and opinion. In doing so, this might provide a textual insight as to what life is like 

for young people as they mature and negotiate challenging life opportunities, 

thereby equipping them to manage their lives in the future. 

Regarding the current findings this understanding of function and quality of life 

is important as there is a discrepancy in priorities between the young people 

and others. The call for more consultation with those living with disability in the 

design of research, service development, and the training of health 

professionals is growing and recognised as important by professional bodies 

and research authorities (COT, 2017; HCPC, 2017; MacDonnell, 2019; NIHR, 

2021). The argument for services to be designed around the client is strong, 

and for practitioners committed to client-centred practice this point has strong 

ethical relevance too (HCPC, 2016: COT, 2015). The findings, therefore, 

contribute towards our understanding as to how person-centred care can 

become more central to practice, a research area encouraged by the RCOT 

(2019a). 

In the light of the current findings, we may wonder about the voice of young 

people themselves in determining the services they need and use. The views of 

young people are crucial as these are likely to differ from parents, as highlighted 

by Schiariti et al. (2014). However, the current findings go deeper and throw 

light on the nature and significance of this experience. It seems, there is an 

existence in the world with powerful, dominant forces determining life chances 

with little reference to the young people themselves. Furthermore, interaction 

with formal children’s and adult services is one which is experienced as chaotic, 

where trust by all is neither sought nor provided. Cussen et al. (2012), in their 

study with young people living with cerebral palsy, recommend the sourcing of 
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information directly from adolescents themselves and call for health and 

education professionals to take a lifespan perspective with a focus on the 

future, these are logical recommendations which are reflected in the current 

findings. 

Whilst carrying out this study I found myself wanting to interrogate everything 

relating to the phenomenon which aided my reflection on what was being 

revealed. Through reflection, combined with examination as to the position of 

the young people themselves in the design of services, there might be a greater 

likelihood that we can create environments in which we listen more to young 

people and their families. In this regard I agree with Colver et al. (2014) who 

argue it is critical to consider the views of young people living with cerebral 

palsy. There is something liberating in understanding the need to listen more 

and an ongoing reflection on practice might equip professionals to become 

better skilled with finding out about other people’s lives, which in turn 

encourages greater reflection upon our own. Readers may by now recognise 

that professionals and those in authority need to listen more, identify and build 

upon young people’s achievements, radically think about placing the young 

person at the centre of new integrated services, and fundamentally understand 

that the transition years are different for those living with high levels of disability. 

 

7.6.3  A call for integration 

The phenomenon of transition from adolescence to adulthood seems to be 

more about the nature of becoming an adult in the context of a world where 

external agencies have significant influence. There is a change being lived-

through that is deeply existential in terms of being-in-the-world during time and 

inhabiting space with others, whilst maintaining established relationships which 

are under pressure and continually evolving. The findings show some way of 

being for the young people in relation to becoming an adult, arguably we cannot 

isolate the ‘becoming of an adult’ from our understanding of the experience of 

formal transition from children’s to adult health, social care and education 

services.  
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The consideration of becoming an adult and transitioning to adult services as 

intertwined has relevance to help deepen our understanding of the 

phenomenon. The influence of time and space, lived and experienced by the 

young people, at school and college, gives credence to the argument that these 

two aspects of the phenomenon need to be considered together. When 

considering the findings, therefore, time spent at school and college appear to 

be acute, intense periods for the young people involving complex social 

development and a reliance on professional services. The myriad of 

experiences with a variety of professionals across services, and sometimes 

across the children’s and adult services divide, shows poor collaboration 

affecting the formal transition process and with this personal self-belief for the 

young people. 

We may remember that cerebral palsy is one of the most common physical 

disabilities affecting children with a functional status that can change over time 

(Brunton and Bartlett., 2013; Rosenbraum et al., 2007). The advent of 

education, health and care (EHC) plans, in England at least, was hoped to 

provide a legislated integrated process relating to such changes for young 

people living with disabilities (Robinson et al., 2018). The Children and Families 

Act 2014 specifically requires local authorities to support full participation of 

young people in devising their EHC plan, with the young person firmly at the 

centre. This was not the participants’ experience in the current study however, 

where resources were not made available and responsibilities of service 

providers across these services were avoided, reflecting the findings of 

Robinson et al. (2018). 

By being subject to the disharmony of these services the young people are 

placed in a precarious position, which comes across profoundly in the findings 

in relation to living insecurely in a body that is changing. The findings are 

particularly illuminating when considering the formal process of transition from 

children’s services to adult services across health, social care and education. 

Consideration of the current findings in the context of the published literature 

strengthens the argument for integration of these key services reflecting 

previous studies and contributing towards evidence to show how professionals 

can work more effectively together in-keeping with the RCOT (2019a) research 
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priorities (Bagatell et al., 2017; Björquist et al., 2014; Darrah et al., 2010; 

Carroll, 2015). 

An existence of some confusion is present within all the hermeneutic stories 

with a being-in-the-world lived with uncertainly because of the disharmony 

between agencies. Despite the evidence highlighting the traumatic experience 

of transition from children’s services to adult services across health, social care 

and education much of the current debate seems to have a strong healthcare 

orientation. Farre et al.’s (2015: 144) comprehensive review recognises that 

care for young people aged 10-24 years needs to be considered in a way that is 

different to that provided for other groups, such as younger children or older 

adults, as they understand the transition years need “Developmentally 

appropriate healthcare”. But their focus on health misses the point for these 

young people as their lives are bound up within a myriad of services that largely 

do not collaborate with each other. Indeed Farre et al. (2015: 149) understand 

this point when they state “health transition is just one of many transitions 

during adolescence (e.g., social, cultural and economic) and that each transition 

area may influence the other”. Similarly, the NICE (2016b) guidelines relating to 

the transition from children’s services to adult services seems to have a focus 

on health and social care, with education largely missing. It is this disconnection 

between the key agencies that work with young people that is so damaging for 

the participants in the current study, reflecting the findings of previous research 

and strengthening the argument for service integration. 

Readers might be curious now as to what it is that might be holding back the 

development of youth-centred and developmentally appropriate ways in which 

to support young people during the transition from adolescence to adulthood. 

The NICE (2016b) guidelines undoubtedly have influence but the focus on 

healthcare, with some reference to social care, and very little in terms of 

education, does little to encourage collaboration between these three key 

agencies. Encouragingly, there is a strong focus on listening to young people 

and empowering their position in the transition process, but the current findings 

show clearly that the lifeworld for the young people is heavily influenced by the 

way in which the differing agencies across health, social care and education 

seem to fail to work together effectively. For example, Theo’s lifeworld is one of 
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acceptance in college but rejection when job-seeking, Aisha’s experience of 

alienation when wanting to be educated but disenfranchised in the decision-

making process marginalises her even more, and with Helen there is a 

questioning of her existence in the world by those in authority. There seems to 

be a questioning too, as to the legitimacy of the young people in a world subject 

to the influence and authority of services working in isolation which ultimately 

places the young people in a life-limiting position and an existence that is 

experienced as deeply unjust. 

 

7.6.4  Towards a cultural and conceptual shift 

This final and possibly most challenging implication for practice encourages 

radical consideration as to how health, social care and education services are 

designed and delivered for young people in the UK. The argument for a review 

of legislation is strong, combined with a paradigm shift amongst professionals 

across these sectors to bring about effective interagency and multiprofessional 

working based on equality and partnership with young people. The findings 

provide deep phenomenological insight showing that there is a culture within 

health, social care and education that focusses on cerebral palsy as a medical 

condition first, with agencies prioritising what young people functionally cannot 

do rather than being sensitive to the boundary between normality and 

abnormality, and between ability and disability. This is a key point, as to live as 

a permanent wheelchair-user, to be unhappy, to be lonely – all form part of the 

lifeworld, yet we might wonder how this is understood by professionals. 

The biopsychosocial model attempts to bridge the medical and social domains 

but arguably fails to illuminate what oppression and equality might mean for 

people, as suggested by Pilgrim (2015). For Berghs et al. (2019: 4) this is a 

human rights issue, calling for a social model of human rights to enable people 

with disabilities to have more control over their lives, in particular they say 

“Disabled people are currently being forced to defend their basic ‘needs’, but we 

argue instead that they have rights to flourish with disability and that it is society 

that should enable these rights. This is what a social model of human rights act 

could set out in legislative form”. The demand for legislative change is 
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understandable, and would probably be popular with the participants in this 

study, but arguably human rights is more than simply the provision of legislation 

and requires consideration too of ethical concerns about how we care and 

support fellow members of society. 

The findings above show a deep mistrust of services, with the young people 

lacking confidence that their best interests are being prioritised. Instead they 

live with uncertainty, a continual sense of danger, and an energetic seeking out 

of sanctuary, often with family, at a time when other young people are becoming 

more independent. Previous research found that young people recognise their 

own expertise but accept less than was expected (Carroll, 2015). The current 

findings also convey a sense of deep knowledge about their own lived situation 

yet reject the notion of accepting less. Rather there is an angry and combative 

existence which seems to understand living with disability as a human rights 

issue. 

If the findings do encourage an understanding of living with disability as an 

equality and human rights issue then critical reflection as to the efficacy of 

services is necessary. This is rarely considered in any great depth in the 

rehabilitation sciences literature but seems to be more so in other disciplines 

such as sociology and disability studies (Shakespeare et al., 2018). The 

previous research cited in this thesis clearly shows the trauma that is often 

experienced during the transition years, and much of this seems to understand 

rehabilitation as a way to assist those affected by disability to “maintain optional 

functioning in interaction with their environments” (WHO, 2011: 96). If we 

consider the published literature in the light of the current findings, we might 

question the success of interventions to support young people as they transition 

to adulthood within their environments. On this point, it would be appropriate to 

critically review current practice across health, social care and education with a 

greater consideration of rehabilitation as a broader process of social 

transformation as conceptualised in the Convention on the Rights of Persons 

with Disabilities (UN, 2006). 

Ultimately, if we open our mind to learn from the lived experience of the 

participants in this study then we might recognise that there is a compelling 
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argument for service integration and a need to listen more to young people. 

Real participation with services that are designed to listen seems to be about 

valuing young people as equal members in the process which requires the 

challenging of orthodox practices and the perceived expertise of professionals. 

We know from previous literature that rehabilitation services could do more to 

prevent occupational disability (Verhoef et al., 2014); that as youth with cerebral 

palsy mature they participate less in leisure activities (Majnemer et al., 2015); 

and young people with cerebral palsy seem to be restricted in social 

participation (Donkervoort et al., 2007).  

The argument is convincing, therefore, for youth-centred, rights-based 

interventions in all these areas with sensitive services able and skilled to help 

prepare young people for transition from an early age, combined with the 

forging of bridges between agencies and trust-building with young people in-

keeping with recommendations made by Van Staa et al. (2011). Indeed, the 

argument for a cultural and conceptual shift for all agencies working with young 

people is compelling and the development of services in this way might 

ultimately provide a multiagency, integrated service delivery capable of effective 

collaboration across health, social care and education in the UK. I now provide 

recommendations which detail how the above might be achieved. 

 

 

7.7   Recommendations 

 

7.7.1  Integration first, coordinator second 

The implications for practice appear logical but the consequences could be 

wide-ranging. The priority is to promote a coming together of children’s and 

adult services in order to recognise the transition years as a specific period of 

development that requires specialist consideration, reflecting Arnett’s (2015) 

theory. With our current understanding of the phenomenon the call for a 

coordinator or similar, as suggested by Bagatell et al. (2017) and Björquist et al. 

(2016) seems to make greater sense. A named, skilled individual assisting to 
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navigate complex services not working harmoniously nor with a focus on the 

young person’s priorities seems logical. Indeed, such an approach is 

recommended by NICE (2016b: 32), who call for a single practitioner with a 

meaningful relationship with the young person to coordinate care, and advocate 

for “developmentally appropriate service provision” drawing upon Farre et al. 

(2015).  

Service provision in this way requires joined-up services “in the broadest terms” 

to include the integration of health, social care and education (NICE, 2016b: 

32). The reliance on Farre et al. (2015) is important as this recognises the need 

for consistent and coordinated youth-centred healthcare. However, the NICE 

(2016b) focus on health neglects the need to consider the combination of the 

various agencies that work with young people. Farre et al. (2015) do consider 

transition within the broader context of adolescent healthcare and seem 

supportive of a life-course approach linking transition to social, cultural and 

economic factors. But there is no specific consideration of the need for greater 

integration of the key agencies that affect this group; namely the NHS and local 

authority social care and education services. 

The findings reflect the difficulties experienced by young people in studies 

carried out elsewhere in the world where the overlap between health, social 

care and education may be more advanced. The background in Chapter 2 

encourages consideration of the provision of these services in the UK 

highlighting a gap between agencies. Integrated services that straddle the 

adolescence/adulthood period appears necessary to cater for all needs across 

health, social care and education. Current guidelines, however, by 

recommending multidisciplinary care across health and social care only, can be 

criticised for neglecting education, strengthening the argument for a named 

worker to facilitate transition planning across these sectors (NICE, 2017). 

Practitioners and policy makers are therefore recommended to invest in 

collaborative working between children’s and adult services across these 

sectors to bring about joined-up ways of working. This should be prioritised and 

could be facilitated with the naming of a specific coordinator or key worker to be 

linked with the young person during this period. A named worker would have 
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the benefit of providing for the young person a skilled, knowledgeable 

practitioner who can be a source of support away from the family reducing 

feelings of isolation, but crucially the integration of services is necessary first. 

With the integration of services an increase in interagency working might be 

expected (Glasby and Dickinson, 2014). As for the development of the 

coordinating role, this requires consideration regarding the skill set and 

experience of health, social care and education professionals. Carroll (2015) 

recommends nurses as being the key professional to facilitate the transition 

process. Nurses are highly skilled and likely to be knowledgeable to support 

transition from children’s health to adult health services, but the crucial issue is 

the navigation through the complex myriad of health, social care and education 

services, in this regard nursing experience might be more limited to health 

service provision (Buchan et al., 2020).  

Occupational therapists, on the other hand, are positioned well with established 

roles across health, social care and education. And indeed, higher education 

occupational therapy training provides a diverse range of placement 

experiences in order to prepare students for practice across these sectors. This 

is a key requirement for the provision of future therapists fit for purpose in 

integrated services (RCOT, 2019b). It seems reasonable that occupational 

therapists might be especially skilled for a coordinating role as described by 

Björquist et al. (2014), and better still might be for these individuals to 

accompany the child from an early point in the children’s service through to 

adult care, in this way they would be well known to the child and family.  

There remains a strong health orientation to occupational therapy training with 

the majority of placements in the NHS and local authorities (Clarke et al., 2014). 

Within the profession, however, there is recognition of the diverse range of 

settings in which occupational therapists work such as hospitals, community 

services, schools and homelessness hostels, and many others, and the need to 

prepare students to work in new role-emerging settings (Clarke et al., 2014). In 

this regard occupational therapy training encourages a holistic understanding of 

health, considering service-users as occupational beings with combined mental 

and physical health needs (Duncan, 2021). Occupational therapists train, 
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therefore, to work across services and agencies and throughout the life span 

(Duncan, 2021), which may help prepare them for the coordinating role as 

described above. 

Pre-registration curricula might need development to reflect the changing nature 

of services designed in new, integrated ways across health, social care and 

education, as recommended in this study. Indeed, this in itself strengthens the 

argument for greater interprofessional education of health and social care 

workers to provide flexible practitioners fit for purpose in an increasingly 

integrated health and social care environment (Machin et al., 2018; O’Carroll et 

al., 2016). The coordinator role, seems to fit well with occupational therapy, but 

will require effective integration of health, social care and education services. 

Although the integration of health and social care has been an objective for 

many years in the UK the practical delivery of such has been limited (Crocker et 

al., 2020; Harris and Berminghem, 2020). There are some examples of 

integrated services in the UK but few studies which explore the benefits for 

young people living with disability. 

 

7.7.2  Working with families, preparing for independence 

The literature strengthens the call for greater integration of services to improve 

the experience for all young people transitioning from children’s services to 

adult services. Notwithstanding the argument for transition coordinators, there 

are those who see parents especially as transition experts (Kingsnorth et al., 

2011). Others too, advocate parental involvement must not be undermined and 

instead all parties should invest in building bridges to enhance trust (Van Staa 

et al., 2011). Few would disagree with the important role of parents but the 

being-in-the-world in terms of an authentic existence with greater autonomy for 

the young people themselves deserves consideration.  

The findings show the young people were circumspect at best about parental 

influence if this is at the expense of their own. Concern about parental 

involvement is not fixed but is subtle and ever-present as the role remains 

overly influential than might be the case with able-bodied youth. Further, 
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parental input seems to come with the risk of being experienced as over-

protective, intrusive and unwelcome at a time when greater independence is 

sought. This does not mean resentment between the young person and their 

parents but this is possible. There seems to be a demand for greater autonomy 

emanating from the findings, and if there is resentment by the young people 

then this appears to be experienced and lived-through with all relations with 

those in authority including parents and others. 

Kingsnorth et al. (2011: 834) provide a strong argument for parental experience 

to be drawn upon as “transition experts”, and parents seem to like the social 

support that might come with this facilitator-type role. Kingsnorth et al.’s (2011: 

838) findings, however, relate to a hospital rather than community setting, 

where interaction with the varying arms of adolescent care might be more likely, 

but their suggestion to explore the “parent as expert” model has some worth. 

The key point, however, when considering the current findings, is that 

practitioners and policy makers would do well to understand there is a clear call 

from the young people themselves to be listened to more and to be equal 

partners in the formal transitioning process. This does not mean the removal of 

parental involvement but a rebalancing of this arrangement is warranted.  

Van Staa et al. (2018: 821) summarise this well when they conclude “Action is 

required to cross the chasm between paediatric and adult-oriented care. 

Preparation for transition should start early and focus on strengthening 

adolescents’ independency without undermining parental involvement. Building 

bridges between services, gaining trust and investing in new personal relations 

is a challenge for all parties involved”. The current findings strengthen this 

argument where this is a desire for greater independence without a complete 

break from parents thereby showing ways in which occupational therapists, and 

others, can work more effectively with families and carers which relates well to 

the RCOT (2019a) research priorities. Consequently, service development that 

carefully straddles this challenge in order to work with the whole family whilst 

supporting independence is recommended. 
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7.7.3  Strengths-based services based on equality and 
partnership 

Readers might be curious as to how young people living with cerebral palsy can 

be supported to achieve greater autonomy. Although parental 

overprotectiveness for young people with disabilities is common (Lindsay, 2014; 

Tong et al., 2012), there have been efforts in the UK to empower youth. The 

NICE (2016b) guidelines call for young people to be treated as equal partners 

and consulted regularly as to how they want parents involved. Farre et al. 

(2015) highlight this is as a key issue for young people aged 10-24 years, 

including childhood therefore as well as adolescence.  

The Care Act 2014 provides a legal framework with which to consider young 

people’s strengths and capabilities. This legislation requires local authorities to 

use a strengths-based approach, recommended by NICE (2016b) to be 

enshrined in all interventions. Guidance for local authorities encourages 

assessment based on conversation and openness, providing as much 

information as possible, and to ensure assessors have experience of the 

relevant condition (Social Care Institute for Excellence, 2015). 

The lived experience for the young people, however, shows the transition years 

are lived-through with frustration which might encourage practitioners and policy 

makers to consider ways to place youth at the centre of new, dedicated, 

transition services. Watson et al. (2011) highlight the paucity of research to 

inform transitional care, in this regard consideration of the current findings are 

warranted which suggest through greater partnership and equality it is likely that 

youth-centred services will evolve, working in a way that responds to what 

matters for young people.  

The focus in several studies, outside of the UK, has largely been on healthcare. 

Gorter et al. (2011: 761) however, drawing upon the ICF (WHO, 2001), remind 

us that “health should be broadly defined and include physical, social, cognitive 

and emotional aspects with ‘participation’ as the ultimate measure of outcome”. 

This links nicely with the current findings where it appears meaningful 

participation in life is crucial yet almost entirely neglected by professionals. For 

client-centred, reflective practitioners this may raise curiosity as to why this is 
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so, and encourage a building of deeper collaborative relationships with children 

and young adults in-keeping with the NICE (2016b) guidelines. 

The findings support Arnett’s (2015) theory that there is an in-between period 

between childhood and adulthood which may include an extended period of 

adolescence. In this regard, Hamdani et al. (2011) proposed a model of 

healthcare transition that understands adolescence as being from age 16-29 

years. Joined-up services transcending this age are likely to be better designed 

to enable opportunity across education and employment, and reduce feelings of 

abandonment thereby responding to Freeman et al.’s (2017) and Larivière 

Bastien et al.’s (2013) findings. In this way, a gradual transition to adulthood 

may evolve, alleviating feelings of being abruptly thrust into adulthood as 

described by Bagatell et al. (2017).  

