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SUMMARY
This thesis is the result of an in-depth study, which explored the experience of choice

and control in decision making when five young people developed and were
subsequently treated for cancer. The study was underpinned by the sociological theories
of agency and structure against the backdrop of the developmental nature of
adolescence and emerging adulthood. The experience of the disease was situated at a
time when these young people were in the process of developing their early adult life
plans and were at a fundamental crossroad in the life cycle. The diagnosis and
subsequent treatment for cancer at this juncture impacted significantly on the lives of

these five young people and those close to them.

Exploratory case studies were utilised in an attempt to examine more specifically each
young persond6s <choi ce, intentionality, cont
decision making, beginning with the onset of symptoms followed by diagnosis and
treatment. Interviews, observations and documentary analysis were instigated to
generate data. Multiple sources were selected to generate further insights and these
included family, partners, friends and healthcare professionals who were close to the

young people during their experience.

Three overarching themeswer e i denti fied during analysis
interruptedd and oOlife reclaimedd. Key el em
complex and interrelating factors which were interwoven within the everyday lives of the

young people.Inthe 61 i fe thend phase, 6hol ding on6 to
i mportance of close and intimate relationst
agentic power during treatment, in terms of the range of decision making and the
complexity of the par ent al rol e, were prominent. I n ¢
determinedd nature of vy o ualigged pgermypwast@rspaterd h av i o

as they made their way towards the end of treatment.

The findings culminated in the illumination of individual trajectories relating to the
fluctuating nature of agency during the cancer experience. These incorporated the three
overarching themes as three sequential phases. Commonalities in this regard were also
identified across the five cases. Several discussions with practice colleagues resulted in
the formulation of potential ways in which ultimately these trajectories might be applied

to practice in the future.
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PROLOGUE
A career in nursing was not something that | planned to do from a young age, as is the

case with some of my colleagues and friends. Indeed, | remember being drawn to other
possible careers which were quite different to nursing. A popular thought centred on
piano teaching, which my father quickly dissuaded me from pursuing by telling me that
once my hobby became a job it would likely not be as enjoyable. | then had dalliances
with PE teaching and the police force before | finally settled on nursing. Thirty-five years
on | still feel privileged to have had such rewarding experiences both in practice and

education and to have met some truly fantastic and inspirational people along the way.

At the outset of my career, | was first prepared to certificate level as a Registered General
Nurse but had already recognised in the second year of the programme that | wanted to

pursue a path working with children and young people. | duly embarked on this route in

1985 and have literally,t o st ate the proverbilaametoleighen 6énot
education relatively late, having spent fifteen years in practice most of which was in the
field of c¢children and young peoplebdbs nursin
including wor ki ng i n a-therdcic und, @ eeoré@atsl urdt,aan ahcotmgy unit

and an acute medical and surgical unit in a medium sized district general hospital. My
favoured area was oncology but | was keen t

was no opportunity for promotion in the oncology unit as senior staff there tended to stay

for many years in their respective posts.

My first foray into higher education at 28 was with the Open University, where |
completed my undergraduate degree whilst still working clinically. My desire for formal
teaching, held in childhood, returned and | began my career in education in 1995. The

Open University kick started my thirst for knowledge and as our young family began to
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grow | felt I had more time and successfully completed an LLM in medical law. | had a
long held interest in law and in the challenges associated with the ethics of caring for
young people and this led me to undertake a dissertation exploring the consent and
refusal of medical treatment in minors. This was a complex task and it gave me insights
and knowledge into the intricate interplay of the legal framework around consent and
refusal of treatment set against the ethical challenges presented by young people in

healthcare settings and those close to them.

Whilst | had always wanted to undertake study at doctoral level, my excuse as | see it
now was that the time had never been 6ri gh
scholarship through generic publications and presentations, both locally, nationally and
internationally and was promoted to Senior Lecturer in 2011. By this time | was also the
professional head for children and young people6 s n y a pest whigh | held from 2008

until the commencement of doctoral study.

A significant personal experience which resulted in the untimely death of my brother was
foll owed soon after by decidedthat|weulddaste nobnormo me nt
time and do something that | had long thought about but not acted upon. What better

group to focus on than where | had most enjoyed my time in practice.
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Chapter 1: Introduction

1. INTRODUCTION

1.1 SETTING THE SCENE
The painting below was completed in the spring of 2014 by Ellen, one of the five young

people who took part in the study. She was keen for it to be shared to explain her

feelings during treatment (Figure.1.1).

Figure 1. 1. Painting by Ellen

The following narrative is from an email that she sent me when | thanked her for giving

me permission to use it in my work:

This painting was finished on the 13/4/14, it took me a month to complete. It's
named Worm's Head, after the beach in Swansea . When | was a child | loved
being at the beach, it is one of the happiest memories | have. The sky
represents my confusion, frustration, and anger towards cancer. The Viking
ship wreck represents my worries of death and becoming an empty shell of a
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person. The waves represent hope, the sea brings calmness to the painting that
keeps me grounded (email sent by Ellen, July 2014).

These words typify this study and act as a fitting backdrop where each young person
experienced fluctuating levels of choice and control as they made decisions in their lives

at this difficult time. Subsequently, wi t h El |l enés per mi ssi on

e

n

postgraduate competition, 0l mages of researc

study. The image was awarded first prize from amongst nearly 50 other entries.
Following discussion with Ellen, the £200 prize money is to be donated to the unit where

she was treated and the research completed.