It may be that the ICF (WHO, 2001) dominates much of the rehabilitation 

literature, however, the current findings encourage a broader understanding of 

disability, similar to Shakespeare’s (2019) view. In this way, new collaborative 

services, integrated and provided across the age range of 16-29 years are more 

likely to provide meaningful services based on coproduction which is known to 

enhance empowerment and result in better outcomes (Morris et al., 2015). This 

recommendation then is to invest in new, dedicated, youth-centred, rights and 

strengths-based, transition services provided by well trained professionals with 

an understanding of disability as a human rights and equality issue across the 

adolescent to early adulthood period. Such developments are likely to 

contribute towards a transition service based on equality and partnership with 

young people, and in so doing respond to the concerns that emanate from the 

findings, including the addressing of both physical and cognitive disability, a 

better understanding of mental health for physically disabled youth, and 

provision of effective pathways to address health, social, educational and 

employment opportunities.  
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7.8   Challenges in a COVID-19 world 

The literature review, in Chapter 3, shows that young people living with cerebral 

palsy are ill-prepared for transition to adult life, that they want to be informed 

and empowered, and that there is much to learn in relation to living through the 

body and how we might understand vulnerability and what this might mean. 

This review, published at a time when COVID-19 had gripped the world, 

highlights that there is little evidence of consideration of disability as a human 

rights issue, as understood by Shakespeare et al. (2018), nor is there any 

significant public involvement in research design in this area (Boyle et al., 

2020). This may reflect the research emphasis within the rehabilitation 

professions which has been criticised for not sufficiently including the voices of 

disabled people themselves (Shakespeare et al., 2018).  

I took a critical view of the literature with a consideration of disability as both a 

health and human rights issue which has influenced my thoughts regarding the 

new challenges we face in a COVID-19 world. As such three concerns come to 

mind especially. The first, is the risk that the needs of people living with 

disability may be neglected. Second, the need for evidence relating to this new 

phenomenon. And third, that such research is designed and carried out in a way 

whereby people living with disability have been included. 

Between January to November 2020 approximately two thirds of deaths as a 

result of coronavirus were disabled people and the risk of death was three times 

higher for those living with more severe levels of disability (Office for National 

Statistics [ONS], 2021). Further, according to the ONS (2021), people living with 

disability were disproportionally affected by coronavirus who are also 

particularly disadvantaged in many areas when compared with non-disabled 

people. For example, concern has been expressed about the UK’s vaccine 

arrangements for high risk groups such as children with complex disabilities 

(Ryan, 2021), and the reduction in social care for disabled people (Wall, 2021).  

It appears also that disabled people are becoming less physically active with 

twice as many feeling the virus has greatly reduced their ability to partake in 

physical activity compared with non-disabled people leading to loneliness and 

social isolation (Activity Alliance, 2021). Armitage and Nellums (2020) argue 
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that the pandemic is likely to disproportionally affect people living with 

disabilities and that this group may be vulnerable to discrimination and 

inequities in care provision. Effective, equitable services therefore, in a COVID-

19 world will be particularly challenging to provide where there are competing 

demands for financial resources.  

Drummond and Lannin (2020), praise practitioners for adapting quickly to work 

in new ways in response to the crisis but also highlight the need to ensure 

interventions are based on evidence. According to The Health Foundation 

(2020) the pressure on public resources is huge, yet the government remains 

committed to investing in long-term and wide-ranging reform of NHS and social 

care services. Therefore, research to support evidence-based practice in this 

new COVID-19 world is paramount. We now live too with a new phenomenon – 

long COVID – with health professionals arguing the need to listen to the lived 

experience (Gorna et al., 2021). 

I hope especially there will be an emphasis on research that includes public 

involvement as recommended by Atkin et al. (2020), including young people 

living with severe levels of disability. Harries et al. (2020: 4) encourage public 

involvement in research suggesting researchers ask themselves “How do you 

seek feedback from a broad range of people, rather than focussing on those 

most easy to engage?” This is a key point to ensure public involvement has 

depth and is not simply tokenistic. Although there is limited research about the 

use of public involvement in research design, the benefits seem to include 

development of user-friendly information and appropriate recruitment strategies 

(Brett et al., 2014). But more research is necessary and especially so in relation 

to Harries et al.’s (2020) point about reaching out to those who might be 

challenging to engage. 

Watson (2021) reminds us of the need to use public money wisely highlighting 

the COVID-19 challenge and the need for new knowledge to inform 

rehabilitation and recovery that is clinically and cost effective. This will be 

important for those living with high levels of disability as demand on services is 

likely to increase over the coming years, and there is much that is unknown 

about the virus and how this might affect young people living with severe levels 
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of disability. Such challenges accelerate the need for rehabilitation services to 

be based on equality and partnership to ensure the needs of severely physically 

disabled youth are considered equally alongside other groups. As the world 

adapts to accommodate the virus such developments will inform the 

management of any necessary social shielding, access to vaccinations, and 

education, leisure and work opportunities. I hope the response to the COVID-19 

challenge will be disability inclusive, this means valuing the lived experience 

and listening more to people living with disability. 

Researchers committed to the involvement of service-users and the public 

should be encouraged as this will result in well-designed studies that resonate 

with those who use services. This will also help practitioners understand what 

makes a difference in terms of impact, inform how we can ensure person-

centred work is central to what we do, and how we can work effectively with 

families and carers - all areas of research priority for occupational therapists 

(RCOT, 2019a). According to the JLA (2021), key principles for research 

include transparency, inclusiveness and auditability. Research based upon 

principles of inclusivity will enhance justification of valuable research to our 

research community and more importantly to research participants, people like 

them and people close to them, an approach encouraged by the NIHR (2021). 

To encourage consideration of the above a version of this section has been 

published (Boyle et al., 2021). 

 

7.9   Reflection, openness and interpretation 

During the carrying out of this study I became increasingly aware of my own 

understanding of the phenomenon, phenomenology, hermeneutics and 

existentialism. From an early stage I was aware that little is known about the 

transition years for young people living with cerebral palsy yet many 

assumptions are made. Lengthy discussions with my supervisors about the ‘not 

knowing’ of the phenomenon and my searching for knowledge brought home 

there was something about living a life that is different within a social world 

made up of shared times and spaces. It was this existentialist curiosity that 

drew me to Heidegger (1973) and the hermeneutic phenomenology of Van 
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Manen (1997). The first year of the study then was a time of exploration, and 

later there were periods of self-doubt, an example of which I provide below 

taken from my reflective journal. 

After completion of the draft discussion I am left with a sense of 
doubt. Discussions with my supervisors leave me with concern 
about the depth of richness to bring about an ‘evocative 
awakening’. I wonder about the value and place for ways to 
work with the data such as triangulation and member-checking 
which makes me question my analysis of the texts. How can I 
demonstrate trustworthiness? I find myself questioning my 
analysis which I know I will have to return to, to take time to 
revisit the texts and think again about what I have written.  

This, no doubt, will influence the development of my discussion 
chapter. My supervisors say this is to be expected but I am 
uncomfortable with the way I have captured and written about 
the nature and significance of the phenomenon. The 
phenomenon is clearer now, more than ever, and is I now 
know, best described as the ‘becoming’ of an adult. This is 
deeply existential as the ever-changing position of the young 
people is one of being-in-the-world, that is through a greater 
revelation of the lived experience I think Dasein for my 
participants is taking some shape in my writing (reflective 
journal – June 2019). 

As the study progressed I struggled with how to adhere to a phenomenological 

method, and questioned what do we mean by the phenomenological attitude 

and the epoché. This practical worry was at the core of my thinking for a long 

time, influencing my critique of other qualitative studies which seemed to lack 

theoretical depth and evidence of researcher reflection. As a consequence, I 

became committed to carrying out a study that adhered to what I understood as 

phenomenology. It was the actual doing of the research, and reflecting upon 

this, which provided meaning as to the core hermeneutic principles with which I 

was becoming confident. 

I suspect some may question the somewhat deterministic orientation of the 

implications and recommendations above. In this regard I would argue that my 

practice experience as an occupational therapist undoubtedly influenced my 

interpretations, thoughts of which are explored in my reflective journal. Although 
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effort was made to push aside my pre-assumptions this was never fully 

achieved, instead I made explicit my views through my reflective journal and in 

discussion with my supervisors, some examples of which I provide throughout 

this thesis, including below. 

As much as I find theory interesting I’m not clear as to my 
understanding of the original philosophical texts. My thoughts 
consider a mixed view of those who are possibly more part of 
mainstream society than others, of a social world consisting of 
practitioners and clients and an unbalanced power relationship 
between the two. Practitioners may consider themselves as 
experts but probably know little as to the daily reality of living 
with disability. Evidence-based practice appears to place value 
on positivist inquiry determining the effectiveness of 
interventions. This priority on outcome measures emphasises 
the role of services and practitioners and does not account for 
lived experience sufficiently. The role and place of the person 
living with disability takes second place it seems (reflective 
journal - August 2017). 

Having now collected my data, I feel satisfaction, and take time 
to reread the texts. Discussion with my supervisors, and others 
interested in my research, becomes easier as I write and 
rewrite. I feel there is a broadening as to my understanding of 
the lifeworld of my participants. I am questioning my analysis, 
continually, as I wonder again, what this experience is like. 
When I turn to the text there is much there pushing and 
challenging my thoughts further as I begin to see their world, 
where they exist, and the world of the ‘other’, with its threats 
and potential for excitement (reflective journal – May 2019). 

Although content with my literature review I know I will need to 
return to the research evidence that is available. I continue to 
analyse the data at present, going somewhat deeper in terms 
of meaning and what I see, but my mind is influenced by my 
knowledge of the research literature. I am struggling to push 
this to one side, so must write much more. My supervisors are 
curious, questioning my open-mindedness. I know this can 
become clouded as I over-think minor points. At the very least, I 
know at some stage I will return to the literature and review 
again. The relevance of lifeworld research appears ever more 
necessary to ponder on, I feel almost certainly, the need to 
read more widely the qualitative research in this area (reflective 
journal – July 2019). 
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I never suggested the possibility of deeply suspending myself from the study, as 

such the phenomenological attitude adopted and the epoché never came from a 

position of complete neutrality, but rather was informed by my understanding of 

Heidegger and Dasein. I believe it accurate to describe my study as 

hermeneutic, in-keeping with a method according to Van Manen (1997), in this 

way I am within and part of a world, as are my participants, which can never be 

escaped. As such, I considered myself an insider, contributing towards co-

generation of data. This existentialist position links well with Van Manen’s 

(1997) understanding of phenomenological method which might inspire 

confidence with the intersubjective nature of the method and co-generation of 

the texts leading to findings that provide a sensitive closeness to the lifeworld 

for those who participated in the study. 

Ultimately, this thesis is a detailed interpretive endeavour to help readers 

“discover what lies at the ontological core of our being. So that in the words, or 

maybe better, in spite of the words, we find “memories” which paradoxically we 

never thought or felt before” (Van Manen, 1984: 39). This chapter has been 

written to illuminate the possible implications of our understanding of the 

phenomenon, as Van Manen (1984: 36) states “The end of phenomenological 

research is to sponsor a critical educational competence: knowing how to act 

tactfully in pedagogic situations on the basis of a carefully edified 

thoughtfulness”. Although Van Manen tends to focus on education his work is 

equally relevant for health and human sciences research, this chapter then 

provides a thoughtful discussion in relation to previous literature, and the 

possible significance this research may have on health, social care and 

education in the UK.  

During this study I have experienced excitement, challenge and disappointment; 

the pursuit to recruit, the frustration with potential participants losing interest, 

and desperation that I would not recruit, all added to the pleasure ultimately of 

meeting participants face-to-face. These were young people getting on with 

their lives with a story to tell, and my time with them was precious. As I 

complete this chapter the hermeneutic stories dominate my thoughts. Theo’s 

lived experience of low expectations, Aisha’s anger with being kept on the 

outside, Hasan’s sense of loneliness, Maria’s strength when being with those 
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she loved, Helen’s sadness that her needs were neglected. And John, who 

experienced his time and place in the world with excitement, but also a fear as 

to the future and a holding-back in relation to becoming an adult. I found this 

privileged exposure to their lifeworld evocative when thinking about the 

everyday tasks and aspirations of life for all young people. Reflection on the 

findings brings us closer to what life is like living with a high level of disability - 

accessing a building, securing employment, or simply maintaining personal 

hygiene, can be considered in different ways. These everyday events it seems 

are anything but simple. 

I found hermeneutic phenomenological method according to Van Manen (1997) 

helpful in terms of procedure. Making use of Crowther et al.’s (2017) 

understanding of hermeneutic stories I found beneficial too, to deepen my 

hermeneutic and existential inquiry. The hermeneutic stories powerfully brought 

home the phenomenon as it is lived, and from this I wrote extensively, over and 

over again, reflectively, and in so doing the eidetic themes became established. 

I found engaging in thematic reflection, according to Van Manen (1997), 

beneficial in order to set aside to some degree, my pre-understandings and 

assumptions, which gradually brought about the essential elements of the 

experience. This can be seen in the findings in terms of showing a way of being 

that is characterised by deep insecurity through a period of profound change, a 

sense of danger forever in a world of others, and some hope and sanctuary 

when being understood and heard.  

Credible phenomenological research relies on rich data and an adherence to 

philosophical principles. A truly open, reflective position, understanding the 

epoché as a reflective process to aid identification of assumptions and 

prejudices is paramount (Van Manen, 2017b). Rather than a complete 

bracketing of these, as some phenomenological researchers encourage (Giorgi, 

1997), my approach was closer to that put forward by Finlay (2008: 2) as one 

that “involves the researcher engaging a certain sense of wonder and openness 

to the world while, at the same time, reflexively restraining pre-understandings”, 

which is similar to Van Manen (1997, 2017b) too. Finlay (2002: 209) sees 

reflexivity as providing opportunity and challenge as qualitative researchers 

“negotiate the swamp of interminable deconstructions, self analysis and self 
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disclosure”. I understand Finlay’s view as a self-awareness during the research 

process itself, but probably most so during data generation and analysis. This is 

not unlike Van Manen’s understanding of the epoché as a reflective process, 

and for him there is arguably an emphasis on reflective writing especially which 

allows for an openness towards the data.  

On completion of this study my view is rather than becoming embroiled in 

philosophical questions about phenomenological reduction, I am content to 

work with data in a way that maximises open-mindedness. Most 

phenomenologists would agree the relevance of the reduction in one way or 

another, as Finlay (2008: 11) says, “…all phenomenological philosophers 

concur on the need to restrain pre-understandings, to achieve openness, and to 

access a sphere of lived experience that has eluded traditional scientific 

research. At the very least, all would probably affirm the value of practising a 

partial reduction while being prepared to be transformed by “wonder in the face 

of the world.”” My understanding of phenomenological reduction and the epoché 

is in-keeping with Van Manen (1997, 2017b) and Finlay (2008), as both 

recognise that not all pre-existing assumptions and theories can be 

transcended. However, my research is characterised especially by my 

understanding of a hermeneutic reduction according to Van Manen (1997), and 

it is this reflective process that I have found helpful to cultivate an open and 

attentive attitude. 

My time with Theo probably best illustrates this. There were moments prior to 

the interview when my mind wandered around the phenomenon, and my 

feelings of inadequacy were very present as I knocked on Theo’s door. I saw 

him through the window as I walked along the garden path, something I’ve done 

many times when visiting clients, fleeting looks and minor gestures as he 

welcomed me in, a look of discomfort as his carer left and made tea. These 

deeply human interactions, that we all experience, played on my mind – at that 

very moment – which actually helped me to remain focussed. Maybe this was a 

reminder to myself, at that time, to engage with the phenomenon, challenging 

maybe a possible taken-for-granted attitude on my part. Afterwards there were 

dangers as I transcribed the recording and, at times, drifted into my own 

memories of practice, thinking I know what he means and this reminds me of so 
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and so. To recognise my pre-understandings was one thing, but to dwell upon 

and record these in my reflective journal was another. This was a time-

consuming exercise but crucial in order to open my mind. I did not want to 

retreat into the world of the ‘professional’ and especially not as the ‘expert’. This 

danger of slippage was ever-present however, requiring a disciplined reflective 

response to bring about openness, a little during the interview but especially so 

during data analysis. I needed to put to one side, as best I could, my many 

years of practice experience and tend to Theo’s existential being-in-the-world, 

as lived by Theo. The temptation to ask lots of probing questions, and lead the 

discussion, was at times overwhelming, particularly as Theo was a little shy, 

requiring skill on my part to foster discussion. To simply listen, as Theo did 

indeed have a story to tell, was what I had to do.  

As I interviewed subsequent participants my ability to carry out 

phenomenological interviews became easier. I came to enjoy myself, the ability 

to stay quiet and simply listen was liberating. I remember this especially when in 

discussion with Helen as her anger and frustration grew and which she shared 

with me in a most personal way. I wrote afterwards about my own feelings of 

empathy, and this reflective exercise brought about a deeper engagement with 

the embodied, intersubjective way with which we co-generated data. These 

reflections were key when returning to the transcripts to aid a fresh looking at 

the data, and then a looking again. This regular returning to the data was over 

many months and, I now know, crucial in order to become critically aware of my 

previous understandings of the phenomenon. As Finlay (2011: 3) says 

“Phenomenology invites us to slow down, focus on, and dwell with the 

‘phenomenon’ - the specific qualities of the LIVED WORLD being investigated”. 

Dwelling within the texts and giving myself permission to take time to reflect on 

the texture of the experience for my participants brought about 

phenomenological insight which I hope comes across in the findings, and is 

deepened in this discussion chapter.  

By endeavouring to maintain as open a mind as possible I have been able to 

foster a greater sense of self-awareness. This openness and self-awareness 

was characterised by my use of free-flowing, unstructured interviews, my ability 

to listen to participants carefully, and the recording of my thoughts in my 
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reflective journal about how my assumptions and pre-existing knowledge might 

have been influencing my interpretations. I hope this section leaves readers 

with confidence as to the reflective, open position taken throughout this study, 

and how these relate to the philosophical principles underpinning the research. 

Upon completion of the study I can see how the findings confirm much of what 

has been highlighted in previous studies, albeit via different methodologies 

carried out elsewhere in the world. However, as the focus of my study has 

largely been on the becoming of an adult arguably there is more of an 

existentialist dimension to my exploration of the phenomenon, and certainly 

within the context of those living with a high level of disability within British 

society, bringing about a new perspective. 

 

7.10   Summary 

This chapter discusses the findings in relation to the background literature and 

current evidence base thereby adding to our understanding of the phenomenon. 

By understanding the insider perspective, the existential issues faced by this 

group can be recognised. It seems there is a lived experience for the young 

people who participated in this study revealing a life lived with deep uncertainty 

and a worried existence with others which is quite overwhelming. There is much 

to consider for those committed to ethical and person-centred development of 

services and we can see the importance of family, of being listened to, and for 

disability and human rights to be respected. The implications and 

recommendations reflect the findings with detail provided relating to failing 

services, listening to young people, service integration, working with families, 

independence, and service development to bring about a rights and strengths-

based culture based on equality and partnership. Service development in this 

way might lead to greater collaboration between professionals working in 

partnership with young people, contributing towards a more sensitised practice 

and a seeing of young people living with cerebral palsy as people first rather 

than a disabled entity. The discussion encourages readers to consider the 

implications and recommendations in relation to the services they might use, or 

within which they work, and advocate change so as to enhance the lived 

experience.  
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Chapter 8 Conclusion 

 

 

8.1   Introduction 

This final chapter provides a summary of the thesis, initially with a review of the 

study’s aim and research question, then an overview of the key findings, 

implications for practice and recommendations for service improvement. I then 

provide a consideration of the study’s contribution towards knowledge and what 

this means for practitioners working in health, social care and education. This is 

followed by an examination of the study’s strengths and limitations and my plan 

to disseminate the findings. Finally, I provide recommendations for future 

research before concluding with some closing comments.   

 

8.2   Study aim and research question review 

The aim of the study was to explore the lived experience of transition from 

adolescence to adulthood for young people living with cerebral palsy and in so 

doing inform occupational therapists, and others, as to what might promote 

positive life opportunities. The research question was apt due to its focus, 

asking simply what is the lived experience of transition from adolescence to 

adulthood for young people with cerebral palsy?  

The published literature recognises that young people themselves know best, 

consultation is necessary, and that there is a desire for well-designed services. 

Previous research consists entirely of studies carried out elsewhere in the world 

and with participants living with substantially varying levels of disability. The aim 

and research question in the current study was necessary, therefore, to explore 

the lived experience of transition for young people living with cerebral palsy in 

the UK with a high level of disability.  

The findings relate well to the study’s aim and although the research question 

can never be fully and absolutely answered these do provide a revelation of the 

lifeworld in an under researched area. In particular, in terms of promoting life 

opportunities, consideration of the findings has been examined broadly and 
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deeply, directly relating to the aim, with an understanding of disability as an 

equality and human rights issue, a summary of which now follows. 