The context of this study is situated within the realm of teenage and young adult cancer
experience. More specifically the study sets out to answer a number of questions
focusing on the agency which includes, intentionality, motivation, choice, freedom and
control that young people have when making all types of decisions throughout their
cancer trajectory. Young people were firmly at the centre of this investigation.
Nevertheless, it was recognised and acknowledged that those closest to them at this
time including family, friends, and partners, played a significant part in helping and
supporting them through this period in their lives. Equally, the health and social care
professionals involved in their care undertook a fundamental role both in the structure
and management of their care relating to their treatment and their everyday lives. The

study specifically set out the following questions:

i What are the experiences of choice and control in decision making
for a group of teenagers and young adults during their cancer
journey?

0 What are the experiences of parents or carers, health or social

care professionals, partners and friends relatingtoy oung peopl eds

choice and control in decision making during the cancer

experience?
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0 What is the nature of interaction in decision making taking place in
oncology outpatient settings where the teenagers and young
adults are receiving care?
U What evidence is there in the written medical notes from each of

the teenagers and young adults, which records, and thus

contributes to, insights into choice and control in the decision

making process?
In this opening chapter, the backdrop to the study will be introduced. Cancer is
uncommon in this age group, however, for those affected the disease has a significant
impact on their lives as they make the transition to adulthood. The incidence of cancer
specifically in the UK and worldwide, provides an overarching picture of the most
common types of cancer in the 16 to 24 year age group, some of which formed part of
this study. The transient nature of the shift between later teenage development and the
emergent stage of young adulthood reflects some overlapping and important junctures.
These require consideration in helping to specify this group and their distinct needs.
These developmental transitions provide the basis of the underpinning philosophy for
the formulation of service provision in the UK. This is complimented by the development
of expert knowledge, policy and guidance acting as catalysts for the evolution of care in
this age group. The structure of the thesis is such that it will provide a largely sequential,
logical and in depth examination of the questions arising from gaps in the literature to
complement and enhance existing knowledge. Further and most notably however, the
thesis will make a contribution to knowledge which has not been previously presented.
1.2 INCIDENCE OF TEENAGE AND YOUNG ADULT CANCER
Cancer in teenagers and young adults (TYA) is relatively rare, which means that large
scale data on cancer incidence and survival takes more time to become available than
when cancer is common, such as in older adults. These cancers accounted for 11% of
deaths in this age group, making cancer the second most frequent cause of death in
young people aged 15-24 years after accidental causes (Whelan and Fern, 2008).

3
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Recent figures based on data from the Information Services Division Scotland, the Office
for National Statistics, the Welsh Cancer Intelligence and Surveillance Unit and the
Northern Ireland Cancer Registry and provided for Cancer Research UK, state that less
than one per cent of cancers are identified between the age of 15 and 24 years. This
accounts for an average of 2,234 TYA per year in the UK. This can be divided into 1,153
(52%) males and 1,081 (48%) females. For every million males and females respectively
aged 15-24 there are 277 and 267 cancers diagnosed each year (crude rate) (ISD
Scotland, 2013; Office for National Statistics, 2013; the Welsh Cancer Intelligence and
Surveillance Unit, 2013; Northern Ireland Cancer Registry, 2013). Estimated figures
documented by Cancer Research UK (2013), which are sourced from the International
Agency for Research on Cancer, suggest that there were around 173,000 cases of

cancer in TYA diagnosed in 2008.

The most commonly diagnosed group of cancers in the 15 to 24 age group overall are
lymphomas and these make up 21% of the total cancers. The incidence is slightly higher
in males than females. carcinomas (such as of the thyroid, cervix, bowel and ovary) are
the next most common group of cancers diagnosed, accounting for 20% overall. Germ
cell tumours are the third highest, which make up 15% of the overall total. However, 90%
of these are due to germ cell testicular cancers. Other common cancers occurring in this
age group overall include, brain, central nervous system and intracranial tumours (14%),
malignant melanomas (11%), leukaemias (9%), bone tumours (5%) and soft tissue
sarcomas (4%) (Cancer Research UK 2013). Although cancer is uncommon in
teenagers and young adults, incidence data is now presented specifically for this age
group. It could be argued therefore that teenagers and young adults warrant specific
attention in terms of targeted research. The development of policy and guidance would
support this argument with a number of recent national policy developments. These

policy developments have influenced the formulation of guidance most notably by



Chapter 1: Introduction

organisations such as the Teenage Cancer Trust and Teenagers and Young Adults with
Cancer (TYAC).

1.3 INFLUENTIAL POLICY AND GUIDANCE

Recent policy and guidance outlines the requirement to understand the needs of this
particular age group in relation to cancer treatment and care. The emphasis here has
been primarily on recognising that this is a unique age group who therefore require care,
which is tailored to their specific needs (Kelly and Gibson 2008). A key cited document
in the literature was published by The National Institute for Health and Clinical Excellence
(NICE), now The National Institute for Health and Care Excellence who recognised that
the needs of children and young people with cancer were different from those of older
adults with the disease (NICE, 2005). The guidance covers all types of cancer from birth
to the age of 24 years. NICE comment for example, that during childhood and
adolescence there are a number of physical changes which occur that will have an
impact on the type of cancer present, how it needs to be treated and how well the
treat ment works. Children and young peo
be affected due to the psychological changes they experience (NICE, 2005). This
observation is important as part of the argument for conducting this research. Policy
reflects very clearly some of the differences in cancer experience due to age. As a result,
it is advocated that distinct approaches to care, which include awareness of the role of
decision making, need to be applied to this group. Equally there are a number of other
relevant guidance documents and reports which advocate similar strategies in providing
care for this group throughout their cancer journey and beyond treatment (Department
of Health, 2007; Department of Health, 2008; Gibson and Levitt, 2010; Rajani et al.,
2011; National Cancer Intelligence Network, 2012; Department of Health, 2014).
Evaluation of regional services have also been completed to ascertain both performance

and the future needs of young people (Wright, 2012).
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Following the NICE guidelines and in response to the argument for a tailored approach,
Wales has recently produced National Standards for Children and Young People with
Cancer (Welsh Government, 2012). These standards cover a wide range of aspects of
care including diagnosis, referral, treatment options and the environment in which care
takes place. These standards have relevance to this discussion as the study being
described here was undertaken in Wales. The Welsh publication attempts to strengthen
the argument for working in a way that is focused on the unique needs of this age group.
There are also a number of specialist organisations and charities in the UK who have
acted on policy recommendations by publishing guidance. This is aimed at providing
targeted information for anyone involved in the field of teenage and young adult cancer.

One such organisation is Teenage Cancer Trust.

This organisation in consultation with a number of experts in the field of TYA cancer,
including TYAC the organisation for professionals in this field, have published a
guidance document, A Blueprint of Care for Teenagers and Young Adults with Cancer
outlining the needs of those aged between 16 and 24 years with the disease. This
document provides extensive advice for those who work with this age group. The
development of this guidance drew directly on recommendations from teenagers and
young adults who were either receiving or had completed cancer treatment. In the
document there are numerous examples of issues encountered in decision making
during treatment (Smith and Case, 2012). Policy and guidance can act as a catalyst and
has the potential to drive forward focused change. This can be the case in a number of
contexts and the development of service provision in the area of teenage and young
adult cancer is one such example.

1.4 SERVICE PROVISION IN TEENAGE AND YOUNG ADULT CANCER

Despite developments in the treatments and settings where 16 to 24 year olds are cared
for, limited specialist service provision is still a feature of practice for young people.

These limitations involve the choice of treatment protocol, the institute to which they are
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referred and the healthcare professionals involved (Palmer et al., 2007; Smith et al.,
2011). Entry into clinical trials is also comparatively low in this age group (Fern et al.,
2008). Depending on the medical personnel managing the care, and also the choices
which currently exist, some young people may still be treated on paediatric protocols
and in paediatric units. Conversely, others may be treated on adult protocols in adult
wards, hence there is a diversity of treatment and management of care available for this

specific age group.

Despite this variation there is growing evidence demonstrating that adolescents treated
on paediatric protocols have better outcomes in the long term for some tumour types
(Fern et al., 2008). Although there is no definitive reason as to why this should be,
multiple and interrelating factors have been acknowledged and include patient, doctor,
protocol and management of the individuals6care requirements. In addition, biology,
drug doses, compliance and supportive care from a multi-disciplinary approach are also
key influences (Albritton, and Bleyer, 2003; Fern et al., 2013). Furthermore attention is
drawn to the expertise of practitioners in the field and the characteristics and
competencies which might be preferable for those working with young people who have

cancer (Thomas et al., 2006; Gibson et al., 2012; Smith et al., 2014).

Although organisations such as the Teenage Cancer Trust and TYAC, promote and
enhance the needs of this specific age group, evidence still demonstrates that not all
young people are receiving state of the art physical and psychosocial care.
Consequently, they sometimes fail to receive the benefits of multi-disciplinary
involvement in their treatment regime, this can have long-term effects on their quality of

life in future years (Smith and Case, 2012). During the period this study was being

undertaken, national mult-c ent r e research was generading

v al ueyound people being cared for in specialist environments. The so called
OBriliigdht Studyd has not yet reported it

awaited as this is the first large scale study of its kind to examine this question and it is

d
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anticipated that it will provide further insights into the experiences of young people with
reference to the use of specialist services. There have been a number of outputs linked
to this study with the most recent publications reporting the validation and development
of an experience measure reported by patients (Taylor et al., 2012; Gibson et al., 2012;
Taylor et al., 2013; Fern et al., 2013; Gibson et al., 2014; Taylor et al., 2015a; Taylor et
al., 2015b). The study however, is only being undertaken in England, nevertheless there
will still be much to learn from this work for those from other countries in the UK and
beyond.

1.5 DEVELOPMENTAL CONSIDERATIONS

The backdrop to the experience of young people who developed cancer in this study
came at a time when they were either at a particularly important crossroads in their life
or inthe early stages of building their lives through either a career or education. Generally
the potential challenges that are faced by this age group should not be underestimated
as they make the transition to adulthood where they are faced with a number of changes

in their lives.