 

8.3   Summary of key findings  

The hermeneutic phenomenological method revealed a way of being for the 

participants during a period of profound change, both socially and as lived 

through the body. The hermeneutic stories provide a novel way to illuminate the 

lifeworld which is revealed further through the eidetic themes. The hermeneutic 

stories are striking in terms of honesty and forthcoming from young people 

bruised by their experience yet excited about the future. All six stories reveal 

something in relation to comfort within the family, that the transition years are 

neither smooth nor well planned, and there is a way of being experienced 

through the body which is unlike the majority with a relationship with the world 

that primarily sees disability first.  

The stories show there might be an acceptance of a life that is continually 

changing in terms of time and space and positionality for the participants who, 

like any other young person, see themselves as emerging into adulthood with 

excitement and wonder, but for which feel unprepared. The hermeneutic stories 

led to the devising of three themes - storm of uncertainty, capsizing in a world of 

others, and securing anchorage – these were penned with a nautical flavour in 

mind which capture the precariousness of life and a sense of adventure. 

The storm of uncertainty theme reveals an insecure existence which is lived 

most profoundly as being-in-the-world without adequate preparation for adult 

life. This means vulnerability is ever-present limiting opportunity which is 

experienced as deeply unjust. The young people are curious about the lives of 

others and cannot avoid feelings of difference influencing their understanding of 

their body which in turn enhances uncertainty as they endeavour to adjust to an 

existence where possibility and excitement are sought but not guaranteed. For 

the participants, their being-in-the-world is one of aspiration for independence 

and achievement which is desired like other youth but not always attainable. 
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This uncertainty comes with the threat of capsizing in a world of others. This 

theme conveys a deep sense of difference regarding relationships which seem 

to be experienced as a lived awkwardness. The perception of others is 

important and to be seen as less worthy is unfair and hurtful. Relationships with 

others are desired and unavoidable, important and influential as opportunity, 

and therefore meaning in life, is largely determined by others who exert power 

and authority over the young people, yet seem to be so unknowing and 

uncaring. This positions the young people, uncomfortably and unfairly, in a 

space that is different to other (able-bodied) youth. 

Looking for sanctuary and securing anchorage in the world seems to alleviate 

what appears to be a lived tension in terms of being heard and understood, 

which is the focus of the third theme. With this came a greater meaningful 

engagement with the world as there was belief, trust and respect. This could 

never be taken for granted however and needs to be fought for, sometimes with 

the assistance of family where there was an enduring tension as greater 

independence is sought. Ultimately, being heard and understood provided 

dignity and an acceptance of difference, sometimes almost on equal terms with 

other (able-bodied) youth. 

 

8.4   Summary of implications and recommendations 

The implications for practice and recommendations fit well with the RCOT 

(2019a) research priorities relating to how we can make a difference, improve 

person-centred care, work with families and carers, consider both physical and 

mental health, and support teams and services to work together. With these 

points in mind, we can see the lived experience of transitioning, or becoming an 

adult, for the participants reveals a way of being that comes with uncertainty 

about life, angst as to the influence of others, and a searching for greater 

security and dignity in life.  

The implications for practice relate to services that need to be understood 

primarily as failing, that professionals must listen more to young people, and 

crucially service development is vital to encourage integration across the health, 

social care and education sectors. With these may come a radical change in the 
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culture of such services. These implications link well to previous research but 

uniquely are examined in detail in this thesis within the context of British society 

and with young people living with a high level of disability, no other study does 

this. 

Closely related to the implications, detailed recommendations with a strong 

practical orientation are provided, reflecting the participants’ demand for 

change. Whilst writing this thesis I took time to examine my own view in relation 

to my practice experience to provide logical recommendations that might 

resonate with young people and practitioners. The first - integration first, 

coordinator second – recognises the policy background highlighting the gap 

between services in the UK. Integrated services that straddle adolescence and 

adulthood appear necessary to cater for all needs across health, social care 

and education. Investment is recommended to ensure collaborative working 

between children’s and adult services to provide joined-up working across these 

services. This could be facilitated with provision of a specific coordinator to be 

linked with each young person. A named worker would have the benefit of 

providing a skilled, knowledgeable practitioner who could be a source of support 

away from the family able to help navigate the complexities of the above 

services. The need to coordinate and integrate services however is 

recommended as a priority. 

The second recommendation - working with families, preparing for 

independence – links to the young people’s sense of autonomy and concern 

about parental influence which might come at the expense of their own. This 

concern is not fixed but is subtle and ever-present. Parental input can be over-

protective and not always wanted when greater independence is yearned for. 

This does not always mean resentment between the young person and parent 

but is possible. There is desire for greater independence, and if there is 

resentment then this appears to be experienced at a deep level which is lived-

through in all relations with those in authority. When considering the current 

findings, there is a clear call from the young people to be listened to and more 

involved in the transitioning process. This does not mean the removal of 

parental involvement but a rebalancing of this arrangement is warranted. The 

findings give credence to this view where there is a demand for greater 
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independence without a complete break from parents, and service development 

to work with the whole family whilst supporting independence is recommended. 

The final recommendation calls for investment to provide - strengths-based 

services based on equality and partnership. This, however, challenges the 

position, expertise and authority of professionals and may be the most 

controversial. This is crucial, as the call for “rights to be human” is becoming 

louder (Berghs et al., 2019: 4), and with this a greater sensitised humanity in 

how we understand people living with disabilities in our communities is 

necessary. Indeed Shakespeare (2012) reminds us of the politics of disability 

arguing there is an equality and human rights dimension to this phenomenon, 

and practitioners across health, social care and education are encouraged to 

heed this. 

The findings encourage a focus on better ways to place young people at the 

centre of new services, as through greater partnership and equality youth-

centred services are more likely to evolve responding to what matters for young 

people. Curiosity and a desire to participate in life is central to the lifeworld yet 

appears to be neglected by professionals. This may inspire curiosity as to why 

this is, and incentivise the building of collaborative relationships with children 

and young adults. The findings encourage a broader understanding of disability, 

as suggested by Shakespeare (2019), and new, collaborative, integrated 

services across the 16-29 age range are more likely to provide meaningful 

services resulting in better outcomes.  

To invest in new youth-centred, rights and strengths-based transition services 

provided by well trained professionals with an understanding of disability as a 

human rights and equality issue across the adolescent to early adulthood period 

is therefore recommended. This might contribute towards a transition service 

based on equality and partnership addressing both physical and cognitive 

disability, providing a better understanding of mental health, and pathways to 

improve social, educational and employment opportunities. The above requires 

political and financial support however, which will be challenging given the 

current financial demands placed upon health, social care and education, and 

particularly so in a COVID-19 world. 
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8.5   Contribution to knowledge 

When reading qualitative research, some described as phenomenological, I 

have been struck by how many provide themes with a shallow analysis which 

might be interesting but arguably not phenomenological. I have carried out a 

strong theoretical study adhering to the scholarly understanding of 

phenomenology, using a method informed by Van Manen (1997) and Crowther 

et al. (2017), no other study does this in relation to the phenomenon. My study, 

therefore, differs substantially from other qualitative research which might 

appear to focus on similar subject material.  

The current findings provide a unique contribution to knowledge in the form of 

deep, meaningful phenomenological insight, illuminating a way of being for 

these young people in contemporary British society, and encouraging a critical 

view of service delivery across health, social care and education. Van Manen 

(2017a, 2017b) encourages phenomenological inquiry that understands the 

natural and phenomenological attitude, the epoché and the reduction, and 

recommends the reading of texts to bring about revelation of the lived 

experience. There is a harmony in my study with the use of hermeneutic stories, 

as suggested by Crowther et al. (2017), to begin this revelation and a 

deepening of the analysis to highlight eidetic themes, as understood by Van 

Manen (1997). This combination of Crowther et al. (2017) and Van Manen 

(1997) is unique in terms of method used to study this phenomenon. 

Chapter 2 outlines the background provoking curiosity as to what life is like for 

young people living with cerebral palsy as they become adults in the UK. There 

is a growing body of literature that explores the transition years from elsewhere 

in the world but this is the only study that throws light on this phenomenon in the 

UK. The findings, therefore, provide a unique insight as to the essential nature 

of becoming an adult for young adults who have lived through this period with a 

high level of disability in the UK. That is, the participants are consistent in that 

they all live with significant disability, as permanent wheelchair-users, this forms 

an important part of the phenomenon which no other study does.  

The systematic literature review, in Chapter 3, did not identify any studies in the 

UK, instead research from north America and elsewhere in Europe has been 
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reviewed. The nature of transitioning from children’s services to adult services 

within the UK must be considered in relation to the complex interplay of 

statutory provision of health, social care and education. Multiple studies have 

shown there is a traumatic transition from formal children’s services to adult 

services (Bagatell et al., 2017; Berg Kelly, 2011; Gorter et al., 2011; Hamdani et 

al., 2011; Kingsnorth et al., 2011; Larivière Bastien et al., 2013; Van Staa et al., 

2011; Watson et al., 2011).  

These studies have primarily considered transition in terms of healthcare, whilst 

the current study provides a unique contribution to knowledge by exploring this 

phenomenon in relation to the differing arms of health, social care and 

education in the UK. Factors such as power, stigma and discrimination within 

and across these services could be underestimated, therefore a consideration 

as to how services are experienced in the UK is important in order to 

understand the phenomenon and links to a more progressive consideration of 

disability in-keeping with Berghs et al. (2019), Shakespeare (2019) and 

Shakespeare et al. (2018).  

The driving force behind this study was my curiosity about the existential issues 

faced by young people living with cerebral palsy. As the study progressed I 

became less interested in the nature of the condition and more focussed on 

existence in the world, Dasein and being-in-the-world, the possibilities that may 

or may not be open to the participants, and their engagement with a world in 

relation to time and space and relationships especially. This existential 

consideration of the phenomenon was central to the method, and influenced the 

writing of the discussion chapter where the embodied nature of becoming an 

adult is examined, throwing light on the authentic and inauthentic, on the power 

and influence of the ‘they’ and the facticity and thrownness of everyday life for 

the participants. There is limited research with an existential orientation relating 

to young disabled people in the UK and this study provides a valuable 

contribution to this field. 
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8.6   What this means for practitioners  

What this means, and what is new, for practitioners across health, social care 

and education is lived experience research showing the trauma that 

accompanies the transition from adolescence to adulthood for those living with 

a high level of disability in the UK. Some practitioners might be familiar with 

moves towards greater co-working, especially across health and social care, but 

this study encourages an understanding of the transition years as a distinct 

period of time requiring highly trained specialist practitioners capable of working 

across services. Occupational therapists, physiotherapists, teachers, nurses, 

social workers and others, therefore, might want to recognise their authority and 

press for deep change to embrace the above recommendations.  

Occupational therapists especially are encouraged to reflect on their 

understanding of the art and science of living meaningful lives, as described by 

Christiansen and Townsend (2010), and the deprivation experienced in terms of 

meaningful occupation for the participants, reflecting Whiteford (2010). In this 

regard the findings provide new knowledge to contribute towards underpinning 

occupational therapy practice as well as informing professionals about how to 

work effectively together to improve outcomes, in-keeping with the RCOT 

research priorities (RCOT, 2019a). 

For experienced practitioners there might be some resonance with the findings 

and an understanding that the young people experienced change in every 

dimension of existence including physical, social and personal domains. These 

changes affected relationships with others and especially so with those in 

authority. Relationships were affected by way of a living through the body that 

was not equal to those around them challenging their values, beliefs and 

expectations. These findings demonstrate the enormity of the lived experience 

of transition from adolescence to adulthood, or the becoming of an adult, for the 

young people who participated in this study, encouraging thoughtful reflection 

on practice for all those who work with young people. 

This understanding of the relationship which practitioners across health, social 

care and education may have with young people, and the power they possess 

is important when considering the lifeworld of the young people they work with. 
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The transition to adulthood for the participants ultimately involved a change in 

their sense of self, their perceived and experienced place in the world, and their 

understanding of justice. The young people were confronted with a new world 

emerging in front of them for which they were ill-prepared, something quite 

profound for all those who work with young people. The findings demonstrate to 

practitioners that an existential analysis of the transition to adulthood provides a 

new perspective on the phenomenon with which to consider their own practice, 

and adds a new dimension to the understanding of the lifeworld of young people 

living with cerebral palsy and severe disability in British society. 

 

8.7   Strengths and limitations 

Other qualitative studies have explored lived experience of phenomena close to 

my area of interest but the findings often consist of personal opinion and 

emotional reaction rather than detailed, pre-reflective meaning. For Van Manen 

(2017a, 2017b), the phenomenological integrity of such studies is questionable 

as neither has there been adherence to an appropriate method nor is there a 

revealing of phenomenological insight. A strength of the current study is the 

depth of phenomenological insight in the findings encouraging reflection as to 

the lived experience. Transparency as to method, and the detailed appendices, 

is also a significant strength enhancing trust in the findings and confidence that 

the research was carried out with a strong adherence to theory. 

A study with six participants might be critiqued as small, however, many 

phenomenological researchers argue participant numbers in this region are 

appropriate (Finlay, 2011; Powrie et al., 2020; Suddick et al., 2019; Van Manen, 

2015, 2017c). Indeed, the six participants co-generation of data through a 

written account and unstructured interview was the source of rich texts, crucial 

for good phenomenological research and another strength of the study. The 

freedom to talk allowed a deep immersion into the lived experience which was 

enormously revealing. The six participants lived across a large geographical 

region encompassing England and Wales, as such the intricacies and detail of 

service provision are likely to have been very different. Nonetheless, the 
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commonalities were consistent for all participants and are indicative of the lived 

experience in relation to health, social care and education. 

During the design stage the use of one interview with each participant was 

deemed sufficient, especially with the written account contributing towards the 

text. The co-generation of data provided fascinating texts for analysis, however, 

it became apparent that deeper exploration of the phenomenon through a 

second interview might have been beneficial. There was an element of rapport 

building during the interview, in the event of a second interview this would 

already have been established resulting in greater comfort for the participants, 

which on reflection I now consider important when carrying out research with 

young people. 

The public involvement element is a significant strength, and the advice and 

suggestions of the group were provocative and helpful. This was particularly so 

when considering how to interview participants in terms of giving myself time 

and space to discuss and listen in relation to the phenomenon, not as an 

occupational therapist but as a phenomenological researcher. Consultation was 

with a variety of people including young adults living with cerebral palsy, some 

of a similar age to the participants and others a little older, consultation was also 

with family members and carers. 

Discussion with these was influential to ensure the design maximised inclusivity, 

this was especially so in relation to the recruitment strategy and information 

provided to those interested in the study. Feedback from the public involvement 

group challenged my thoughts too about the methodology and my role as the 

researcher and the merits of participant validation, investigator triangulation, 

and member checking. Although pleased with my use of the group I am now 

keen to develop this aspect of my work as a researcher. I wonder if my stance 

was too distanced, and that I exerted some degree of power by choosing which 

advice I listened to, and how I responded to this. On reflection it may have been 

appropriate to have drawn further upon the experience of the group, possibly by 

inviting comments on my interpretations of the data. This an area where careful 

ethical and philosophical investigation is warranted and the development of 

ways in which to work with public involvement contributors and participants. 
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Recruitment was challenging due to the limited response to my recruitment 

strategy. Ultimately, I was fortunate to have recruited six participants who fully 

participated in the study, but this could have been more effective as none 

commented on my overall interpretations. This is an important issue, as there is 

a strong ethical argument to think creatively as to methods to enhance 

inclusivity, and a more innovative strategy to recruit might have facilitated this 

aspect. I wonder if could have designed the study so that the participants could 

have been co-producers and maybe this might have resulted in more interest. I 

wonder also if I could have made use of a deeper public consultation at an 

earlier stage and with people specifically between the ages of 18-25 years 

seeking advice about how to recruit. In this vein I suspect some creativity on my 

part about using social media would have been beneficial too. 

Throughout the study I enjoyed reading and discussing theory relating to 

research design, so much so that eventually my supervisors advised me to 

“stop reading and start writing”. Through writing I increasingly took a reflective 

stance as suggested by Van Manen (1997). This deepening reflective stance I 

believe to be a substantial strength which I hope comes across throughout the 

thesis showing my increasing ability to recognise preconceived ideas and the 

turning of my attention towards the experience itself. In this regard reflective 

comments are provided throughout this thesis conveying growing confidence in 

my use of the method enhancing trust in the findings. 

 

8.8   Dissemination of findings 

The plan for dissemination evolved from an early stage. This was initially 

through a presentation at the Rehabilitation International World Congress in 

Edinburgh where I began to network with those living with disability during the 

design stage (Boyle, 2016). This led to the recruitment of a public involvement 

group and continued throughout the study as I presented at a qualitative 

research conference in Canada (Boyle, 2019), and study days with local 

employers, and also the RCOT specialist section in children and families. These 

events allowed for networking and discussion about the phenomenon with 

people living with disability, those who work in health, social care and 
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education, and researchers during the design of the study, data generation and 

analysis stages. 

The requirements of the UKOTRF grant were to submit an article to the British 

Journal of Occupational Therapy and to present at the annual RCOT 

conference. At the time of writing one article, a meta-ethnographic literature 

review, has been published in collaboration with my supervisors (Boyle et al., 

2020). I anticipate publishing further articles including; a research article on the 

hermeneutic stories, a second research article relating to the eidetic themes, a 

theoretical article exploring public involvement in phenomenological research, 

and an article illustrating use of the method.  

In addition, an editorial relating to section 7.8 (Challenges in a COVID-19 world) 

has been published, again written in collaboration with my supervisors (Boyle et 

al., 2021). I intend also to present at a second qualitative research conference 

in Canada and the RCOT annual conference in 2022. The UKOTRF encourage 

dissemination of findings through a variety of routes including academic 

publications and conferences, and more informally through team and service 

development meetings and training events. In this regard I intend to liaise with 

local service providers and offer mini-presentations. 

The six participants, as well as members of the public involvement group, will 

be offered copies of the research articles. I intend to contact the organisations 

who assisted with recruitment and explore ways in which to share the study with 

them such as providing a summary on their website. In addition, I will offer to 

present the study at one of their events such as an annual conference. Finally, 

in my position as a university lecturer, the doing of this study has deepened my 

teaching skills which I will draw upon when working with students and 

practitioners, particularly so when working on subject matter relating to cerebral 

palsy, disability, young people, and research methods, and especially with 

regard to the importance of public involvement. 
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8.9   Recommendations for future research 

The findings show a way of being for the participants which is experienced and 

lived-through in terms of existence in a body unlike the majority of the 

population, with a relationship with the world that primarily sees disability first. 

Although the participants recognise this position - as a person living with 

physical disability - there appears to be a neglect of psychological wellbeing, 

which seems to be missed by professionals and the young people themselves. 

In this regard limitations as to time and space are evident, along with the 

emotional challenges experienced in terms of relations with others. This link 

between living with severe physical disability and emotional wellbeing is lacking 

in the literature yet is in-keeping with the biopsychosocial model, an approach 

required for occupational therapists (HCPC, 2013). Research in this area is 

recommended, considering especially how professionals respond to the 

complex combination of issues relating to physical disability and mental health. 

This sits well with the RCOT research priorities about how services can be more 

inclusive of both physical and mental health (RCOT, 2019a). 

During the design of the study I was eager to throw light on the lived experience 

of those in the UK. The current study recruited six young people across England 

and Wales illuminating some degree of insider perspective. I now wonder about 

“caring for insiderness” as understood by Todres et al. (2014: 1) for example, 

and the lived experience in varying geographical regions and amongst cultures 

and sub-cultures in the UK. This may be especially beneficial in order to 

understand the insider perspective for those living with severe disability in rural 

and urban areas. The UK may be a relatively small country but the culture and 

sub-cultures encompassing class, ethnicity and gender across the devolved 

nations contribute towards disparate communities which could be examined in a 

more focussed way. In this regard, phenomenological research would be 

worthy, but so too might be grounded theory research to examine processes, 

thereby providing explanation as to service delivery in different geographical 

regions and substantive theory which might be especially informative for policy-

makers. 

I would also encourage a ‘stepping back’ and looking at this phenomenon 

across countries and regions of the world where there is a growing and 
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developing body of knowledge, such as north America and Europe. 

Collaborative and interdisciplinary research may broaden understanding of 

health, social care and education across the world leading to developments in 

effective therapeutic, rehabilitation and education approaches drawing upon 

best practice internationally. Such research is likely to provide evidence as to 

what might be most beneficial for young people which again relates well to the 

RCOT research priorities (RCOT, 2019a).  A start in this direction would be 

comparative research as to the lived experience of this phenomenon in differing 

regions of Europe such as the UK, where there is limited research, and the 

Scandinavian countries, where there is a growing body of evidence. 