These challenges for example, may be associated with risk, peer group issues, family
difficulties, intimate relationships, education and work (Kelly, 2003; Kelly and Emery,
2003; Sanders and Mumford, 2008; Davis, 2012; Kenny et al., 2013; Scoles-Balog et al.,
2013;). The young people in this study were in the midst of a web of activity, albeit at
different stages and with different family sizes and backgrounds, they nevertheless all
had to continue to negotiate their path to adulthood. The freedom with which they either
wanted or were able to do this was governed by a number of individual variables. The
social theories of agency and structure were utilised to provide a theoretical framework
in which an attempt was made to understand the nature of this element of their

experiences.
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1.6 THE NATURE OF AGENCY AND STRUCTURE
In attempting to define the nature of agency and structure there are a number of
competing ideas and theoretical debates which have been documented in the literature,
spanning both before and during the 20" century up to the present day. Armstrong (2014)
asserts that the nature of agency has constituted a myriad of meanings and explanatory
theories over time. He describes the use of the term agency, for example, when referring
to types of organisations which provide services on behalf of others and therefore are
constituted in a different context than applied within this study. The way in which agency
is differently situated within the parameters of this study is tailored primarily to the young
people as they develop and are treated for cancer, those close to them and others
involved in their care and therefore not the model of agency described above. Agency
and structure in this study focus on well documented sociological definitions but have
been adapted to achieve more resonance with the subject matter, whilst acknowledging
key principles of each theory. Independence, autonomy and choice, which are also
important in decision making, are implicit in representations of agency and have featured
much more prominently in health settings, particularly during the last decade. Moreover
there is evidence supporting this from the general literature focusing on healthcare
issues and young people (Hutton, 2005; Schaeuble et al., 2010; Young, 2012; Adams et
al., 2014). Consequently, there are particular aspects of the nature of agency and the
ways in which it is relevant and illuminated in the experience of these participants which

requires further exploration.

1.6.1 THEORETICAL EXPLANATIONS OF AGENCY AND STRUCTURE
Arguably the most prominent debate concerning agency and structure in essence sets

out the capacity for individual human a
action at a micro level, situated against the structural control of action at a macro level.
Sociological theorists have over several decades, examined the differences and unease
with the two concepts (Giddens, 1984; Bryant and Jary,1991). Giddens, possibly the

most prominent proponent of this debate, is commonly recognised for his work

gency
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concerning the O6dual ity obagensy tind stimidtuver his@iew | n hi
asserts that the two theoretical perspectives are co-dependent. He proposes that agency
not only produces structure but maintains it over time. Equally however, he also
maintains that agency would not be possible without structure. Running parallel to this
Taylor et al., (1997) explain the view of Giddens who asserts that a significant amount
of agency is banal and routinized. This results in what could often be construed as
unconscious agency. They comment further that Giddens accepts that sometimes
structure will be changed rather than reproduced as a result of agency. People, Giddens
poses, do not always just react to structural forces but reflect on their own actions and

as a result they have the capacity to change their choices in the future.

Bourdieu (1990) whilst trying to move beyond this duality of agency and structure
provides some comparison to Giddensdé view o
agency. Hi s work in this r eslpoegcitc coul nprnaactteidc
fundamentally included the concept of O6éhabit
actions in everyday life. As Williams (2003) put this as paraphrased by an early German

philosopher:

6peopl e make t hei r hersoaial gracteds but thatthet hr ough t
conditions under which these practices are formed are neither known nor
chosen Db(pg. 1W4F).e mo6

In later collaborative work Bourdieu and colleagues further illuminate the power of
structure in terms of its capacity to override both personal and cumulative agency
(Bourdieu et al., 1999). The context of this study is primarily concerned with the notion
of conscious rather than unconscious action, however, it is not unreasonable to
recognise that awareness of everyday agency will shape structure sometimes without
intention. Emirbayer and Mische (1998) suggest that despite all the detailed theoretical
discussion, the concept of agency has received little attention as a theory which stands
alone. They remark that regardless of the important ideas linked with the concept of for
example, freedom and choice linked to agency, it has only occasionally been subjected

10
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to systematic analysis. They further suggest that it is because agency is so closely linked

to structure that the ability of the concept

often ignored or lost altogether. Emirbayer and Mische (1998) provide an extremely
detailed proposition of the position of agency and its relationship to structure, presenting
a number of ideas which describe the concept as differently situateddthan previous

discussions.

Oneoftheirargumentsi s t o d e nhewagstiniwhiach agenty interpenetrates with
the diver se f oEnimsayepand Mische 1998, pgr963). The other aspect
of this proposition is that they argue the need for agency to be understood as a temporal
phenomenon, which incorporates the past, present and future. They refer specifically to
thisas6t he temporally embedded pr 0963 3hey futher
argue that the intricacy of the different agentic positions at different points in time cannot
otherwise be captured. They propose that as agents move through this temporal space
from the past, through the present and into future action, they are in turn able to change
their relationship to structure (Emirbayer and Mische 1998). Interestingly Mayall (2002)
places a strong emphasis on children as @gentséwho take part in their present and
future, whilst working with and against structures. In addition to trying to establish the
nature of agency and structure, the other important consideration within this study was
to try and differentiate between types of agency. Often the complex interplay of actions
in decision making were not solely due to the agency exerted by the young person alone.
It was therefore important to identify and explore not just personal agency but to think
about how this was defined when others were involved in decision making.