There is merit in qualitative research, and deeper phenomenological inquiry with 

an individual case might be beneficial to examine and appreciate the individual 

sensitivity of the lifeworld. Single case phenomenological research is rare but, in 

the light of the current findings, is encouraged and the use of the hermeneutic 

story method according to Crowther et al. (2017) is recommended in particular. 

Lingis (2017: 809) reminds us that observations of the body and mind will differ 

between us all and argue that “each genuine phenomenological study or text 

should be regarded as a sample of research”.  

In any case, future research relating to young people must be built upon a 

strong ethical base and consultation with young people in study design. 

Innovation, therefore, as to how to involve young people in data analysis 

especially is recommended. This might go some way towards ensuring future 

research is relevant, but also closer to respecting a rights-based approach to 

research design (NIHR, 2018; Shakespeare 2019; Shakespeare et al., 2018). 

Regarding phenomenology, there are some who might shy away from this 

suggestion, highlighting the importance of phenomenological reduction and the 

epoché. Although sympathetic to this view I consider the moral and political 

reasoning to involve young people more in research to be compelling and must 

be central in any future ethical, rights-based research. This topic in itself merits 

further theoretical investigation and is recommended for future research. 
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8.10   Concluding comments 

This thesis explored the lived experience of transition from adolescence to 

adulthood for young people living with cerebral palsy, which readers may now 

understand as an existential becoming of an adult with the lifeworld 

characterised in terms of being-in-the-world during a period of profound physical 

and social change. Therefore, greater recognition of existence in time and 

space and the relationships that are experienced can be understood as being 

so powerful for young people. I wanted to throw light on the phenomenon of 

transition, or as I prefer to consider now the becoming of an adult, to encourage 

those working with young people to take time to stop and reflect. I wanted to 

make the challenge of improving services less bewildering, and maybe even 

empower and inspire those responsible for service delivery to think radically and 

imaginatively to bring about sensitive, effective services. 

The study has drawn substantially on philosophy and phenomenological theory, 

and what unfolded was an explorative investigation by an occupational therapist 

turned phenomenological researcher in close collaboration with people living 

with disability leading to moving and poignant findings. In this regard, I hope 

readers find this thesis interesting and can see phenomenological insight in the 

findings. This appears for me, most vividly, with revelation as to the lived 

experience of being-in-the-world with others, being judged, the perception of 

others, and a desire to be understood and dwell in a safer world. 

Above all, this study has been an interpretive endeavour, leading us in various 

directions rather than a final truth or end point, as Gadamer (1986: 68) states 

“an open realm that can be filled in a variety of ways”. Hermeneutic methods 

might provoke curiosity as to the varied ways in which qualitative data is 

interpreted, and that there will always be a limitation to understanding. Now, 

upon completion of the study, I find myself wondering what the outcome might 

have been had I interviewed differently, or interviewed twice, what might 

participants have chosen not to say, and what I might have accepted too 

eagerly or in a rather naive way. These are interesting reflections for a 

researcher wanting to get back to the “things themselves” (Heidegger, 1973: 

195), motivating me to research further. 
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This chapter provides a summary of the findings, implications and 

recommendations for practice, the uniqueness of the study has been conveyed, 

as has the study’s strengths and limitations and recommendations for further 

research. I bring this thesis to an end now with some humility as there is much 

to continually learn from the lived experience of young people, and I hope 

others are inspired to carry out further research in this area. My final comment 

would be to encourage all those considering research with young people living 

with disability to maintain an open mind, become an expert listener, embrace 

and enjoy partnership, recognise your own role and treasure the co-generation 

of data - as it is these upon which good, meaningful, research is based.  
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Appendix 1  Literature search on 18/07/19 

Concepts Search 
terms 
 

PubMed 
(Title/abstract) 

HRPC 
(Abstract) 

AMED 
(Abstract) 

CINAHL 
(Abstract) 

Search 1 
 

disab* 
 

131599 229002 5955 61113 

Search 2 
 

cerebral 
palsy 
 

11766 19088 853 5646 

Search 3 
Combined 
No 1 & No2 
using AND 

 2226 2658 191 1193 

Search 4 
Combined 
No 3 using 
AND 
 
 

young 
 

198 250  121 

Search 5 
Combined 
No 4 using 
AND 

transition* 
 

24 26 3 22 

Studies 
selected 

 3 0 0 0 
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Appendix 2  CASP and MMAT appraisal 

CASP criteria Darrah et al. 
(2010) 
  

Racine et al. 
(2013) 

Larivière-Bastien 
et al. (2013) 

Björquist et al. 
(2014) 

Carroll (2015) Bagatell et al. 
(2017) 

Freeman et al. 
(2018) 

Was there a clear 
statement of the aims of 
the research? 

Yes Yes No Yes Yes Yes Yes 

Is a qualitative 
methodology 
appropriate? 

Yes Yes Yes Yes Yes Yes Yes 

Was the research design 
appropriate to address 
the aims of the research? 

Yes Yes Yes Yes Yes Yes Yes 

Was the data collected in 
a way that addressed the 
research issue? 

Yes Yes Yes Yes Yes Yes Yes 

Has the relationship 
between researcher and 
participants been 
adequately considered? 

No No No No Yes No No 

Have ethical issues been 
taken into consideration? 

Yes Yes Yes Yes Yes Yes Yes 

Was the data analysis 
sufficiently rigorous? 

Yes Yes Yes Yes Yes Yes Yes 

Is there a clear statement 
of findings? 

Yes Yes Yes Yes Yes Yes Yes 

How valuable is the 
research?* 

Yes Yes Yes Yes Yes Yes Yes 
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MMAT criteria 
 

       

Are the sources of 
qualitative data relevant 
to address the research 
question? 

Yes Yes Yes Yes Yes Yes Yes 

Is the process for 
analyzing qualitative data 
relevant to address the 
research question? 

Yes Yes Yes Yes Yes Yes Yes 

Is appropriate 
consideration given to 
how findings relate to the 
context? 

No No No No Yes No No 

Is appropriate 
consideration given to 
how findings relate to 
researchers’ influence? 

No No No No Yes No No 

MMAT score 
 

50% 50% 50% 50% 100% 50% 50% 

 

*Understood for the purposes of this appraisal as ‘do the findings have value?’  
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Appendix 3  Summary of selected studies 

Authors 
Country 

Aim Sample Method Findings Conclusion Limitations 

Freeman et 
al. (2018) 
Canada 

To ask adults with 
cerebral palsy 
between the ages 
of 20 and 40 to 
reflect on 
information they 
received during 
the transition to 
adulthood. 

9 adults with 
cerebral palsy (age 
20-40) 
 
Qualitative 
interpretive 
description 
 
Semi-structured 
phone interview 
 

Reliance on being informed by 
peers, professionals and 
agencies. 
 
There is urgency for information 
during the transition process. 
 
There is limited information from 
professionals. 
 
Adult-oriented needs, such as 
relationships, are neglected. 

To be informed is an ongoing need. 
Adult issues, such as relationships and 
sexuality, need to be acknowledged. 
Young people need to be considered 
as maturing with different needs to 
their parents. Real-life activity 
necessary to be better informed for 
the adult world. 

Participants had 
varying levels of 
disability. 
 
No 
consideration of 
potential 
limitation of 
phone 
interview. 
 

Bagatell et 
al. (2017) 
USA 

To explore the 
transition 
experiences, 
perceptions, and 
needs of young 
adults with 
cerebral palsy. 

9 adults with 
cerebral palsy (age 
19-34) 
 
Focus group study 
 

Transition to adulthood 
experienced as problematic.  
 
Transition not smooth and 
gradual but ‘thrust into 
adulthood’ with little 
preparation. 
 
Services reduce drastically in 
adult services.  
Difficulty experienced with 
understanding how adult services 
work.  

Recommend holistic approach with 
case manager or care coordinator to 
act as facilitator.  
 
Practitioners need to be better 
educated as to the needs of young 
people. 
 
Assistance necessary to navigate 
complex care systems. 
Practitioners need to better 
understand individual’s perspectives.  
 

Findings not 
presented 
within context 
of qualitative 
methodology to 
substantiate the 
data analysis or 
the role of the 
researchers. 
Location of 
focus group not 
provided nor is 
there detail as 
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Frustration with not knowing who 
to contact in relation to services.  
Difficulty with navigating complex 
array of agencies and not 
knowing what questions to ask. 
 
Not knowing what is normal.  
 
Balance, pain and fatigue issues 
experienced with difficulty 
locating knowledgeable 
practitioners.  
 
Participants want help with 
managing changes in their bodies.  
 
Participants want to be treated as 
equals. 
Negative reactions can be 
experienced where people avoid 
them.  
 
Adult needs such as desire to 
date, intimate relationships, 
marry, have children are not 
addressed by practitioners.  

Transition to adult services should not 
be so abrupt. 
 

to how the 
guide was 
developed.  
 
Participants’ 
disability levels 
vary greatly. 
 
How 
communication 
was facilitated is 
not clear. 
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Carroll 
(2015) 
USA 

To uncover the 
meaning of 
transition to adult-
centred care as 
experienced by 
young adults with 
cerebral palsy. 

9 adults with 
cerebral palsy (aged 
19-25) 
 
Phenomenology 
Unstructured 
interviews 

The meaning of transition is 
expert novices with evidence and 
experience-based expectations, 
negotiating new systems 
interdependently and accepting 
less than was expected. 

More information and support are 
necessary. 

Disability level 
varied greatly 

Björquist et 
al. (2014) 
Sweden 

To gain a deeper 
understanding of 
how adolescents 
with cerebral palsy 
experience their 
own health, 
wellbeing and 
needs of support 
during their 
transition to 
adulthood. 
 

12 people with 
cerebral palsy (age 
17-18) 
 
Qualitative 
Focus group 
Interview  
Content analysis 
 

Participants look forward to being 
an adult but do not feel ready.  
 
Family is important but means 
being controlled. 
 
Socialising with peers and to have 
someone close to them is 
important. 
Lack knowledge about developing 
relationships.  
 
Having personal assistants 
around all day can be 
problematic. 
 
Using public transport can be 
problematic.  
 
Planning was often necessary 
thereby limiting spontaneity. 
 

Participants looked forward to being 
independent and treated with respect 
as adults.  
 
There are wants to have a family, 
children and someone to share life 
with and friends.  
 
They feel not ready to leave the family 
home and worry about the support 
they will need as adults.  
 
They want more information, 
provided verbally and placed value on 
having a coordinator who is well-
known to them.  
 
Support from others (not their 
parents) was also wanted. 
 

No detail 
regarding 
methodological 
theory.  
 
No evidence of 
a reflexive 
approach or the 
role of the 
researchers in 
the study 
considered. 
 
Little detail as 
to participants’ 
disability 
provided. 
 
Proxies were 
allowed but 
their role is not 
outlined.  
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Financial management and daily 
living skills required support. 
 
Awareness about adult services 
was limited. 

 
 
 
 

Larivière-
Bastien et 
al. (2013) 
Canada 

To explore how 
individuals feel 
respected during 
transition process, 
how 
values/preference 
are considered, 
how young people 
are prepared with 
decision making. 

14 adults with 
cerebral palsy (age 
18-25) 
 
Semi-structured 
interview 

Transition envisaged with fear 
and apprehension.  
 
Lack of co-operation or 
communication between 
providers.  
 
Feelings of abandonment. 

Strong ethical argument for better 
preparing young people to engage in 
discussions. 

No 
consideration of 
researcher 
influence. 
 
No detail 
regarding 
methodological 
theory. 
 
Level of mobility 
varied greatly. 

Racine et 
al. (2013) 
Canada 

To characterise 
perspectives 
towards autonomy 
in the healthcare 
context for young 
adults with 
cerebral palsy. 
 

14 adults with 
cerebral palsy (age 
18-25) 
 
Qualitative semi-
structured 
interviews Thematic 
analysis 
Questionnaire 
 

Views towards autonomy can 
vary depending on the context of 
healthcare and the relationship 
between the young person and 
those around him or her, 
including parents and 
professionals. 
 

Four elements: the coupling of 
decisional and physical autonomy, the 
influences of family and society, the 
influence of professionals, the need 
for preparation. 

Investigators’ 
role not 
considered. No 
evidence of 
reflexivity. 
 
No detail 
regarding 
theory. 
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No details 
regarding the 
questionnaire. 
 
No detail 
regarding how 
communication 
difficulties were 
addressed. 
 
Level of 
disability varied 
greatly. 

Darrah et 
al. (2010) 
Canada 

To understand the 
contribution of 
educational, 
employment, 
transportation, 
and assured 
income service 
programs to the 
successful 
transition to 
adulthood of 
young persons 
with motor 
disabilities. 
 

76 adults with 
cerebral palsy or 
spina bifida (age 20-
30) 
 
Qualitative semi- 
structured 
interviews 
 

Paradox of services across all four 
sectors.  
 
Services often restricted 
independence. 
 

Services need to be more 
individualised and flexible. 
 

Aim not clearly 
justified. 
 
Standardised 
questions may 
not have 
allowed deep 
exploration. 
 
Limited detail 
regarding the 
interviewers. 
No theoretical 
explanation or 
justification of 
method. 
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Appendix 4  Concepts from selected studies 

Key concepts 
emanating 
from the 
studies’ 
findings 
 

Darrah et al. 
(2010) 

Racine et al. 
(2013) 

Larivière-
Bastien et al. 
(2013) 

Björquist et al. 
(2014) 

Carroll (2015) Bagatell et al. 
(2017) 

Freeman et al. 
(2018) 

A want to 
improve 
quality of life 

Flexible transport 
options are 
important for 
independence. 
 
 

Autonomy is 
important but 
this can include 
input from 
others. 
 

 Being with 
family can be 
beneficial for 
wellbeing but 
can be limiting 
too. 
 
There is an 
excitement 
about the future 
but also worry 
and a flexible 
stepping stone 
approach may 
be helpful.  
 

   

Being let 
down 

Limited 
educational 
opportunity. 
 

Services are not 
sufficiently able 
to work with the 
young people. 

Feeling ill 
informed and 
prepared for 
adult services. 
 

Support services 
are part of their 
life but these 
are not 
provided in a 
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Relations and 
services with 
adult services 
could not be 
trusted. 
 

way that fosters 
knowledge as to 
future services. 
 
Friendships, 
relationships 
and love are 
part of being 
human and 
adult life. This is 
valued and 
wanted but not 
always present. 
 

Reliance on 
others 

Need help with 
finding 
employment. 
 
Employment 
possible but 
usually via 
government 
sponsored 
schemes. 
 

Others can, and 
do, accept their 
views. But health 
professionals are 
in powerful 
positions. 

 There is a 
reliance on 
others for so 
much and 
planning 
therefore is 
often necessary. 

Relationships 
are key with 
professionals 
and with 
parents in order 
to live better 
lives. There is a 
reliance on such 
relationships. 

There is a reliance 
on others but 
others expect you 
to be more 
independent. To 
manage this 
reliance requires 
skill and 
experience. 
 
Living with 
disability was a 
changing 
situation and 
access to 

Being informed is 
essential and 
requires 
knowledgeable 
practitioners. 
 
 
There is a need 
and want for 
information but a 
reliance on others 
for this to be 
provided. 
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knowledgeable 
professionals is 
necessary but not 
guaranteed.  
 

The young 
person as 
expert 

Others made 
decisions about 
their education. 
 

Professionals can 
liaise more with 
parents rather 
than the young 
person. 

  There is a 
contentment 
with their 
expertise as to 
their condition 
and what this 
means. 
 

  

Placed in a 
position of 
vulnerability 

Low income and 
high expenses 
make 
independence 
impossible. 
 
Reliance on 
assured income 
can discourage 
job seeking. 
 

 Fear about 
losing 
connection 
with services. 
 
Paediatric 
services made 
efforts to 
know and 
involve them, 
were 
knowledgeabl
e of cerebral 
palsy which 
was not the 

  Adult comes as a 
shock for which 
they are ill 
prepared and 
there is so much 
to learn. 
 
There is an ever-
present sense of 
vulnerability as 
they are exposed 
to the views of 
others which can 
inhibit equality 
and adult-life 
wants and needs. 

Without 
information there 
is a sense of being 
ill prepared for the 
future and 
important wants 
and needs can 
therefore be 
neglected. 
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case with 
adult services.  
 
There was an 
abrupt 
transition to 
adult services 
leaving a 
sense of 
abandonment 
and sadness. 
 
Services they 
rely on do not 
work in 
collaboration. 
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Second-order 
interpretation
s (by the 
authors) 
 

Services designed 
to encourage 
independence 
and full 
participation for 
young adults 
often restricted 
their 
independence 
and employment 
options…Services 
need to be more 
individualized and 
flexible to 
accommodate 
the 
environmental 
and personal 
needs of the 
young adults.” 
(Darrah et al., 
2010:223)  

“…there were 
four elements in 
participants’ 
characterizing of 
autonomy: the 
coupling of 
decisional and 
physical 
autonomy, the 
influence of 
family and 
society…the 
influence of 
professionals…an
d the need for 
preparation for 
autonomy.” 
(Racine et al., 
2013:873) 

“Several 
tension points 
were 
identified, 
including 
before the 
transition (eg. 
transition 
envisaged with 
fear and 
apprehension)
; during the 
transition (eg. 
lack of 
cooperation or 
communicatio
n between 
providers…); 
and after the 
transition (eg. 
feelings of 
abandonment)
.” 
(Larivière-
Bastien et al., 
2013:154) 
 

“Living in 
transition and 
looking forward 
to being an 
adult, but not 
feeling ready 
yet and being in 
need of further 
support…suppor
t should be 
flexible and not 
be fixed to 
biological age.” 
(Björquist et al., 
2014:258) 

“The meaning 
of… transition 
to adult health 
care is expert 
novices with 
evidence and 
experience-
based 
expectations, 
negotiating new 
systems 
interdependentl
y and accepting 
less than was 
expected.” 
(Carroll, 2015: 
157)  

“Young adults 
with CP identified 
challenges in 
transition related 
to physical health 
care, successful 
navigation of 
services and 
supports, and 
attitudinal 
barriers they felt 
ill equipped to 
manage due to an 
abrupt transition 
to 
adulthood…broad
er training for 
practitioners… 
developing self-
advocacy skills 
and training to 
negotiating 
services is 
essential.” 
(Bagatell et al., 
2017: 85) 

“...need for 
clinicians to 
provide useful and 
timely information 
that addresses the 
unique needs of 
each 
individual…providi
ng opportunities 
for transition-
related life 
experiences 
enables young 
persons with CP to 
learn from one 
another and from 
clinicians in 
supportive 
environments that 
allow information 
sharing and 
learning to occur 
naturally and in 
the context of 
everyday living.” 
(Freeman et al., 
2018:695) 
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Appendix 5  Concepts, second and third-order interpretations 

Concepts Second-order interpretations 
 

Third-order interpretations Linked authors 

A want to improve 
quality of life 
 
The young person as 
expert 
 
 
 

“Living in transition and looking forward to being an adult, 
but not feeling ready yet and being in need of further 
support…support should be flexible and not be fixed to 
biological age.” (Björquist et al., 2014:258) 
 
“The meaning of… transition to adult health care is expert 
novices with evidence and experience-based expectations, 
negotiating new systems interdependently and accepting 
less than was expected.” (Carroll, 2015: 157) 
 

Meaningful preparation for transition: 
the young people themselves arguably 
know best as to what might be 
beneficial for them. Preparation for 
transition then, in order to be 
meaningful, requires flexibility and 
consultation. 

Darrah et al. (2010) 
Racine et al. (2013) 
Björquist et al. (2014) 
Carroll (2015) 

Being let down 
 
Reliance on others 
 

“…there were four elements in participants’ characterizing 
of autonomy: the coupling of decisional and physical 
autonomy, the influence of family and society…the 
influence of professionals…and the need for preparation 
for autonomy.” (Racine et al., 2013:873) 
 
“...need for clinicians to provide useful and timely 
information that addresses the unique needs of each 
individual…providing opportunities for transition-related 
life experiences enables young persons with CP to learn 
from one another and from clinicians in supportive 
environments that allow information sharing and learning 
to occur naturally and in the context of everyday living.” 
(Freeman et al., 2018:695) 

Becoming empowered: becoming an 
adult requires some form of 
empowerment; that is to be well 
informed is key. Even better is for those 
around the young person, in positions of 
influence, to invest in naturally-
occurring ways in which to support 
youth to learn and understand about 
the adult world through peers and 
professionals. 