1.6.2 TYPES OF AGENCY

Decision making which explicitly illuminates types of agency in the context of teenagers
and young adults with cancer was difficult to locate within the literature. Nevertheless
there is evidence of the use of the term in some healthcare research. In a paper which

considered agency and structure with respect to sex workers, the authors examined
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womenés individual agency in their everyday

which controlled their work. The research highlighted very clearly their personal/
individual agency as they worked alone often in situations where there was risk to them
as individuals not just in terms of their clients but where they chose to work (Bungay et
al., 2011). Proxy agency is outlined as someone acting on behalf of another, for example
i n decision ma,kstudy 2011) lalthoudhjnet abowg Bealthcare but about
home and school life, young people valued the way in which parents made decisions
about some aspects of their lives and did not seem unduly frustrated by the need for
constant individual agency. A third example of agency comes in the form of collective
agency where there is a sharing of actions between a number of individuals. Kippax et
al., (2013) demonstrated the use of this type in a study which considered the capacity
for communities to engage in strategies for HIV prevention, thus drawing on a group
approach to agency rather than an individual one.

1.6.3 AGENCY, STRUCTURE AND YOUNG PEOPLE

Coffey and Farrugia (2014) emphasize the importance of the central position of agency
in explaining Yy oanmasogoegcal perspectivel Ageneysas diready
noted however,c annot be ustandialore® dc asc apté i n def
young people with cancer. Structure also provides a relevant theoretical position in the
context of this study. Sercombe (2010) raises the idea of empowered agency as a
concept in which there is the notion of facing and resisting structures, enabling young
people to become active participants in the social worlds which surround them.
Sercombe further proposes that the opportunity for action changes with reference to
scope of different types of options that are available to them. This, it transpired, was the
case in this study as different contexts provided a fluctuating level of opportunity for the
young people as they attempted to articulate their need for choice and control. It was
very clear though that for much of the time they displayed motivation and intentionality

in desiring the freedom and choice to control a variety of events in their lives.
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1.6.4 THE ADOPTED STANCE IN THIS STUDY
In this research, the case study design enabled the research to be undertaken in real
time as events unfolded within the bounded context of the development of teenage and
young adult cancer. Inevitably there were structural factors which limited the choice and
mobility of young people in making decisions. However, these were constantly changing
in relation to the past, present and future depending on their stage in the cancer
trajectory. Therefore utilising elements of the concepts proposed by Emirbayer and
Mische (1998) t h e afore me n ally cemizedded fptoeessp af rsocial
e n g a g e aral iisttednporal nature including the past present and future is, | believe,
an appropriate and useful stance. Their arguments in this regard, presented a wider
analytical lens through which agency and structure could be applied in this study.
Emirbayer and Mische (1998) asserted that important aspects of the ways of defining
agency had not been attended to. Arguments, in their view, had often paid attention to
the habitual and routine practices referred to earlier, for example by Bourdieu (1990).
They therefore proposed that whilst habitual and routine practice formed a part of the
picture of agency, other explanations failed to demonstrate the full complexity of the
theory. In going further, by paying attention to the temporal and changing nature of
agency and the importance of the socially embedded nature of agentic power, Emirbayer
and Mische argued that wider perspectives of agency could be understood and applied.
I n terms of this study, my interest ,whzly
was situated at the heart of many of the decisions made by young people. Thus the
discussion provided by Emirbayer and Mische (1998) offered practical and realistic ways

in which agency could be considered both consciously, socially and over time.

The acknowledgement of the impact of structure is also accepted in this study and as
such, demonstrates the complex interplay between fluctuating levels of agency over time
as part of the experience of the cancer trajectory in this age group. | have concluded that
it would perhaps be naivetoignoret he st ructur al el e mapariense
based upon the available sociological evidence and the challenges in terms of structure
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which are present in their worlds and accept that this is part of their experience.
Nevertheless the &tructuresdare not in this case ones which might be immediately
associated with a traditional idea of structure in society such as class. Instead | would
hold with the idea of the interrelationships and diverse range of structures alluded to
earlier in the concepts described by Emirbayer and Mische (1998). The structures in this
case relate more relevantly to family, the medical team and healthcare system and the

treatment protocol itself.

Thus taking into account the types of agency, the interrelationship of diverse structures,
the temporal aspects and the social embeddedness of the experience, | have adapted a
framework for conscious agency which will be adopted throughout this study. The
diagram below denotes the types of agency coupled with adapted structures which were
relevant to the study in presenting how these two theories will be utilised. This is
accompanied by the use of arrows denoting the continuum of the temporal nature of
past, present and future and the temporally embedded social engagement which was

present throughout the experience (Figure.1.2).

TYPES OF AGENCY INTERRELATIONSHIPS The temporal
WITH A DIVERSE RANGE nature of the
OF STRUCTURES past, present

and future

Individual/personal agency Family/significant others

The
Proxy agency/agency by . temporally
others Health and social care embedded
team/healthcare system nature of
social
Collective agency/from a engagement
familvifriends/sianifi (Emirbayer
group/family/friends/signific Treatment protocol and Mische
ant others/health and 1998) '

social care professionals

Figure 1.2. An adapted framework for conscious agency when teenagers and
young adults develop cancer.
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Using the temporal nature of agency in encountering the past, present and future as the
young people made their way through the experience of cancer, resulted in the
subsequent production of ideas concerning specific trajectories relating to their agentic
power, as highlighted in the abstract of the thesis.

1.7 HEALTHCARE TRAJECTORIES

The concept of illness trajectories is not new. The work of Corbin and Strauss (1985;
1988) in examining the lives of people at home with chronic illness was instrumental in
the development of this concept. The illness trajectory in their study exemplified the
nature of a myriad of changes both routine and out of the ordinary, which governed the
trajectories of those with long term health problems and those involved in their care
including family, friends and healthcare professionals. Corbin and Strauss described the
concept of three types of work which take place within this trajectory, everyday life work,
biographical work and illness-related work. These are further explained in the context of
chronic illness. Everyday life work is linked to the activities that take place despite the
presence of illness and refer to routine actions which are part of daily experience, for
example providing meals. Biographical work is concerned with the changes individuals6
experience, which might for example affect their identity or limit their former lives when
restricted by treatment. lllness work is associated with treatment related issues such as
symptoms and treatment management (Corbin and Strauss 1988). Originally this model
was applied to living with chronic illness in the home. However, it has been adapted for
use in a number of contexts including cancer care in adults where the trajectory has been
used to take account of particular facets of the specific area (Klimmek and Wenzel 2012).
Similarly there have been other healthcare contexts where the trajectory has also been
applied (Miller, 1993; Nokes, 1998; Halcomb and Davidson, 2005). Corbin and Strauss
(1991) went further in providing conceptual ideas for the development of a nursing model

using the framework of the trajectory for chronic iliness.
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The trajectories of agency in this study and their fluctuation in relation to decision making
was evident with respect to both the timeline of experience and the three perspectives
outlined in the Corbin and Strauss model above. The way in which the proposed
trajectories are utilised in this study links strongly to both the ongoing time line of
experience and the concept of illness.

Corbin and Strauss also resonate in this context. There are clearly examples of
everyday, biographical and iliness-related activity in the context of choice and control in
decision making. It could also be argued that there is some similarity in terms of how

long term illness is situated, however, attention to definition in this respect is worth

The

considering. The term chronic illness has in recent

il l ness and more recent | etald(2018)gefette theseio ondi t

discussing children and young people as @onditions where life-long support will be
requiredd Equally Viner and Booy (2005) make reference to common long term
conditions in young people, such as asthma and diabetes. Whilst many young people
with cancer will recover from their iliness there is some argument for suggesting that it is
a long term condition, particularly in situations where treatment is very lengthy and where
the young person experiences either single or multiple relapses. Additionally some of the
late effects of the disease which may result in a long term condition mean that young
people can continue to have complex health needs (Vassal et al., 2014).

1.8 AN OUTLINE OF THE THESIS

The thesis will include nine chapters, of which this introduction has been the first. In this
opening chapter cancer incidence statistics provide a picture of the numbers and types
of cancers diagnosed in the UK. This provides the impetus for useful policy and guidance

and the development of service provision which was briefly outlined in this chapter.

Chapter Two presents a detailed outline of the landscape relating to the study,
highlighting the complex discussion which centres on the history, nature and context of

6growpéagfrom teenager towards adulthood.
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decision making are briefly presented. Existing evidence in the context of decision
making is illuminated and discussed in the form of results from literature searching,
focusing on young people who develop cancer. Emergent areas are illuminated and
categorised into treatment and non-treatment decision making providing a number of

themes and thus identifying gaps in the existing evidence base.

Chapter Three is concerned with the design, planning and operationalisation of the
study. The early planning work is detailed, particularly with reference to how | engaged
with service users, young people and experts in the field to help inform the study. The
subsequent phases of development are outlined with reference to underlying
philosophical approaches, methodology and research design. Within the design an
outline is provided of the methods which were utilised along with details of setting,
sampling, recruitment and data collection. Data analysis is detailed with reference to
specific steps that were taken to achieve the identification of themes. Trustworthiness is
accounted for in outlining the dependability, credibility, transferability and confirmability
of the study. The logistical elements of the study which were important in safeguarding
participants, are documented and their importance is recognised. Ethical discussion and
the gaining of the said approvals are given some prominence and the challenges of this
part of the study are provided. Reflexivity was an important facet of the work both in
| earning about ot her sandthisds breflydbetlinesd tira sugpgonted

by a number of footnotes in the subsequent findings chapters.

There are four findings chapters in total. The first of these, Chapter Four, introduces the
five young people who participated in the study and what follows is a within case analysis
of each of their experiences, as is the tradition in case study design. With each case
comes a short history of events using a sequential longitudinal approach of their lives

prior to diagnosis, in the early part of treatment and as they approach completion.
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The next three chapters (Five, Six and Seven) provide cross case analyses identifying
three overarching cross-case themes. These comprise dife then6 (the pre-diagnostic
period), dife interruptedé(the phase concerning the point of diagnosis and the early part
of their experience) and dife reclaimedd(where the young people were beginning to move
nearer to the end of their treatment). These three chapters are also presented in a
sequential format. The emphasis in all the chapters is on the availability of motivation,
choice, intentionality, control and freedom that each of the young people had in their
decision making at any point in time. The other participantsdviews are also recounted in
these four chapters, they were gathered from three methods including, interviews, non-

participant observations and documentary analysis.