Darrah et al. (2010) 
Racine et al. (2013) 
Larivière-Bastien et al. 
(2013) 
Björquist et al. (2014) 
Carroll (2015) 
Bagatell et al. (2017) 
Freeman et al. (2018) 
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Placed in a position of 
vulnerability 
 

Services designed to encourage independence and full 
participation for young adults often restricted their 
independence and employment options…Services need to 
be more individualized and flexible to accommodate the 
environmental and personal needs of the young adults.” 
(Darrah et al., 2010:223) 
 
“Several tension points were identified, including before 
the transition (eg. transition envisaged with fear and 
apprehension); during the transition (eg. lack of 
cooperation or communication between providers…); and 
after the transition (eg. feelings of abandonment).” 
(Larivière-Bastien et al., 2013:154) 
 
“Young adults with CP identified challenges in transition 
related to physical health care, successful navigation of 
services and supports, and attitudinal barriers they felt ill 
equipped to manage due to an abrupt transition to 
adulthood…broader training for practitioners… developing 
self-advocacy skills and training to negotiating services is 
essential.” 
(Bagatell et al., 2017: 85) 

Overcoming vulnerability: there is a 
want for well-designed services that 
need to be sensitive to the experiences 
of the young people. Services need to 
recognise their failings and the 
consequences of this in terms of 
wellbeing for the young people. There is 
a need for flexible services that 
transcend the adolescence period. 

Darrah et al. (2010) 
Larivière-Bastien et al. 
(2013) 
Bagatell et al. (2017) 
Freeman et al. (2018) 
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Appendix 6  Participant information sheet 

Participant Information Sheet:  2/11/17   

University of Brighton 

School of Health Sciences 

Participant Information Sheet 

1 Study title  

The lived experience of transition from adolescence to adulthood for young people 

with cerebral palsy  

2 Invitation  

I would like to invite you to take part in a research study. Before you decide you need 

to understand why the research is being done and what it would involve for you. 

Please take time to read the following information carefully. Talk to others about the 

study if you wish. Ask me if there is anything that is not clear or if you would like more 

information. Take time to decide whether or not you wish to take part. 

3 What is the purpose of the study?  

The aim of the study is to explore the experience of becoming a young adult with 

cerebral palsy and in so doing to find out more about what might promote positive life 

opportunities. 

4 Why have I been invited?  

You have received this information sheet as you responded to a recruitment advert. 

The advert invited potential participants to contact me if they were aged between 18 

to 25 years, had cerebral palsy and used a wheelchair all the time, and were willing to 

write about their experience and then discuss this with me in an interview. If this is 

you, and you can use a physical or electronic document to write, can understand and 

answer questions in English, and are able to provide consent to participate, then you 

meet the inclusion criteria for the study. 
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5 Do I have to take part?  

No - It is up to you to decide. If you wish to take part after reading this information 

sheet, please return the consent form to me. A signed consent form from you will 

show that you are willing to take part in the study. You are free to withdraw at any 

time, without giving a reason. 

6 What will happen to me if I take part?  

Taking part will involve writing about what it was like for you growing up during your 

teenage years from adolescence to young adulthood. I will provide you with a form 

with a guiding question to help you explore your thoughts and you can write as much 

or as little as you like. You will have eight weeks to write this, giving you time to think 

and discuss the experience with family and friends if you want to. You will then send 

the written account to me by post or email and I will use this to aid a discussion 

between you and me at one face-to-face interview. The interview will last about one 

hour and take place at a venue convenient for you, this might be at the office of the 

organisation where you saw the advert or your home if you prefer. During the 

interview you will be asked open questions such as ‘what was it like growing up with 

cerebral palsy as a teenager?’ I will encourage you to explore your thoughts and talk 

freely and openly about your experience. 

The interview will be audio-recorded to help me to analyse the information gathered. 

Should you prefer to be accompanied by someone who knows you well to help with 

communication then that person will be welcome to attend the interview. I would ask 

however that the person accompanying you limits their role in the interview to 

assisting with communication only as it is your view that I am interested in finding out 

about. I will explain this again prior to the interview in order to provide clarity. When 

the interview comes to an end I will switch off the audio-recorder and we can briefly 

discuss how you found the interview. 

7 What will I have to do?  

If you are interested in taking part you can use the details at the bottom of this 

information sheet to contact me to ask any questions. If you would like to participate 

please return the consent form to me. I will then contact you to arrange the sending of 
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the form for you to provide your written account by post or email and at a later stage 

to arrange a convenient time to meet for interview. You will only be required to attend 

just the one interview.   

8 What are the possible disadvantages and risks of taking part?  

It is possible that some of the topics discussed during the interview may cause distress 

(although every effort has been made to minimise the chances of this happening). If this 

should happen I will stop the interview and we can take a break if you would like. I will 

also provide you with contact details of organisations that you may find helpful and my 

supervisors will also be available to talk to you should you wish to. At the end of the 

interview I will switch off the audio-recorder and briefly ask you how you found the 

interview in order to check that you feel content. 

9 What are the possible benefits of taking part?  

You may not benefit directly from taking part in this study, but the information 

gathered may resonate with others living with disability, their family, friends and 

carers, and those who work in such settings. This might help to improve the 

understanding of the needs, wants and aspirations of young people with cerebral 

palsy.  

10 What if there is a problem?  

Any complaint about the way you have been treated during the study or any possible 

harm you might have suffered can be addressed by contacting my supervisors. For 

contact details see the bottom of this information sheet.  

11 Will my taking part in the study be kept confidential?  

Yes. The data collected will be in the form of the written account provided by you and 

the audio-recording of the interview. The audio-recording will be transcribed into 

pages of text.  All data will be stored on either a password-protected computer or a 

locked cabinet, and your identity will be known to me and my supervisors only.  When 

the research study is written your anonymity will be guaranteed.  All names, places, 

and any other details that make it possible to identify you will be changed. The data 



291 
 

will be used in this study only, and after the project is complete, the data will be 

destroyed. In the unlikely event that a safeguarding issue regarding your safety is 

raised during the interview, I will seek guidance from my supervisors on whether or 

not to pass concerns on to the authorities.  

12 What will happen if I don’t want to carry on with the study?  

If you don’t want to carry on with the study, you may withdraw at any time and 

without giving a reason. You have the right to decide whether or not you would like 

me to use the information gathered up until that point.  

13 What will happen to the results of the research study?   

The results of the study will be written to form a doctoral thesis. Following completion, 

I may submit a research paper to an academic journal with a view to having it 

published, or present at a conference. I will inform you if this happens.  Direct word-

for-word quotations provided by you may be used from the interview, but these will 

be anonymous and your identity will be protected at all times. When the study is 

complete, I will email or post a copy of the research paper to you if you want me to.  

14 Who has reviewed the study?  

This study has been reviewed and approved by the Cross-School Research Ethics 

Committee (Life, Health and Physical Sciences) at the University of Brighton.  

15 Contacts for further information  

If you have any questions, require further information or wish to discuss any issue in 

relation to this project, please contact any of the following people: 

Paul Boyle 

Senior Lecturer and PhD student 

School of Health Sciences 

University of Brighton      

49 Darley Road       

Eastbourne      

BN20 7UR    

Phone: 01273 643874      

Email: p.boyle@brighton.ac.uk       

mailto:p.boyle@brighton.ac.uk
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Dr Pirjo Vuoskoski 

Senior Lecturer and First Supervisor 

School of Health Sciences 

University of Brighton      

49 Darley Road       

Eastbourne      

BN20 7UR    

Phone: 01273 644709   

Email: p.vuoskoski@brighton.ac.uk  

Dr Graham Stew 

Principal Lecturer and Second Supervisor 

School of Health Sciences 

University of Brighton      

49 Darley Road       

Eastbourne      

BN20 7UR    

Phone: 01273 643469       

Email: g.stew@brighton.ac.uk 

Thank you for considering to take part in this study 

  

mailto:p.vuoskoski@brighton.ac.uk
mailto:g.stew@brighton.ac.uk
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Appendix 7  Practice interview reflection 

  
I carried out a pilot interview with one of my public involvement members this 
afternoon (William). He is 26 years old, has spastic CP affecting four limbs, he has quite 
a severe speech impediment and is a part-time wheelchair user. He is a part-time PhD 
student and also works part-time for a disability organisation. I carried out the 
interview via Skype in my office, so I came in on a Saturday to do this, but am pleased I 
did. Talking to William was humbling, a lovely man, but it was hard to understand him. 
I have recorded the interview, but not sure how easy it will be to transcribe. This could 
be a real issue but I think it really important to 'hear' the voice of people like William. I 
was reasonably well prepared for the interview as I have read substantially about 
phenomenological interviewing - and have been guided by both descriptive and 
interpretive literature. I think the interview for both traditions is similar. I have worked 
hard also to be mindful of being in the 'natural attitude' and my own thoughts as far as 
endeavouring to be reflexive to such an extent so as to lay some claim on adhering to 
the 'phenomenological attitude'.  
 
I wonder about applying phenomenological reduction. I think being mindful of the 
natural attitude and my own endeavours to be reflexive and interviewing in a way that 
is in-keeping with the phenomenological attitude is entirely relevant. My 
understanding now is that my hermeneutic approach becomes more applied during 
data analysis as I make sense of my interpretations. No epoché here but instead a 
reflexive approach to the interview, adherence to the phenomenological attitude and 
a hermeneutic approach to data analysis. Today's interview has been helpful. I tried to 
question in a way that encouraged William to talk, to elicit his lifeworld in the natural 
attitude, and then to develop my questions to encourage him to expand upon what 
was appearing, and then some questions to provide greater clarity. I will try and 
transcribe and consider how successful I was but William was keen to talk and said 
plenty although he needed substantial time. I am skilled at listening and allowing 
people time to talk so this worked well but the interview went on longer than I 
anticipated. 
  
We had a long discussion, I am pleased as William spoke the majority of the time, the 
topics we covered included his college and university experience, making friends, being 
seen as vulnerable and different, bereavement of family members, concerns from his 
parents and siblings about his welfare, his want to be more independent and having 
fun. I need to think about future interviews. I am concerned about those I might 
interview who have speech impediments. Although I feel confident about interviewing 
with sensitivity I am worried about collecting data that I can use. I am wondering about 
using some form of member checking, maybe returning transcribed texts to 
participants. Or maybe modifying the written account data collection technique to be 
more detailed, possibly completed over a longer period of time.  
 
Paul Boyle 
21/10/17 
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Appendix 8  Ethical approval letter 

 

s 
Tier 2 Cross-School Research Ethics Committee 

Res

earch Office 

M24 

Cockcroft 

Building 

Moulsecoomb 
Brighton 

BN24 4GJ 

 

Mr Paul 
Boyle 

Robert Dodd 

Building 49 

Darley Road 

Eastbourne 

BN20 7UR 

 

LHPSCREC 17-23 18 October 2017 

 

Dear Mr 

Boyle 

 

Thank you for your resubmission to the Cross-School Research Ethics Committee for Life, 

Health and Physical Sciences at the University of Brighton. 

 

The committee feel you have now addressed all the issues raised and are happy to offer a 

favourable ethical opinion for this study. 

 

Favourable ethical opinion is given on the basis of a project end date of 31/01/2020. If you 

need to request an extension, please contact the CREC secretary. Please note that the decisions 

of the committee are made on the basis of the information provided in your application. The 

CREC must be informed of any changes to the research process after a favourable ethical 

opinion has been given. Tier 2 research that is conducted without having been reviewed by 

the committee is not covered by the University research insurance cover. If you need to make 

changes to your proposal please complete and submit a change notification form in order that 

the CREC can determine whether the changes will necessitate any further ethical review. The 

form is available at: 

 

https://staff.brighton.ac.uk/ease/ro/Pages/ethics%20and%20governance/CREC-LHPS.aspx 

https://staff.brighton.ac.uk/ease/ro/Pages/ethics%20and%20governance/CREC-LHPS.aspx
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Once your research has been completed, please could you fill in a brief ‘end of project report 

form’ that can be found on the same website. Finally please could I ask that you flag up any 

unexpected ethical issues, and report immediately any serious adverse events that arise 

during the conduct of this study. 

 

We wish you all the best with your research and hope that your research study is successful. 

If the CREC can be of further assistance with your study, please contact us again. 

 

Best wishes 

 
 

Lucy Redhead 

Chair, Cross-School Research Ethics Committee (Tier 2) Life, 

Health and Physical Sciences 

 

Copy: Dr Pirjo Vuoskoski and Dr Graham Stew by email 
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Appendix 9  Additional ethical approval letter 

 

s 
Tier 2 Cross-School Research Ethics Committee 

Res

earch Office 

M24 

Cockcroft 

Building 

Moulsecoomb 
Brighton 

BN24 4GJ 

 

Mr Paul 
Boyle 

Robert Dodd 

Building 49 

Darley Road 

Eastbourne 

BN20 7UR 

 

LHPSCREC 17-23 18 September 2017 

 

Dear Mr 

Boyle 

 

Thank you for your change form submission to the Cross-School Research Ethics Committee 

for Life, Health and Physical Sciences at the University of Brighton which noted the following 

change: 

 

1. To advertise the study on the University of Brighton’s website and to issue a press 

release which may be printed in the press or mentioned on the radio. 

 

I am happy to give a favourable ethical opinion by chairs action for this change to the study. 

 

Please note that the decisions of the committee are made on the basis of the information 

provided in your application. The CREC must be informed of any changes to the research 

process after a favourable ethical opinion has been given. Tier 2 research that is conducted 

without having been reviewed by the committee is not covered by the University research 

insurance cover. If you need to make changes to your proposal, please complete and submit a 

further change notification form in order that the CREC can determine whether the changes 

will necessitate any further ethical review. The form is available at: 

 

https://staff.brighton.ac.uk/ease/ro/Pages/ethics%20and%20governance/CREC-LHPS.aspx 

 

https://staff.brighton.ac.uk/ease/ro/Pages/ethics%20and%20governance/CREC-LHPS.aspx


297 
 

Once your research has been completed, please fill in a brief ‘end of project report form’ that 

can be found on the same website. Finally, please flag up any unexpected ethical issues, and 

report immediately any serious adverse events that arise during the conduct of this study. 

 

We wish you all the best with your research and hope that your research study is successful. 

If the CREC can be of further assistance with your study, please contact us again. 

Best wishes 

 

 
 

Lucy Redhead 

Chair, Cross-School Research Ethics Committee (Tier 2) Life, 

Health and Physical Sciences 

 

Copy: Dr Pirjo Vuoskoski and Dr Graham Stew by email 
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Appendix 10 Newspaper article (The Argus) 
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Appendix 11 Introduction letter 

 

 

Paul Boyle 

Senior Lecturer in Occupational 
Therapy 

School of Health Sciences 

University of Brighton 

Robert Dodd Building 

49 Darley Road 

Eastbourne 

BN20 8HY 

 

Dear Potential Participant 

Thank you for your interest in participating in a research study about growing up with 

cerebral palsy. The title of this study is: 

The lived experience of transition from adolescence to adulthood for young people 

with cerebral palsy 

I would like to interview eight people aged between 18 to 25 years who have cerebral 

palsy, use a wheelchair all the time and are willing to write about their experience and 

then discuss this with me in an interview. If this is you, and you can use a physical or 

electronic document to write, can understand and answer questions in English, and are 

able to provide consent to participate, then you meet the inclusion criteria for the 

study and I would like to find out more about your experience as you matured from 

adolescence to adulthood. 

To inform you more about the study please find enclosed the following: 

• A participant information sheet which explains the study in more detail and 

what will be required of you should you wish to participate 
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• A consent form for you to sign and return to me should you agree to participate 

in the study 

 

I’m afraid I will not be able to interview more than eight participants, therefore should 

more than eight people volunteer I will decline their participation but will offer to send 

a copy of the final research paper to all those who expressed interest in the study.  

 

If you have any questions please call or email me and I will answer these. I can confirm 

that all contact from you will remind confidential and should you call or email me this 

in itself will in no way imply that you wish to volunteer to participate in the study. 

If you do wish to participate please return the consent form to me in the self-

addressed envelope enclosed or scan and email a copy to me. 

Thank you for your interest. 

Yours faithfully 

 

Paul Boyle 

Tel: 01273 643874    Email: p.boyle@brighton.ac.uk 
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Appendix 12 Consent form 

Consent form 

University of Brighton 

School of Health Sciences 

Participant Consent Form 

 

Study title:  The lived experience of transition from adolescence to adulthood for 

young people with cerebral palsy 

Name of PhD student / researcher:  Paul Boyle 

 

1. I confirm that I have read and understand the participant information sheet 

dated 2/11/17 for the above study. I have had the opportunity to consider the 

information and ask questions, which have been answered to my satisfaction.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 

at any time without giving any reason.   

 

3. I consent to completing a written account on what it was like for me to grow up 

from adolescence to adulthood and to send this to the researcher to contribute 

towards the data that will be analysed. 

 

4. I consent to the audio-recording of the interview of myself for the purpose of 

analysing the interview data. 

 

5. I consent to the use of anonymised word-for-word quotations in the research 

documentation which may be published in a journal and/or presented at a 

conference. 

 

6. I agree to take part in the above study.  

 

 

………………………………………………………………………….. 

Name of Participant, Date, Signature  

 

 

………………………………………………………………………….. 

Name of Researcher, Date, Signature   
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Appendix 13 Reflection on first two interviews 

 

Reflection on interviewing Theo on 17/01/18 

Interviewing Theo was interesting and engaging. He was thoughtful, appearing to be 
confident and relaxed at times and at other times quite timid and maybe a little 
embarrassed. I saw some parallels with my own life and experiences of growing up 
which I recognised throughout the interview. Theo was white, well-educated and 
friendly. He felt at ease with me, and possibly the opportunity to write about his 
experience prior to meeting with me helped in this respect. I worked hard work to 
remain open minded using an unstructured and open approach. This helped us to 
connect which I feel is important, this recognises and takes into consideration Theo’s, 
and my place, in the intersubjective nature of co-generating data. The interview, 
maybe was more of a discussion, and has motivated me further to recruit and continue 
to gather data. The day of the interview was bitterly cold, and the journey to Theo was 
far. It was lovely to arrive, I felt warm and welcome. I am used to visiting people’s 
homes, with level thresholds and clear open spaces for wheelchairs etc, this was 
evident too at Theo’s place, but he was open, warm and friendly and I enjoyed my time 
with him. 
 
I’ve benefited from two practice interviews, I have carried out and now question the 
practical delivery and structure of questioning, and also think about being in the 
company of people like Theo as a researcher and not as an occupational therapist. I 
have plenty of experience of working with people like Theo as a practitioner and have 
found gathering and co-generating data with Theo to be a human relationship with 
equality, and certainly not a therapist/client relationship. I hope this was Theo’s 
experience too. I remained mindful throughout of my body posture and worked hard 
to listen closely and scrawl notes without looking at my notebook. Theo provided 
consistent eye contact throughout and I felt the need to hold his gaze appropriately 
albeit in a friendly, non-confrontational way. This came naturally but I had to work 
hard to remember the points Theo raised, and process this quickly and make decisions 
as to what was relevant and worthy to return to. I could not take time out and consult 
my notes. 
 
I think we both spent time together ‘in conversation’ sharing this time together. There 
was some rapport between us but I think he found it challenging to describe his 
experience, maybe he was shy or possibly ashamed at times. His consideration of his 
body and the spaces he found himself in, and relations especially, was candid but 
veiled behind a rather casual and sometime humorous appearance. Our conversation 
allowed interesting discussion as to what was of most concern for Theo. I found myself 
working hard not to ask direct questions or to steer our discussion towards what I 
thought was important. I’m not sure how successful I was in this regard, but maybe 
analysing the transcription might help. 
 
Paul Boyle 
26/02/18 
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Reflection on interviewing Aisha on 4/05/18 

When arranging the interview, I was tempted to drive to Aisha’s home, carry out the 
interview, and drive back in one day. I’m glad I decided to travel the day before and 
stayed overnight. This provided me with thinking time and I was ready for the 
interview the next day. Excited to be carrying out my second interview, equipped with 
some knowledge of Aisha via her written account. I was curious but also patient and 
ready to listen. I read the account at speed, allowing this to wash over me. I thought 
about the issues she raised; prejudice, stigma and misunderstanding. I recall sitting in 
my car waiting to go into Aisha’s home. My thinking was intense at that moment. 
Many times, I have sat in my car outside someone’s home preparing myself for an 
assessment with people living with disability. My thinking at this time was more in 
relation to my being in this rather strange place and where was Aisha’s home (as this 
was difficult to find). I felt slightly anxious but more comfortable than before my first 
interview. I feel I have really started my doctoral journey. For a few years I’ve been 
thinking about complex physical disability. But now with formal supervision I feel 
confident with the development of my ideas. Aisha’s written account provides an 
interesting read. I am certainly interested in what life is like for her. I feel that my 
experience of working with those with cerebral palsy is important. The interview with 
Aisha went well, I am looking forward to transcribing the recording. I have checked 
this, and the recording has worked! I am aware how my view has been influenced by 
my background. I think lots of people with cerebral palsy do not simply put the 
problems in their lives down to the environment. I think there is a view that the 
limitations and the requirements of the body cannot be ignored, but instead needs to 
be better understood. I have no doubt that people living with cerebral palsy have 
limited choices.  
 
Interviewing Aisha was interesting and enjoyable. I was met with a great welcome by 
both her and her mother which was nice. Aisha is thoughtful and bright, she felt at 
ease with me, and possibly the opportunity to write about her experience prior to 
meeting with me helped. The interview was a discussion with plenty of talking by Aisha 
and listening by me. I felt pleased about this at the time and excited with what she was 
saying as this appeared to be rich. The day of the interview was pleasant, in a beautiful 
part of the country. I have carried out many home visits but research visits are 
different. I am conscious I’m a guest and entering into an intimate space. I have let it 
be known that I am deeply curious about all parts of her life. This is wider and deeper 
than what I have done as a therapist, which although detailed is quite structured. 
Today’s interview is anything but structured yet it was highly probing. I have benefited 
from the two practice interviews. The co-generation of data with Aisha included me 
but was mainly Aisha as she had plenty to say. I remained mindful throughout of my 
body posture and worked hard to listen closely and scrawl notes without looking at my 
notebook. Aisha provided consistent eye contact throughout. I found myself working 
hard not to ask direct questions or to steer our discussion towards what I thought was 
important, like my previous interview with Theo. This was okay and I think I successful. 
Again, it will be interesting to listen to my questioning on the recording. 
 
Paul Boyle 
12/06/18  
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Appendix 14 Email regarding the written account 

 
 

 
 
From: Paul Boyle 
Sent: 
To: 
Subject: RE: Interested in taking party in the Cerebral Palsy study 
 
 
Dear  
  
Thank you very much for your prompt reply and for the consent form. I am very 
pleased you are agreeable to participate in this study. 
  
As explained on the participant information sheet taking part will involve writing about 
what it was like for you growing up during your teenage years from adolescence to 
young adulthood.  
  
Please find attached a 'written account form', and you will see at the top there is a 
guiding question to help you explore your thoughts.  
  
I now invite you to write about this on the form, please write as much or as little as 
you like.  
  
You will have eight weeks to write this, giving you time to think and discuss the 
experience with family and friends if you want to.  
  
Can I therefore ask you to return the form to me by …………………… 

  
You can post or email the form to me and I will use this to aid a discussion between 
you and me at one face-to-face interview at an agreed time after …………………… 

  
If you have any questions please do not hesitate to contact me. 
  
Thank you again for participating in this study. 
  
Kind regards 

  
Paul Boyle 
Senior Lecturer in Occupational Therapy 
School of Health Sciences 
University of Brighton 
Tel. 01273 643874 
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Appendix 15 Written account form 

 

Written account form 

The aim of the study is to explore the lived experience of transition from 
adolescence to adulthood for young people with cerebral palsy and in so doing to 
find out more about what might promote positive life opportunities. 
 
I invite you to use the space below to write about your experience. You can write as 
much or as little as you like but I would encourage you to think deeply about your 
experience of growing up and maturing during your teenage years to now. I am 
interested in everything about your life and I would encourage you to write with as 
much detail as possible.  
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Appendix 16 Interview guide 

 

 

Title: The lived experience of transition from adolescence to adulthood for young 
people with cerebral palsy 

Introduction 

• Hello, thank you very much for agreeing to be a participant in this study. 

• Confirm consent 

• Explain role of advocate 

• Confirm agreement to record 
 
This study aims to explore the lived experience of transition from adolescence to 
adulthood for young people with cerebral palsy and in so doing throw light on what 
might promote positive life opportunities.  
 
Thank you also for taking the time to write about your experience on the written 
account form and sending this to me. I should let you know that this interview now will 
be rather unstructured, that is I will try and not ask too many questions as such as I am 
much more interested in hearing what you have to say. 
 
Really, I would like you to tell me your story of growing up and maturing during your 
teenage years to now. I am interested in everything about your life and I would 
encourage you to talk about your life experience with as much detail as possible and I 
will be listening to you rather than speaking.  
 
Does that sound okay? So shall we begin? 
 
THEMES FOR INTERVIEW (to consider) 
Growing up in general 
School 
College 
Life at home 
Relationship with family 
Relationship with friends 
Relationship with professionals 
Thinking about the future 
Aspiration and ambition 
Wanting to do more 
Wanting more independence 
Changes in your body 
Becoming an adult 
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Think about: embodiment, spatial environments, sense of time and future possibility, 
social aspects and mood.  

INTERVIEW SCHEDULE 

• What was it like growing up with cerebral palsy as a teenager? 

• Can you tell me more about becoming an adult during these years? 

• Can you describe this experience to me in as much detail as possible?   

• How do you think this experience has affected you? 

• Can you tell me about your experience of …………..during this period?  

• Is there anything else that you would like to tell me, or anything you would like 
to add?  
 
 

PROBES AND PROMPTS 
What was that like? 
What do you mean by that? 
Can you expand upon that? 
How exactly was that for you? 
What were your thoughts about that at the time? 
Why was that do you think? 
Can you describe what that was like for you? 
How did that make you feel? 
Describe to me your memories of that? 
What actually happened at that time? 
Can you tell me more about that? 
What did that mean for you? 
What was your life like at that time? 
Tell me about the context of your life at that time? 
What else was going on in your life during that period? 
Tell me more about that? 
Tell me about your experience of that? 
What were your expectations at that time? 
Describe that to me in more detail? 
Can you describe what happened? 
What else was going on in your life then? 
What can you tell me to help me understand? 
What did you do? 
 
 
CLOSURE 
Thank the interviewee 
Off short debrief 
Offer contact details for support organisations if necessary 
Offer copy of research report on completion 
Snowball recruitment 
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Appendix 17 Concrete account 

 

Maria’s concrete account 

During the transition from adolescence to adulthood there is a deep and intense 

awareness of the body. There is a consideration as to what other people do, people 

without disability, which influences how the body is seen and experienced. There is an 

ongoing and permanent understanding of being substantially different to others. 

School and college can be a time when being so different to others is troubling and 

exhausting. Being different can be the norm whilst there is a growing recognition of 

another world which others live. There might be a want to be part of the world with 

others, who may not be living with disability, but to fit into this other world is not easy 

and many not be possible at all. As the body changes, it does so rapidly, and so too do 

the social opportunities and expectations and opportunities that might be around the 

young person. This can be beneficial and fulfilling. To be part of the social world is 

exciting and is indeed possible. How the body is perceived and understood changes 

during this period. With this an awareness of the views of others becomes more 

intense. There can be a lifeworld experience that is unsettling as opportunity that 

might come their way are fleeting and reliant on others. 

They can become increasingly aware that there is a world out there waiting to be lived 

and experienced but this comes with uncertainty and anxiety as they may be ill-

prepared for this world and not ready for the changes that might be ahead of them. 

Maturing and growing up can be a time when one’s own views about disability can be 

challenged which influences how the young people may see themselves in the world. 

Adjusting to life, during the transition years, can bring with it a semblance of seeing 

themselves with some degree of increasing independence which is exciting. Becoming 

an adult is an intense time when the young people feel very different to others around 

them which required them to make use of a wider range of support systems. 

Gradually, becoming an adult highlights areas of real difficulty which might be 

important in order to be the person they want to become. 
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Spending time with others can be rewarding and is possible in a body that is different 

to others. Perception as to their place in the world drives a deep need to fit in with 

others which can bring about fear and anxiety. The lifeworld experience is often 

inextricably intertwined with existence in a wheelchair. Living life through use of a 

wheelchair can be fulfilling if opportunity is allowed but can also be less than 

welcoming. With opportunity there is excitement. This can bring about contentment 

but there is a fear as to how long this will last. There is a view of the world of continual 

comparison as to how others without disability live, this can often be inspirational and 

there is want to be in this world of others which can be exciting and joyful. To be seen 

only as a disabled person with what might be seen as imperfections is disturbing. 

Growing up and recognising one’s own body, with its limitations and ‘imperfections’ 

has been an uncomfortable experience. To be seen in a world with other disabled 

people, who are achieving, is affirming. The lifeworld experience in terms of exiting in 

the body is one of discontent, and coming to terms with the person you are becoming 

can be disconcerting. 

Existing as a disabled person highlights life’s challenges and limitation in opportunities 

in an acute and intense way which can be frightening. Much is wanted from life as 

aspiration and ambition is common but there is a fear too as to what the future might 

look like. Becoming an adult brings to the fore the consideration of life beyond 

disablement so as to challenge one’s own perceptions and expectations. But possibility 

remains limited as the world around them relates to people with disabilities in a way 

that limits opportunity. To be and exist as a person with disability can limit life 

opportunities so much so that expectations of one’s self can foster a view to live a 

smaller and different life to others. Some can feel themselves as being seen as ‘small’ 

living small lives when they want to live big lives. This can be reinforced when entering 

an adult world they do not feel adequately prepared for. Relating with others is done 

so in a world where stereotypical views of disability are pervasive. Negative images can 

almost be felt in the interactions with others which makes the young people question 

their place in the world causing worry and self-doubt. 

Maria has always seen herself as a non-walker. This existence felt managed as a child 

but there was more uncertainty as she entered adolescence and looked forward to the 
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adult world that awaited her. Growing up was about becoming independent and 

breaking away from mother. Maria’s existence, however, did not altogether allow this, 

as mother’s role continues indefinitely. Reliance on others was Maria’s world during 

these years. Family life was important as this supportive framework provided 

opportunity to be part of the wider world and allowed glimpses of possibilities through 

the lives of siblings. Being in the world has meant an existence alongside family. 

Existence within the family promoted engagement and happiness. Social skill 

development for Maria was part of her existence which was fostered by being part of a 

family. 

Wanting more and watching others do more was Maria’s world. This existence was felt 

as one of limited opportunities but there was always a deep want for more. By being 

part of something, by being active and with a meaningful focus Maria found herself 

much more engaged with the world around her including the people and activities she 

was exposed to. There was a growing recognition and understanding of her own 

disability for Maria during adolescence and this came with some judgement towards 

others who were more disabled than her. Becoming an adult meant some breaking 

away from the family and other children like her. There was always hope and a sense 

of wonder at the possibility of living a fulfilling life with others. Maria’s existence in the 

world had more meaning when she could be part of the world with other young 

people. 

The world she was a part of appeared to often provide substantial obstacles and 

others who came in and out of her life could add to the problem. The expectations of 

others influenced how time was used for Maria. The relationship between her and 

others was never experienced as equal and usually came with a lack of understanding. 

Being subject to the influence and authority of others determined her existence in the 

world at this time. There was always a feeling that there are other and better ways to 

be and exist in the world. With thoughtful consideration from Maria and others her 

participation allowed for her to use her body as best she could. To be known and 

understood was increasingly important a Maria went through adolescence. 

Understanding the adult world was frightening and Maria never really felt prepared for 

this. 
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The professionals always had the power. Authority was always with them and not 

shared with Maria. There comes a time when, rather brutally, there is a formal transfer 

from children to adult services. Maria felt totally unprepared for this. The relationship 

with professionals and services was very important as there was an existence in the 

world that was based on the availability of equipment. This was necessary, and helpful, 

but could be a negative experience as personal dignity was often marginalised. To be 

known and understood was important but growing up, and becoming an adult, did not 

come with consistency, instead there were abrupt and unhelpful changes. Maria’s 

existence did not prepare her for these changes and the relationships necessary were 

not there. Increasing ability to enhance personal independence was important but was 

experienced as patchy, as ways in which to achieve this were not clear or consistent. 

Engaging with services was unnecessarily problematic which limited any real sense of 

freedom and independence. There was a constant trepidation as to what the future 

might have in store for her. The transition from children to adult services especially 

was full of ambiguity, relying on relationships and differing versions of the truth from 

others. 

Maria wanted to enter and be part of the adult world but the social world awaiting her 

was not always welcoming. Relations and reliance on others as a child could be taken 

for granted but disappeared in the adult world. Maria’s aspirations were thwarted by 

the failings of others which could be overwhelming for her. Maria wanted challenge 

and independence but when all support was withdrawn the feeling of vulnerability and 

impossibility was all-encompassing. Because of the lack of knowledge and 

understanding from others, Maria’s life aspirations were always in danger of being 

curtailed. The most important fundamentals were often missed by others which stifled 

Maria’s opportunities. To feel safe and secure was comforting and provided a 

supportive way to grow and develop. As she went through adolescence, Maria’s view 

of the world was not one of confidence in this regard for the future, when she would 

be living as an adult. To live and exist with insecurity, as she matured, appeared to a 

large part of Maria’s existence in the world. Her lifeworld also was one of not being 

prepared for the adult world and the adult world not being prepared for her. 
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Appendix 18 Analysis table – Seeking meaning 

 

Written account text (Maria) Seeking meaning  
Detailed examination of each sentence 
leading to exploratory comments  
  

Theme analysis  
Consideration of the exploratory comments 
and the whole text to identify provisional 
sub-themes   

I have always felt quite ambivalent about my childhood in regards to my 
disability growing up because in hindsight for so long I\thought my 
disability was only significant in so far as I could not walk. It might sound 
naïve but I didn’t associate my shortness of breath and trembling speech 
with my CP or my proclivity for excessive jumpiness, or even my proclivity 
to get so stiff I could barely function under any situation that was even 
barely stressful with my disability,   

It has taken time and experience for Maria to 
acquire a better understanding of herself and 
her body. As she has grown up she has 
become increasingly aware of her own body.  
  
  

Understanding one’s own body  

I had a really vague idea about what cerebral palsy was, I only knew that 
for me it meant I could not walk, and even when I was younger when I 
thought that walking was the only issue my disability presented me with, 
it was such a big one that in all honesty I did not how deal with it.   

For Maria, to be a walker was everything. It 
was this activity, to walk and be able to walk, 
that was a benchmark for her in terms of 
understanding her own body.   

Understanding one’s own body  

growing up I went to a slew of both private and public schools that were 
 mainstream meaning I was often the in some of them I was the only 
disabled kid in school, this was both a curse and a blessing because for 
one it meant that I couldn’t be coddled and treated with futile care, 
however it also meant that my insufficient socialising skills were often at 
full display and I found it hard to get through a few phrases without my 
face scrunched up with exhaustment and taxation,   

From an early age Maria knew she was 
substantially different to others. Her school 
experience was about being someone 
different to others which was troubling and 
exhausting.  

Being different to others  

these were always moment in which I thought I was too ‘disabled’ to be 
adequate and it was often also conflated with the fact that the majority of 
my recess rime after class felt pretty dismal  due to the fact that I Could 
not keep up with most of the games my classmates were playing because 
most of them included running, tumbling, and prancing around which 
meant that a lot of the good hearted kids would come up with some 

Being different was Maria’s norm while she 
became aware of another world in which 
others lived. She wanted to be part of the 
world with other children but she did not and 
could not fit into this world nicely.  

Aspiring to join the world of others  
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superfluous role for me to act out, that was so insignificant most would 
ignore it and carry on with the appropriate game.    

However, socialising became much easier once I got older and a lot of the 
focus shifted from playing around to having conversations which although 
challenging it proved to be at least a manageable challenge because it was 
something that at least I could try to approach. The socialising situation 
improved a lot thanks to being able to have a power wheelchair that was 
subsidized by the council in 2014, which ultimately meant that for the last 
4 years I’ve been able to go to reasonable distance without the necessary 
help from an adult, now days I can honestly say that my disability is not 
even half of the impairment it used in regards to socialising as I now have 
an stable group of friends and the means to which ro fo to and fro.   

As Maria’s body has changed so has her social 
opportunities as expectations and 
opportunities around her changed too. Much 
of this has been to her benefit and fulfilling. 
To be part of the social world is exciting and is 
indeed possible.  

Living life to the full  

As far as practicalities go though, I feel like the need for assisted toileting 
is still a huge hurdle for me and probably my number 1 concern now that I 
am looking at the begging of my university years and thus most likely also 
at independent housing.   

For Maria, substantial challenges remain an 
everyday part of her existence.  

Living life with continual challenge  

Transcript text (Maria) Seeking meaning  
Detailed examination of each sentence 
leading to exploratory comments  
  

Theme analysis  
Consideration of the exploratory comments 
and the whole text to identify provisional 
sub-themes   

It’s amazing that you’re doing this cos I feel it doesn’t get much attention. 
Like other things, people have different things going on and people don’t 
know much about it like.   

Joy can be felt and expressed for some 
attention drawn towards Maria’s situation and 
experience.   

Being understood  

It’s been like you I think like like I mentioned in the written account I feel 
like when I was younger I thought it when not being able to walk but then 
when I was a bit more conscious about my life I thought I realised it was 
also about the way I moved the way I talked and I feel like these last few 
years it’s been way harder than I thought it would be, you know with my 
speech and stuff but you know I mean I’m definitely like you know how 
sometimes you get people say like oh it must have been easy for you cos 
you were born that way , I know in a way that’s kind of true but you know 
there’s always been a struggle for me, like now there is too.   

Maria’s perception and understanding of the 
body she lives in has changed. In doing so she 
has become increasingly aware of the views of 
others. This has meant a transition from 
adolescence to adulthood as being a period of 
struggle.  

Living life with continual challenge  
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I feel like you when I was 13 I came over from Xxxx to the UK, in Xxxx like 
they literally don’t give you anything , the state doesn’t subsidise anything 
and so I feel like I have a lot more hope for the future but it’s also like 
what I really want is in the back of my mind cos I’m really scared really 
about the living situation also the workplace ,   

Maria’s lifeworld was one of unsettlement as 
and opportunities that came her way were 
always reliant on others around her.   

Being understood  

cos like I know cognitively I’m competent but I’m not very confident of my 
how I move and stuff and how I’m seen and stuff. You know being 18 is 
like for others like the prime of life and I’m not like that so, it’s been a very 
hard thing. I’ll be 19 in January. As far as I know my left side was affected 
and affects more than my right side. My motor ability in my right hand is 
very limited.   

She became increasingly aware that there’s a 
world out there for her to be part of but she 
never really felt ready or prepared for this 
world.  

Unprepared for the world  

I think like it was again it worked because erm I feel like , when I was in 
Xxxx I had a manual wheelchair and it doesn’t seem like a big deal but it 
was really hard for me to go out with people beyond a small area , I was a 
bit awkward you know and I was going through lots to deal with the 
wheelchair, and it was a bit hard on us when I came here , there was more 
structure here especially when it comes to disability there is more like I 
feel like when thinking back in Xxxx it was more like about the medical 
model, you know like physiotherapy was intense like every single day , I 
remember in my primary school and I needed to catch up , and you sorry 
sometime my speech is a bit you know.   

Being an immigrant and growing up 
challenged my own views of my disability and 
place in the world. Adjusting to life in the UK 
meant finding out about how to be a person 
with a disability in an environment where 
those around had expectations and 
understanding that Maria knew little about.  
  

Understanding one’s own body  

I feel like I’m doing three years now at college, hopefully this will be my 
last year, its fine I’ll get there eventually but I think college was kind of like 
an extension like you know I mean I changed places from sixth form, I’m 
at x college now you know, and I think it’s been really good, it’s been 
different , I think the transition wasn’t that big it was kind of you know 
obviously I wanted to be more independent , I felt like most of the staff 
around me knew my disability and came to terms with it.   

Maria feels, during the transition years, that 
she has slowly become more independent. 
She is living with change in her life and 
becoming used to this.  

Understanding one’s own body  

I remember like when I was 15, 16, that’s when I struggled the most with 
it, I feel like once I got to college I was fully aware of what my disability 
entailed, and because of the system the way they dealed with like 
disabled people was kind of similar like, they obviously still have TAs, 

As Maria was becoming an adult this was 
when she felt most different to others which 
required making use of a wider range of 
support systems. Gradually becoming an adult 

Being different to others  
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which is something I never got in xxxx, so when I went to school for the 
first time I remember I didn’t like having a TA with me all the time, I 
thought it was a bit weird, but now I feel like I needed one, cos I was 
always behind in everything, there was like my writing it was really slow 
and I thought even though I am trying to write I was not at the same pace 
so yeah I feel like when I go to college I was quite stable.   

for Maria highlighted areas of real difficulty 
for her which were so important for her in 
order to be the person she wants to become.  
  

I mean like when I was in school like this was good for me once I had the 
powered wheelchair, I accepted you know going out with my friends , I 
think when I was around 8 years old I remember having this conversation 
with a physio and I was really sad as a kid like no-one to play with me and 
stuff like that, and so I remember him telling me like once when kids grow 
up a bit more they don’t see the wheelchair so much and that’s true like 
cos like when I went to secondary school it was way easier for me to make 
friends so like I had a stable group of friends but I think what I struggled 
the most to come to terms with was how my living situation was going to 
look like because you know going out with friends you know that was 
quite easy for me to do but like my living situation and like work and stuff 
like that , and also like having a relationship and I wondered like what will 
that look like for me.    

Existing and progressing in the world has been 
challenging as there are so many people and 
relationships around her. Spending time with 
others has been rewarding and is possible in a 
body that is different to others.  