The discussion chapter which follows illuminates a summary of the findings, followed by
an in depth examination of individual trajectories followed by across case discussion of
the three themes, demonstrating comparison to the existing literature and what has been
added to the evidence base. This discussion results in the contribution to knowledge
through the proposal of trajectories of choice and control during the development and
subsequent treatment of cancer using the identified theoretical framework of agency. In
the concluding remarks in the final chapter, the thesis is summarised with attention given

to future work with emphasis on the contribution to knowledge as a result of this study.
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2. OUTLINING THE LANDSCAPE

2.1 INTRODUCTION
Providing the evidence for the justification of this study was fundamental in determining

what was either minimal in or absent from the existing literature. It is also the case that
to study something that could make a genuine contribution to this important and unique
area of practice was highly desired. Arguably the field of teenage and young adult cancer
care is still an emerging discipline and whilst there are clear streams of work and some
key researchers in the field, there is still much to learn about aspects of cancer care in

these age groups.

This chapter has two overarching objectives. The first is to outline the landscape of young
p e o p ldevéapment and associated issues, including the importance of decision
making in young people. This provides a backdrop for understanding this complex period
of development. The second objective by means of a literature review focuses on the
existing evidence relevant to decision making in teenage and young adult cancer. The
subsequent discussion of the literature identifies gaps in knowledge which led to the

development of the study.

Historical accounts of this time of growth are complicated by both the lack of existence
of the differences between childhood and adulthood in earlier periods of history and by
the different dimensions of development. These include the biological, social and
emotional stages of this part of the life course. This is further complicated by the use of
terms, with reference to early explanations of adolescence following a biological model,
in contrast with issues of youth development being concerned with social experience.
The development of theories which focus on emerging and young adulthood add a
further dimension to what is already a complex picture of this age group. The importance
of 215 century society must also be recognised as being a time of rapid change for young
people, particularly in relation to new technologies and in particular the significant rise of

social media as an important platform for young people in their everyday lives. This is
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accompanied more recently by a difficult financial and economic climate which adds
further challenges in successfully navigating the path to adulthood. The back drop to this
complexity is set against what could be described as a slowly emerging legal rights
agenda which has important implications for recognising freedom and choice relating to

young people (Fortin, 2006).

The concept and process of decision making requires clarification, however, it needs to
be clear that the emphasis of this study was not concerned with the commonly identified
processes, rather the purpose of investigation was specifically focused on the choice
and control in decision making with reference to agentic power. Therefore whilst an
outline of these processes was necessary, the subsequent execution of work was

narrowed to the aforementioned area.

Searches of literature were undertaken prior to the planning of the study to ascertain the
evidence relating to decision making in teenage and young adult cancer (Hart, 1998;
Aveyard, 2010). These were executed through the use of a number of databases in order
to retrieve relevant literature. Further manual searching was also completed and new
evidence was collected in the final year of the study. The emergent themes are
documented and the chapter concludes with a summary of the findings prior to the
detailed explanation concerning the subsequent planning and execution of the study in
the research design and methods chapter.

2.2 HISTORICAL AND CONTRADICTORY PERSPECTIVES OF ADOLESCENCE
The concept of adolescence is one which has been interpreted widely throughout history,
locally, nationally and globally, and thus the way in which this group have experienced
life as they grow towards adulthood has varied widely and changed significantly over
time. The lived experience of the adolescent in twenty first century Britain bears little
comparison to the |ives of this group I
is influenced by many factors, and although not exclusive, they include, culture, religion,

family, peer groups, politics, organisation and structure (Raja et al., 1992; Sinha et al.,
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2007; Oliva et al., 2009). As will become clear these influencing factors have resulted in
a great deal of change in the way society views this period of life. Over time the lives of
this age group, in some countries of the world, have undergone a number of transitions.
2.2.1 EARLY HISTORY

The social historian Aries (1996) comments that the nature of organisation in terms of
age groups is reliant on institutions and in the period of the Ancien regime adolescence
was not clearly identifiable. As an example, Ariés asserts further that this persisted within
educational settings for some time. Differentiating between age groups in school for
example was not considered necessary and thus all ages including youths, adults and

children alike were in the same educational classes.

The term adolescence derives from the Latin @dolescere,t o gr ow u p, dver
time, adolescence has not beenidentifiedas a &ést age 6 i116889)l lticéuld
be argued therefore, that whilst it was Aristotle who first recorded the physiological
changes in terms of the development of secondary sexual characteristics in both sexes,
(which is only part of adolescent development), adolescence remains in essence a
modern phenomenon. Rogers (2005) poses the question concerning what is meant by
modern times in UK society? He confirms that in the context of his discussion on modern
youth in Britain, this began around 1770. Rogers cites that at this time there were two
key developments which had a significant impact upon the lives of adolescents today.
The first of these he suggests, was the introduction of diumanistic forms of governanced
where there was more consideration given to the interests and welfare of individuals.
The second was the development of industrialisation in some parts of the UK which was

the catalyst for regulation and some degree of social control.