Being different to others  
  

And I feel like when you are going through your teenage years there 
seems to be some places with every organisation when they take you in15 
16 17 they have to be comprehensive and the workplace it is a lot more 
competitive and they don’t have to. I think that there is some laws 
they have to hire a certain number of disabled people but it isn’t the same 
so you know I think I was more terrified a few months ago, I feel like now 
I’m a bit more clam about it but it’s still you know..   

Maria’s perception of her place in the world is 
that she has increasingly felt a need to fit in 
with others. She sees herself as fitting into a 
world that might be accommodating but 
feelings of fear remain a constant.  

Unprepared for the world  

I use my wheelchair all the time , I’ve never not used a wheelchair so it’s 
kind of you but I feel like it’s kind of frustrating at times you know going to 
pubs and whenever I want to hang out, to hang out with some of my 
mates there’s only a few select houses I can go, there’s very few houses in 
Xxxx that don’t have an entire flight of stairs like, or any steps and so most 

Maria’s lifeworld is inextricably intertwined 
with her wheelchair. Maria and her 
wheelchair are one and the world around her 
is exciting, which she wants to be part of, but 
can sometimes be less than welcoming.   

Being understood  
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of the time we have to come to mine, or there’s only a few pubs that I 
need to know beforehand that I can go to,   

so that’s like you know and also because I’m also doing my third year and I 
want to go to uni, that’s the plan, so that’s something that I’m thinking 
about and the area as well, and obviously the academic side of things as 
well is extremely like important but also like am I going to be able to have 
a social life, I think I been really lucky , spoilt with Xxxx cos it’s such a 
lovely place and you places where if I wanted to go north I don’t think that 
will be the case. So lots to think about and it is exciting.   

Maria’s life is exciting with opportunity 
around her. There has been contentment but 
this cannot be guaranteed as she matures and 
moves on in the world.  

Aspiring to join the world of others  

I think cos I grew up with two older siblings so one of them we’re 15 
months apart my older sister and so we were always around the same 
age. But I remember with going out and doing things I remember my last 
time in xxxx when we were leaving we had lots of financial problems and 
we didn’t have an actual house, and I was upstairs and I could not go out 
because like with a manual wheelchair and the streets are not like very 
level.  I lived in the countryside so had a pretty back then, thankfully not 
now, but I used to have a pretty bad life, I remember seeing my siblings 
going out I felt that right to do the same but I couldn’t quite do it and it 
was pretty hard.   

Maria’s lifeworld is determined by her 
environment and family. Seeing others engage 
in the world is her reality but there are 
opportunities too for her and joy has been 
part of her life.  

Living life to the full  

I feel like I struggle with certain things and I you know I especially when I 
was younger I saw myself as extremely disabled and I didn’t want to be 
seen like that , cos you I felt especially like when I was  a kid I would 
sometimes scare kids and when they saw you struggling to do stuff, or 
your hand shaking a bit they would judge you and I never wanted to go 
out,   

Being seen by others with all her 
imperfections was disturbing. Growing up and 
recognising her own body has been an 
uncomfortable experience.  
  

Being different to others  

I was seen as really disabled and I think I had quite a lot of self-esteem 
issues cos like you see a lot of posters around …. Like disabled positivity 
especially around the Olympic games and the Paralympic games but it felt 
like I don’t know it feels like you know it seems you see people as really 
disabled or you see people like that who are so amazing and basically 
able, so it’s like been hard cos I’m not like that. I like to work out but I’m 
not like that. So basically, I’m seen as really quite disabled.   

To be seen in a world with other disabled 
people, who are achieving, is affirming. 
Maria’s lifeworld was one of discontent 
towards her own body and coming to terms 
with the person she is.  

Understanding one’s own body  
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As I said when I was younger especially at primary school it was so hard 
for me to make any friends at all and I you know I saw some people in xxxx 
with disabilities and also here but not so much, they would be like still 
living with their parents when they were 30 or like you know they were 
basically I felt like they were stuck for when they were like 15 and it was 
not the norm but it happens, and I was just hating that so much and so 
you know when I see all the disabled kids sitting at one table and you 
know I was always automatically put with the disabled kids and we were 
all disabled.    

Existing as a disabled person highlights life’s 
challenges and limitation in opportunities. 
This can be frightening. Maria was wanting so 
much more as she became an adult but was 
scared what the future might hold for her.  

Unprepared for the world  

Obviously there has been change quite a lot now I’m older cos I feel like 
it’s also I don’t really like that I felt I used to think that but there were 
reasons why, I didn’t want to get stuck with the disabled and have an 
extended youth where I would just be living off benefits, and you know 
but there’s obviously but the people I kind of saw I didn’t see similar 
disabled kids to me they were all like that.   

Becoming an adult has required consideration 
of life beyond disablement so as to challenge 
one’s own perceptions and expectations. 
Maria sees a world however that relates to 
people with disabilities in a way that limits 
opportunity.  

Living life with continual challenge  

I think that’s been bad for me cos you when you are disabled you don’t 
realise you think you are an introvert and your life becomes small and so 
full of certain situations that require you to focus on, so I thought I was a 
bit of an introvert , like you know I wasn’t socialising that much cos 
they’re so used , but I feel that once it starts it was not so much that I was 
an introvert but that I had been conditioned to expect only so much ,   

Being disabled can limit your life so much that 
you expect to live a smaller and different life 
to others.  

Reduced expectations   

I remember even when going out to my friend’s house it you know my 
mood changed significantly I was a lot more hopeful I don’t know I don’t 
think you realise how important social relationships are , meaning if you 
don’t even realise it, I had to come to terms with this and now others 
think that’s just the way you are , you generally feel that you don’t want 
to socialise cos you generally get used to just being at your house, and on 
your own and I felt when the opportunity presented itself I didn’t want to 
take it cos I didn’t want to come across as just a disabled person and I’m 
an introvert and I don’t really talk that much, so I think it didn’t really help 
me to develop a whole certain side of my personality so you know not 
good….   

To be and exist in the world with others is 
inevitable. How anyone engages in the world 
is important and brings with it opportunities. 
For Maria she was seen as a small person, this 
reinforced itself as she became an adult for a 
world she did not feel prepared for.  

Being understood  
  
Unprepared for the world  
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Yeah I was thinking about this a couple of months ago I don’t know 
whether you seen the guy on Breaking Bad , the guy with cerebral palsy 
and I was thinking like you don’t see that many people with similar 
representations like me it’s always like they’re super able disabled person 
and so I was kind of watching Breaking Bad and the way he moved and I 
really realised it really meant a lot to me, he doesn’t do that much in the 
plot but just seeing the way he moves it was like wow that was quite 
important cos I could name another person in a tv show who has cerebral 
palsy and so I think that got me thinking like even a friend in my personal 
life I have had that many with cerebral palsy and I’m thinking how people 
are represented and ethnic representation and when I see disabled 
represented that actually means a lot to me yeah, it’s like whenever I 
watch maybe Friday Night Live there might be a disabled kid who basically 
moves like amazing, obviously I’m not taking anything away from them 
but the only thing might be they can’t walk so it’s something I think 
people think when they meet me they think of those other disabled 
people.       

Maria’s place and position in the world is 
influenced by others, and the interface 
between able-bodied and disabled people as 
stereotypes are reinforced or challenged 
affects her. Maria’s self-perception and how 
she is seen by others causes her worry and 
self-doubt.  

Being different to others  

I don’t know I feel like yes I realise how much to see, cos not being able to 
walk comes first, for me I’ve never walked I was always like ok that’s it, 
cos like when you are a child it is just you. You can be protected from 
everything as a kid when you are entitled to certain things. Not everything 
is compulsory as an adult, so people don’t have to give you opportunities 
cos its compulsory, so they can get away with it.   

Maria’s existence in the world has been as a 
non-walker. This existence has been managed 
as a child but there is uncertainty in the adult 
world that awaits her.  

Being understood  

I feel like , so like three years ago when I was in year 11 doing my GCSEs I 
think I went through a period when I feel like I was really struggling with 
the relationship with my mum , you know she’s always said she wants me 
to stay here and I know it was really hard for us to get an accessible house 
I mean I think it took us around four years, they only gave it to us in 2016, 
so only 2.5 years , but before this the bathroom was upstairs not in the 
house I’m living in now but the houses given to us before that and that 
was really hard, and goes against me becoming more independent. So, my 
mum wasn’t sure how I would cope but I think we are over that.   

Growing up means becoming independent 
and breaking away from mother. But Maria’s 
existence might not allow for this, as mother’s 
role continues indefinitely. Reliance on others 
is part of Maria’s world during these years.  

Aspiring to join the world of others  
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Any way with my siblings it has been the greatest thing that has happened 
to me cos I feel that if I didn’t have siblings then life would be harder with 
socialising with people outside of the school would be so hard to develop 
social skills without my siblings who have always treated my just like a 
sibling and not just disabled.    

Family life is important as this supportive 
framework provides opportunity to be part of 
the wider world. Being in the world has meant 
an existence alongside family.  
  

Being part of a family  

My siblings we used to play around and you know rough and tumble and 
that was always really good for me and you know my sibling she has just 
come back from uni and you know they are really important relationship 
for me to have, I feel if I was an only child I would have found it so hard to 
pick up on social skills.   

Existence within the family promotes 
engagement and happiness. Social skill 
development for Maria as part of her 
existence was fostered by her family.  
  

Being understood  
  
Being part of a family  

As I said my brother is six years older than me but with my sister and we 
are much closer cos like we are just 15 months apart. And so so we’ve 
always been real close and you there’s always I feel like there is sibling 
support, like in the summer going out I literally I have no way of coming 
like I say I lived in a really rural area I remember my life I’m so much 
happier with my life here I feel I’m always busy but I like that I remember 
when I was young I go to school and then come home and always doing 
the same and maybe on Fridays going to the cinema with my dad or 
whatever cos my parents are divorced so my dad would come down and 
take me to the cinema but that was about it, I had  real you know I didn’t 
really like my life that much and so and then i saw my sister doing all of 
these things and I thought I wishes I could do that as well and you know.   

Wanting more and watching others do more 
was Maria’s reality. This lifeworld existence of 
limited opportunities but wanting more was 
Maria’s reality. With activity and focus Maria 
has found herself much more engaged with 
the world around her including people, 
objects and relations.  

Aspiring to join the world of others  
  
  

I don’t know I feel like I don’t really know, I feel like now especially I would 
say from four years ago onwards we were so close but it isn’t like that 
now, I’m not as I feel like when it was like that it was really hard for me 
because I just wanted to be able to do that, yeah that’s basically it I feel 
like you know it’s like when I was young I used to look at other disabled 
kids some of the looked rather oblivious as to the way some people 
treated them and some didn’t , there were certain disabilities where you 
might have an inferior mind or and so I always wanted to be kind of 
oblivious to it , I felt rather helpless.    

There was some recognition and 
understanding of her own disability for Maria 
but this was tempered with a judgement 
towards others who were more disabled than 
her. Becoming an adult meant some breaking 
away from the family and other children like 
her.  
  

Aspiring to join the world of others  
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At school in Hove they were great literally great because I had to go for 
maybe three hours a week for English as a second language and there 
were a lot of kids from like Italy, Greece, everywhere. I feel I made a lot of 
friends who is still have, I was 13 14 and I started to have real friends and I 
feel like it was the first time I started to really go out and to go to 
someone else’s house or they started to come to mine and I think that 
school was amazing   

Living a fulfilling life with others was possible. 
Maria’s existence in the world had much more 
meaning when she could be part of the world 
with other young people.  

Living life to the full  

like that as I like I mention in the beginning the way it was set up in Xxxx 
we moved around a lot because of work and stuff but the way it was set 
up it was like basically a really intense medical model which is great , 
especially like here they give you hardly any physio, but I remember it was 
really hard and I remember of of my school had this really steep hill, they 
used to make me push myself up the hill every single day , the bus would 
drop me of at the entrance and the I had to push myself through, they 
made me do it all by myself, and I had a good wheelchair but it wasn’t like 
one of those really good basketball wheelchairs, that are as light as a 
feather it was kind of heavy , and if wasn’t in time I would have a break 
they would take away my break , I mean some of the things they would do 
are a bit questionable looking back, also I used to have this physio who 
wouldn’t allow me to go to the toilet at all, I’m guessing because I wasn’t 
really old enough I think they were trying to potty train me but it was like 
a bit weird, they were really they were not lenient with with disability at 
all,    

The world provides substantial obstacles and 
others can add to the problem. The 
expectations of others influences how time is 
used for Maria. The relationship between her 
and others is not equal and can lack 
understanding.  

Being understood  
  

So my first secondary school, year 7 I think, I was going to this French 
school and I was really struggling cos everything was in French, they 
literally said that if I needed that much help just to give up on the French 
side of things, and my writing was really slow and there was no way they 
would give anyone to help you,    

Being subject to the influence and authority of 
others which can be detrimental determined 
her existence at this time.  

Living life with continual challenge  
  
  

It’s much better here, I kind of messed up my first year at college that’s 
why I’m doing three years, I think having a scribe, I think here there is 
much more of the social model, let’s see what we can change around the 

There are other and better ways to be and 
exist in the world. With thoughtful innovation 
Maria’s existence in the world allows for her 
to use her body as best she can.  

Understanding one’s own body  
  
Living life to the full  
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person as opposed to what we can change with the person, which I know 
has its pros and its cons,    

I think you know I sometimes get confused as to who’s role is who’s with 
the professionals, I literally I know my OT by name and she’s lovely and 
always like helpful, she helped me with the house and my experience with 
her has been amazing but apart from my OT I feel like the rest of the 
people get really jumbled up in my mind cos they keep on changing, 

To be known and understood is important. 
Understanding the adult world is frightening 
and Maria has never really felt prepared for 
this.  

Unprepared for the world  

you know one day someone come over and then another day someone 
else come over, like physiotherapy up until year 11 I used to get 
physiotherapy at least once a month which is very scarce and if you want 
any more you have to get it privately, but after year 11 you get no 
physiotherapy at all which I think is you know I think is bad , I come from 
this background when you have lots of physiotherapy to now when you 
have hardly any, and I think especially when you are 13 14 going through 
your teenage years I don’t think everything is clear I feel like in England 
there is so much equipment and there is  focus on equipment and they 
give up on the person a little bit,    

The professionals have the power, authority is 
with them and not shared with Maria. There 
comes a time during the transition from 
adolescence to adulthood when you transfer 
to another service which Maria felt 
unprepared for.  

Unprepared for the world  
  

I feel like that equipment wise they are really on it cos I don’t use a hoist 
any more I have like a standing frame the problem with that it is, so that’s 
great with equipment, when I used to use a hoist which I’m grateful I’m 
not using anymore a I kind of felt uncomfortable and not very dignified.   

Existing with equipment is necessary and 
helpful but can be negative. Personal dignity 
can be marginalised.  

Living life with continual challenge  
  

They were great with giving sleep system so that’s great but I have noticed 
once I turned 18 last January its way harder as you have to go through an 
access point and if the situation requires they will send someone down 
and I feel like cos I have had a great OT she decided to carry on working 
with me a little bit longer and that’s great as we have a great relationship 
but others literally the day I turned 18 I just whatever need I have I have 
to access the access point and see how they can help. And this was quite a 
shock for me, I feel they have set it up so that you are very protected by 
so many people but when you turn 18 all of a sudden it’s like yeah it all 
stops.   

To be known and understood is important but 
growing up does not provide consistency, 
instead there are abrupt and unhelpful 
changes. Maria’s existence did not prepare 
her for these changes and the relationships 
necessary were not there.  

Unprepared for the world  
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I feel like, living in Xxxx and Pas the council has outsourced that, I am 
trying to get a PA mostly for personal care as I try to have one for like for 
going out but I realised I don’t really need it so I’ve been trying to find one 
for personal care. Cos you know I like to shower every day and its hard on 
my mum so I’ve been trying to find someone but it’s been a nightmare 
because you know there is this process and is so in know the possibility 
people will help but it’s so complex with the PAYE work and you have to 
get certain hours and it’s been a bit chaotic.   

Increasing ability to enhance personal 
independence is important and is patchy. 
Engaging with services is unnecessarily 
problematic which limits freedom and 
independence.   

Living life with continual challenge  
  
  

I feel like because my OT says she will stay with me until I finish at college 
so that’s really good but at the same time I feel I’m not really clear what 
to do in certain situations especially you know my plan is not to stay in 
Xxxx I would really like to go to London , this isn’t necessarily the fault of 
adult services but I just feel very very confused cos I don’t know where to 
go, I feel I don’t know who to go to   

There is a constant trepidation as to what the 
future has in store. The transition from 
children to adult services is full of ambiguity 
and relies on relationships.  

Living life with continual challenge  
  

, I call universities and was on the phone to x university and so you know I 
was interested and rang them up and there was an open evening and 
when I rung them up they were like I don’t think there is access but we 
think the university is I found this very contradicting and they said 
someone would call me back and no one did and that happened with a 
few a universities, and you know when you are transitioning from school 
to like college you have your OT with you and you have certain other 
people going round with you like measuring literally everything like the 
door widths to make sure you’re ok, making sure you have the statement 
or the plan, making sure they have that and that its renewed, but as well 
as I know a lot of the help is not there at university,   

Maria wants to enter and be part of the adult 
world but the social world awaiting her is not 
ready for her. Relations and reliance on others 
as a child can be taken for granted but 
disappears in the adult world.  

Being understood  
  

I feel like a lot of the living accommodation and is the campus accessible 
that’s going to be hard for me cos like in college my OT took care of that 
and I don’t know what going to happen, I feel on my own which is good in 
a way as that excels your independence but it’s too much, I think it’s been 
kind of you know the university don’t know, didn’t get back to me. We 
don’t have car so a lot of the universities are a long way away and it’s hard 
for me to get to them, like the universities in the north are impossible. So I 

Maria’s aspirations are thwarted by the 
failings of others which can be overwhelming 
for her. Maria wants challenge and 
independence but when all support is 
withdrawn the feeling of vulnerability and 
impossibility is overwhelming.  

Reduced expectations  
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feel a lot of what I do is online and I call them and stuff I don’t think I’ve 
been getting anywhere which is so worrying.   

For me I’m not talking about the grade side of things I’ve talking about the 
actual physical access and I need to know this, they need to know and 
know what arrangements can be made. OTs know their stuff this is so 
important and I don’t and the university don’t know. They don’t know 
about fire escape even. I wish there was something tangible with clear 
information so I could get into university.      

Because of their lack of knowledge and 
understanding Maria’s life aspirations are in 
danger of being curtailed. The most important 
fundamentals are missed by others which 
stifle Maria’s opportunities.  
  

Reduced expectations  
  

I think cos right now taking out a year, I’ve been getting some work 
experience, I feel I’ve been within the safety net of the school and college 
system for so long and I want some work experience.  

To feel safe and secure is helpful and a 
supportive way to grow and develop. Maria’s 
view of the world is not one of confidence in 
this regard for the future.  

Reduced expectations  
  

I feel if I go to university now or maybe if I go next year it will be too late 
as I want to be around people my age. But I’m concerned about the 
workplace, cos I don’t want to just go to uni and then then a year later I 
have no work experience, I decided a month ago I would probably just 
apply now and defer but I feel like this is on my mind in one year’s time it 
is relatively soon and I don’t feel secure about it all.   

To live and exist with insecurity appears to be 
Maria’s reality. Her reality also is one of not 
being prepared for the adult world and the 
adult world is not prepared for her.  

Unprepared for the world  
  
Reduced expectations  
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Appendix 19 Analysis table – Provisional theme 

development 

 

Seeking meaning (Maria)  
Detailed examination of each 
sentence leading to exploratory 
comments  

Theme analysis  
Consideration of the 
exploratory comments and 
the whole text to identify 
possible provisional sub-
themes  

Existential modality  

It has taken time and experience for 
Maria to acquire a better 
understanding of herself and her 
body. As she has grown up she has 
become increasingly aware of her 

own body.   

Understanding one’s own body Corporeality (lived body)   

For Maria, to be a walker was 
everything. It was this activity, to 
walk and be able to walk, that was a 
benchmark for her in terms of 

understanding her own body.   

Understanding one’s own body  Corporeality (lived body)  
  

From an early age Maria knew she 
was substantially different to others. 
Her school experience was about 
being someone different to others 
which was troubling and exhausting.  

Being different to others  Relationality (lived human 
relations)  

Being different was Maria’s norm 
while she became aware of another 
world in which others lived. She 
wanted to be part of the world with 
other children but she did not and 
could not fit into this world nicely.  

Aspiring to join the world of 
others  

Temporality (lived time)  
  

As Maria’s body has changed so has 
her social opportunities as 
expectations and opportunities 
around her changed too. Much of this 
has been to her benefit and fulfilling. 
To be part of the social world is 
exciting and is indeed possible.  

Living life to the full  Spatiality (lived space)  
  

For Maria, substantial challenges 
remain an everyday part of her 
existence.  

Living life with continual 
challenge  

Temporality (lived time)  
  

Joy can be felt and expressed for 
some attention drawn towards 

Maria’s situation and experience.   

Being understood  Relationality (lived human 
relations)  

Maria’s perception and 
understanding of the body she lives 
in has changed. In doing so she has 
become increasingly aware of the 
views of others. This has meant a 
transition from adolescence to 
adulthood as being a period of 
struggle.  

Living life with continual 
challenge  
  

Temporality (lived time)  
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Maria’s lifeworld was one of 
unsettlement as and opportunities 
that came her way were always 
reliant on others around her.   

Being understood  Relationality (lived human 
relations)  

She became increasingly aware that 
there’s a world out there for her to 
be part of but she never really felt 
ready or prepared for this world.  

Unprepared for the world  Temporality (lived time)  
  

Being an immigrant and growing up 
challenged my own views of my 
disability and place in the world. 
Adjusting to life in the UK meant 
finding out about how to be a person 
with a disability in an environment 
where those around had 
expectations and understanding that 

Maria knew little about.   

Understanding one’s own body  Corporeality (lived body)  
  

Maria feels, during the transition 
years, that she has slowly become 
more independent. She is living with 
change in her life and becoming used 
to this.  

Understanding one’s own body  Corporeality (lived body)  
  

As Maria was becoming an adult this 
was when she felt most different to 
others which required making use of 
a wider range of support systems. 
Gradually becoming an adult for 
Maria highlighted areas of real 
difficulty for her which were so 
important for her in order to be the 

person she wants to become.   

Being different to others  Relationality (lived human 
relations)  

Existing and progressing in the world 
has been challenging as there are so 
many people and relationships 
around her. Spending time with 
others has been rewarding and is 
possible in a body that is different to 
others.  

Being different to others  
  

Relationality (lived human 
relations)  

Maria’s perception of her place in the 
world is that she has increasingly felt 
a need to fit in with others. She sees 
herself as fitting into a world that 
might be accommodating but feelings 
of fear remain a constant.  

Unprepared for the world  Temporality (lived time)  
  

Maria’s lifeworld is inextricably 
intertwined with her wheelchair. 
Maria and her wheelchair are one 
and the world around her is exciting, 
which she wants to be part of, but 
can sometimes be less than 

welcoming.   

Being understood  
  

Relationality (lived human 
relations)  

Maria’s life is exciting with 
opportunity around her. There has 
been contentment but this cannot be 
guaranteed as she matures and 
moves on in the world.  

Aspiring to join the world of 
others  

Temporality (lived time)  
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Maria’s lifeworld is determined by 
her environment and family. Seeing 
others engage in the world is her 
reality but there are opportunities 
too for her and joy has been part of 
her life.  

Living life to the full  Spatiality (lived space)  
  

Being seen by others with all her 
imperfections was disturbing. 
Growing up and recognising her own 
body has been an uncomfortable 

experience.   

Being different to others  Relationality (lived human 
relations)  

To be seen in a world with other 
disabled people, who are achieving, is 
affirming. Maria’s lifeworld was one 
of discontent towards her own body 
and coming to terms with the person 
she is.  

Understanding one’s own body  Corporeality (lived body)  
  

Existing as a disabled person 
highlights life’s challenges and 
limitation in opportunities. This can 
be frightening. Maria was wanting so 
much more as she became an adult 
but was scared what the future might 
hold for her.  

Unprepared for the world  Temporality (lived time)  
  

Becoming an adult has required 
consideration of life beyond 
disablement so as to challenge one’s 
own perceptions and expectations. 
Maria sees a world however that 
relates to people with disabilities in a 

way that limits opportunity.   

Living life with continual 
challenge  

Temporality (lived time)  
  

Being disabled can limit your life so 
much that you expect to live a 
smaller and different life to others.  

Reduced expectations     

To be and exist in the world with 
others is inevitable. How anyone 
engages in the world is important and 
brings with it opportunities. For 
Maria she was seen as a small 
person, this reinforced itself as she 
became an adult for a world she did 
not feel prepared for.  

Being understood  
  
Unprepared for the world  
  

Relationality (lived human 
relations)  

Maria’s place and position in the 
world is influenced by others, and the 
interface between able-bodied and 
disabled people as stereotypes are 
reinforced or challenged affects her. 
Maria’s self-perception and how she 
is seen by others causes her worry 
and self-doubt.  

Being different to others  Relationality (lived human 
relations)  

Maria’s existence in the world has 
been as a non-walker. This existence 
has been managed as a child but 
there is uncertainty in the adult 
world that awaits her.  

Being understood  Relationality (lived human 
relations)  
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Growing up means becoming 
independent and breaking away from 
mother. But Maria’s existence might 
not allow for this, as mother’s role 
continues indefinitely. Reliance on 
others is part of Maria’s world during 
these years.  

Aspiring to join the world of 
others  

Temporality (lived time)  
  

Family life is important as this 
supportive framework provides 
opportunity to be part of the wider 
world. Being in the world has meant 

an existence alongside family.   

Being part of a family  Relationality (lived human 
relations)  

Existence within the family promotes 
engagement and happiness. Social 
skill development for Maria as part of 
her existence was fostered by her 

family.   

Being understood  
  
Being part of a family  

Relationality (lived human 
relations)  

Wanting more and watching others 
do more was Maria’s reality. This 
lifeworld existence of limited 
opportunities but wanting more was 
Maria’s reality. With activity and 
focus Maria has found herself much 
more engaged with the world around 
her including people, objects and 
relations.  

Aspiring to join the world of 
others  
  
  

Temporality (lived time)  
  

There was some recognition and 
understanding of her own disability 
for Maria but this was tempered with 
a judgement towards others who 
were more disabled than her. 
Becoming an adult meant some 
breaking away from the family and 

other children like her.   

Aspiring to join the world of 
others  
  

Temporality (lived time)  
  

Living a fulfilling life with others was 
possible. Maria’s existence in the 
world had much more meaning when 
she could be part of the world with 
other young people.  

Living life to the full  Spatiality (lived space)  
  

The world provides substantial 
obstacles and others can add to the 
problem. The expectations of others 
influences how time is used for 
Maria. The relationship between her 
and others is not equal and can lack 
understanding.  

Being understood  
  

Relationality (lived human 
relations)  

Being subject to the influence and 
authority of others which can be 
detrimental determined her 
existence at this time.  

Living life with continual 
challenge  
  
  

Temporality (lived time)  
  

There are other and better ways to 
be and exist in the world. With 
thoughtful innovation Maria’s 
existence in the world allows for her 
to use her body as best she can.  

Understanding one’s own body  
  
Living life to the full  
  

Corporeality (lived body)  
  
Spatiality (lived space)  
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To be known and understood is 
important. Understanding the adult 
world is frightening and Maria has 
never really felt prepared for this.  

Unprepared for the world  Temporality (lived time)  
  

The professionals have the power, 
authority is with them and not shared 
with Maria. There comes a time 
during the transition from 
adolescence to adulthood when you 
transfer to another service which 
Maria felt unprepared for.  

Unprepared for the world  
  

Temporality (lived time)  
  

Existing with equipment is necessary 
and helpful but can be negative. 
Personal dignity can be marginalised.  

Living life with continual 
challenge  
  

Temporality (lived time)  
  

To be known and understood is 
important but growing up does not 
provide consistency, instead there 
are abrupt and unhelpful changes. 
Maria’s existence did not prepare her 
for these changes and the 
relationships necessary were not 
there.  

Unprepared for the world  
  
  

Temporality (lived time)  
  

Increasing ability to enhance personal 
independence is important and is 
patchy. Engaging with services is 
unnecessarily problematic which 
limits freedom and independence.   

Living life with continual 
challenge  
  
  

Temporality (lived time)  
  

There is a constant trepidation as to 
what the future has in store. The 
transition from children to adult 
services is full of ambiguity and relies 
on relationships.  

Living life with continual 
challenge  
  

Temporality (lived time)  
  

Maria wants to enter and be part of 
the adult world but the social world 
awaiting her is not ready for her. 
Relations and reliance on others as a 
child can be taken for granted but 
disappears in the adult world.  

Being understood  
  

Relationality (lived human 
relations)  

Maria’s aspirations are thwarted by 
the failings of others which can be 
overwhelming for her. Maria wants 
challenge and independence but 
when all support is withdrawn the 
feeling of vulnerability and 
impossibility is overwhelming.  

Reduced expectations  
  

Temporality (lived time)  
  

Because of their lack of knowledge 
and understanding Maria’s life 
aspirations are in danger of being 
curtailed. The most important 
fundamentals are missed by others 

which stifle Maria’s opportunities.   

Reduced expectations  
  

Temporality (lived time)  
  

To feel safe and secure is helpful and 
a supportive way to grow and 
develop. Maria’s view of the world is 
not one of confidence in this regard 
for the future.  

Reduced expectations  
  

Temporality (lived time)  
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To live and exist with insecurity 
appears to be Maria’s reality. Her 
reality also is one of not being 
prepared for the adult world and the 
adult world is not prepared for her.  

Unprepared for the world  
  
Reduced expectations  
  

Temporality (lived time)  
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Appendix 20 Analysis table – Provisional 

interpretive understanding 

 

Interpretation with reflection (Maria) 
Re-examination of each sentence, exploratory comments and the themes to inform a provisional 
interpretive understanding 
 

For Maria, her experience of transitioning from adolescence to adulthood has involved a complex interplay 
of her understanding of her own body and the changes that are going on and the world around her. The 
changes she experienced in her own body made her feel different to others. Maria’s existence in the world 
has required continual adjustment to a world around her that is exciting and that she desires to be part of 
but an ongoing feeling of uncertainty is her lived experience. 
 
Maria’s lived experience of life lived and experienced through her body has gradually recognised the nature 
of her body and extent of her disability. How others perceive her has been a constant worry. Stifling of 
opportunity has always been a threat as is the constant compartmentalisation of all people with disabilities 
by a world she desires to be a full part of but might not be able to. She wonders where the opportunities are 
for her. 
 
Maria’s place within a family has been central to her lived experience. As she matures the excitement of 
becoming independent has become a part of who she is, but so too is her place in the world as a disabled 
person. Her existence in the world during the transition years has been clumsy, clunky and uncertain. Her 
lifeworld has been one of an uneasy and unequal relationship with others. This lifeworld experience of 
existing in the world with others has been central to Maria’s transition to adulthood, in and to a world that 
does not know her well enough and for a world she does not know sufficiently. 
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Appendix 21 Analysis table – Overall interpretation 

 

Overall interpretive table   
Interpretation of written account and interview (Maria)  

Maria’s text comes across with several waves of warmth and general positivity and some degree of 
excitement throughout. There are elements of youthful optimism and a yearning for more typical of 
many young people as they embark on life’s journey. Maria sees her life as being an existence within 
her body which she understands as continually changing; this indeed is all she has ever known since 
being a young child. An awareness of her being and existence in the world within a body that is growing 
and changing and doing so in a way that is quite different to others around her has been a central 
aspect of Maria’s experience. With this, has come an understanding, or view of the world that is 
somewhat questioning of the world around her and what may or may not be possible. In this way, she 
sees herself as inhabiting a space in the world that both excites and frightens her.   
 

Recognising and coming to terms with who she is has been a large part of Maria’s experience. To be 
disabled has for a long time been simply ‘not able to walk’, but for Maria her existence in the world, in 
her body that differs to others, has been one of ‘not able to walk’ and one of a continual struggle. This 
has made her think about who she is and what might be possible in life, particularly as she emerges into 
adulthood, and probably in a deeper, more profound way about her body and how she fits into the 
world around her. Understanding of her body, and the things and objects that surround her, has been a 
constant and largely central feature to her lived experience as she becomes a woman. In this regard, 
she often sees herself as different to others but is excited to share the world with others including all 
the objects and things in the world, which are ever-present and everywhere.  
 

For Maria there was a feeling of being different from others from an early age. This deep feeling has 
never really left her as she matures and sees a world around her that she aspires to and wants to be a 
part of. Indeed, she feels she can be a part of the world she sees around her, but there is a recognition 
and understanding that she is living a life quite different to others and that there is a centrality of 
struggle to her lifeworld that is not so for others. As much as she aspires to become an adult and join 
the adult world she is becoming aware of her relationships with others and the barriers she may 
encounter which will inhibit her.  
 

Growing up for Maria, therefore, has been a lifeworld experience of continual challenge both in terms 
of the body she lives and exists within but also how the world sees and understands her, as well as the 
relationships she wants and actually has. This has not altogether been entirely negative, however, as 
there has been experienced time and spaces and relations that have allowed for opportunity and 
friendship and fun. These have been rich and exciting times for Maria as she has grown up.  Seeing 
others, friends and family, make their way in the world has been encouraging too and fuelled her own 
aspiration to live a full life, but greater recognition of the limitations she experiences within her body 
and how she may find a place in the world has increasingly informed her thoughts and how she sees 
herself.  
 
There has been an intensity to the last few years, however, as Maria has gradually become an adult. 
Living in a changing and growing body has been accompanied by feelings of not being understood. She 
has, from an early age, understood that others see her differently but this has become more intense as 
she goes through her adolescent years. Feeling reliant on others when maybe she should be becoming 
more independent is unsettling and not what she expects or wants from life. Feeling this way does little 
to help prepare her for the adult world which she feels she is tentatively edging towards; she is curious 
about the relation she will have with the world as an adult and sees herself as existing in an unknowing 
position and is therefore unworldly. This provides insecurity for Maria as there is so much that is 
unknown about the adult world and her future. This realises itself ultimately in an underlying fear and 
anxiety as to her future and how well prepared she is for the world ahead of her as an adult woman.  
 

Maria has become skilled with adapting, this has become a normal part of her existence, and how she 
interacts with the world around her. She recognises that it is she, ultimately, who will deeply 
understand her body. As she has grown, and is now emerging into adulthood, she lacks confidence in 
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others to really understand and know her. She knows this, and therefore relates to the environment 
(things, objects, space and people) in a flexible way so as to survive. That is, to cater for the 
expectations of others; this allows for some form of participation on her part, which is, above all else, 
what she wants. Growing up, and gradually becoming an adult, in this world of ‘expectations by others’ 
has enhanced her own feelings as ‘being different’ from others but has also pushed her into thinking 
deeply about the person she is still becoming. Maria sees excitement and optimism in her existence in 
this regard. Maria experiences her world in an optimistic way. She has become used to the world and 
has become more independent.  
 

There has been a centrality to Maria’s existence which largely is an overarching feeling of 
unpreparedness. A constant underlying anxiety is ever present as she looks to the future and the adult 
world. For Maria, existing in this world means to be here in the present as a person who cannot walk, 
who uses a wheelchair, and is seen firstly by others in this way. This is an ever-present aspect of her 
existence and is unavoidable. Her wheelchair is not an ‘add-on’ but is central to her existence. How she 
lives in the world, however, has often been made up of time and space and relations that lack 
understanding by others of her, and of her use of her wheelchair, this is a profound experience for 
Maria. Others and the spaces she has inhabited and spent time in do not always understand her and 
sometimes, at worse, do not even see her as she truly is.  
 

Place and position in the world have been part of Maria’s relations with others too. Maria’s lived 
experience of becoming an adult has been fraught with angst but also contentment as there have been 
times of excitement and joy, and the comfort of her family which is absolute and unconditional. 
Ultimately, however, her existence has been characterised by an edgy insecurity as life changes rapidly 
and continually, particularly over the last few years. This can be troubling as she recognises so many 
things she wants to do and be but, probably, cannot and will not – although she aspires and yearns 
longingly for what might be.  
 
There is, for Maria, what appears to be a continual, deep, feeling of ‘ambiguity’ and a ‘maybeness’ to 
her life and existence. This is expressed as she reflects upon how the challenges she has come across 
and experienced have been ever present but never really clear so as to be able to be addressed and put 
to bed. This can bring about a limiting of opportunity which really disturbs her as she does not want to 
entertain any reduction in expectations in life. She may well be different to others but she wants a big 
life, and a full life, and works hard to bring her body into the world so that she can experience and 
hopefully achieve.  
 

Maria has found herself taking up a position in the world that is given to her but is certainly not fixed, 
there has always been room for movement which has fostered an interaction with the world from her 
that is passionate, energetic and optimistic. This appearance of the world in which she exists however, 
does not altogether prepare her for the further and ongoing changes taking place in her body and the 
way in which she is seen, raising some insecurity as to how she finds herself in terms of time, space and 
relations as, ultimately, she is not understood, at least not in a true and authentic way.  
 
There is a constant, almost fear-like feeling, as she has become sensitive as to how others perceive her, 
she would like to challenge this perception of her existence on the part of others but does not see 
herself as able or competent to do so. An ongoing feeling of trepidation has accompanied her as she 
has matured through her adolescent years, particularly as she negotiates the world around her while 
she has been experiencing so much change in her body. This is her normality; the exception to this has 
been the warmth of her family where she feels secure and her existence is more than accepted. This is 
an existence based on contentment when time and space and relations are at their best. Being with and 
part of her family has been another constant for her, there is much mess ambiguity here. This human 
relationship with those close to her has provided support and opportunity that has allowed her to 
engage more in the world. She wonders what she would have done without this. Even the trials and 
tribulations experienced as a family, which have been immense, have allowed for absorption and 
accommodation as to who she is and the woman she is becoming. This has been aspirational for Maria 
but cannot altogether be relied upon forever as there is a grown-up world awaiting and beckoning her. 
She sees that she too needs to move on, like other young people, this is exciting but frightening as 
well.   
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What others expect can often ‘crowd’ Maria’s existence, her want to be considered equally worries her 
as this is not likely to happen, and is especially felt when she faces the overwhelming influence of those 
around her who have authority over what she does and how she lives her life. Her view of how others 
view her has been one largely, of disappointment, as limitations are almost always expected by others. 
She is seen firstly as ‘disabled’ and there are connotations and stereotypical views that accompany this 
word. Uncertainty as she travels through her existence in the world is common place, as is worry and 
self-doubt. This feeling of what can best be described as a ‘lack of confidence’ as to her place and 
position is in direct opposition to her experience of seeing others achieve and her own inner drive of 
wanting more.  
 

For Maria, this existence in a world that sees her firstly as a disabled person can be unfair and increases 
the challenges she faces in life, which ultimately does not prepare her well for the future. Why should 
she accept reduced expectations from others? Maria wants fulfilment and more freedom to live a 
meaningful life. In this regard, Maria’s lived experience of maturing into a young woman, has been one 
of optimism, generally, that a life with meaning just might happen in the adult world. She will have to 
work for this but feels there are forces that might be against her and these are largely beyond her 
control. Maria wants to join the adult world and cannot stop, does not want to stop, her body 
becoming that of an adult; but there is an element of suffocation as she looks out at a future world that 
she is unprepared for.   
 

So, for Maria, her existence in the world as she has matured from adolescence to adulthood has been 
one of mixed emotions in terms of space and time and relations. There remains, more so now than 
ever, as she is 18 years old and really on the cusp of adulthood, a very real and threatening disconnect 
as she finds her way in an adult world that does not truly understand her and for which she feels 
unprepared for. Inconsistency, abruptness and lack of understanding are pervasive now and she 
wonders will the future be like this too. She asks what can be done and yearns for understanding and 
greater freedom.  

  

Interpretation with reflection (Maria)  

For Maria, her lived experience of transitioning from adolescence to adulthood has involved a complex 
interplay of her own understanding of her changing body and how she responds and adapts to the 
world around her. She is surrounded by change, in her body and in the spaces she inhabits and the 
relations she has with others. These changes in her own body and the world around her make her feel 
different to others.  
Maria’s existence in the world has required continual adjustment to a world around her that is exciting, 
and that she wants to be part of, but an ongoing feeling of uncertainty is her central to her lifeworld.  
  
Maria’s lived experience of life lived and experienced through her body has gradually recognised the 
nature of her changing body and extent of her disability. This is who she is and how others perceive her 
has been a constant worry. Stifling of opportunity has always been a threat too, as is the constant 
judgement by others of all people with disabilities. This is from a world she wants to play a full part in 
but might not be able to. She wonders where the opportunities are for her. Maria’s place within a 
family has been central too. As she matures the excitement of becoming independent has become a 
part of who she is, but so too is her place in the world as a disabled person in a family where she is 
loved.  
  
Her existence in the world during the transition years has been clumsy and uncertain. Her lifeworld has 
been one of an uneasy and unequal relationship with others. This lifeworld experience of existing in the 
world with others has been central to Maria’s transition to adulthood, in and with a world that does not 
really know her. For Maria, at the age of 18 years, her lifeworld experience of transitioning from 
adolescence to adulthood is, of course, ongoing and is part of who she is at present. Her existence in 
the world and everything the world has to offer is exciting and joyous but how well prepared she is for 
this world in unclear. 
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Appendix 22 Board work and theme development 
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