Although there was modernisation at this time due to industrialisation, it could not be said
that the lives of young people were given any prominence in terms of their status. Indeed
those in the lower classes of both sexes were often uneducated and working in mines

and mills. This gave rise to growing concerns amongst social reformers at the time, which
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led to the development of a number of welfare and educational agencies designed to
help young people (Griffin, 1993).

2.2.2 TWENTIETH CENTURY DEVELOPMENTS

It is generally agreed that the study of adolescence (in particular adolescent psychology)
and its development as a discipline stems from the publication of a double volume of
work entitled Adolescence: Its Psychology and Its Relations to Physiology, Anthropology,
Sociology, Sex, Crime, Religion and Education, published by Hall in 1904. Although
these volumes are no longer commonly read, his work is cited in a number of

contemporary texts (Stainton Rogers and Stainton Rogers, 1992; Griffin, 1993; Ream

and Savin-Williams, 2003; Kehily, 2007). There are numerous interpr et ati ons

work. His identification of adolescence is the now commonly contested period of &torm
and stressowhich is driven by the biological changes which take place in puberty (Kehily,
2007). Griffin (1993) however, suggests that Hal |l 6s wor
understanding of genetic psychology and Christian theology. Griffin therefore asserts
t hat hHiing Wa8 gch in contradiction, particularly between the roles of instinct and
environment in adolescent development. Griffin also comments that it was because of
the broad range of his work that the ideology of adolescence moved from a religious to

a medical and scientific sphere.

In the 1900s young people fared better than in previous periods of history. The Children
Act (1908) meant medical attention for minors became a right. The setting up of a number
of organisations such as charitable child welfare clinics and juvenile courts saw the
distinction more clearly drawn between childhood and adulthood. This was around the
time when there was a significant shift from protection by the voluntary sector such as
Barnardo® to the development of statutory mechanisms (Stainton Rogers and Stainton
Rogers, 1992). Examples here include Prevention of Cruelty to and Protection of

Children Act (1889) and The Custody of Children Act (1891).
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2.2.3 GLOBAL DIFFERENCES
The afore mentioned was not of course a global picture and in some countries this
situation has not changed. Some cultures do not recognise adolescence in the same
way as in many Western cultures. Boyden (1990) for example asserts that in capitalist
countries in Europe and the United States there is a connection between interests and
priorities and howthesec onnect t o what ofclldhood beingahbappye 6 i d e
and safe period. Asan exampl e of e xsheraedsitorclhyldren m &haitandd e a | 6
who are trafficked and sexually exploited. Furthermore it is commonly recognised that
children still work in the same way as adults do in some countries. In 2006, media reports
exposed Indian children as young as five working alongside their mothers for up to
sixteen hours a day in matchstick making factories. Campaigners at the time stated that
there were over 11 million children forced into work in India at the time. Thus one could
argue the absence in recognising the demarcation between adult and child and therefore
most certainly between adolescent and adult (Dhariwal, 2006). It is also the case that for
children born and living in the UK, whose preceding generations are from countries such
as those mentioned above, everyday life and health experiences can vary widely
according to culture (Kelly, 2008).
2.2.4 DILEMMAS OF DEFINITION, INFLUENCE AND TERMINOLOGY
Subsequently defining contemporary adolescence is a complex task. It is certainly clear
from a number of definitions that it has been described through chronology, with authors
commonly citing the period of adolescence as being between 10 and 20 years (Smith et
al., 2011; Bee and Boyd, 2009). It is also documented that it is strongly influenced by
biological change. The commencement of puberty is associated with the onset of
adolescence, where the development of secondary sex characteristics denotes the
physical journey to adulthood. The changes in both boys and girls are clearly apparent,
particularly the physical changes such as the growth of body hair, the development of
breasts and in boys the deepening of their voice. Montgomery (2007) however, argues

that the role of biology should not be Od6over
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sometimes complex changes that are taking place. Montgomery asserts that the social

changes experienced by the youngheipegperercer ar e

Hal | 6s 1reférréd tavtberadtolescent period as one of storm or stress which he
claimed was characterised by biological changes which ensued during this period. This
view was contested by anthropologists at the time. It was the early work of Mead, (1943)
who in the early 1920& conducted fieldwork which explored the notion that it was puberty
which was the cause of storm and stress. Mead travelled to Western Samoa to work
amongst young people and examine how adolescence was experienced and
understood. Mead explored the differences between the young people in Samoa and
those in her own country, North America. As a result of this Mead rejected the idea that
biological change was responsible for some of the problems in adolescence. She
asserted instead, that in part it was the way in which society managed young people
which created problems. Her work has been discussed widely and in some cases

contested since.

To complicate the debate further the literature is split between two discourses, the study
of adolescence and the study of youth. Adolescence has thus been the established term
for the biological and psychological influences which happen following puberty. The
perspectives associatedwi t h Meadés and others work is of
youth. These two terms @dolescence and youthdare therefore in contrast. Subsequently
Hall 6s work is described as being |inked to
youth is concerned with social groups and the way in which they are defined in society.
These social components are centred on culture and practice. The way in which youth
is experienced in different parts of the world therefore will stem from individual lived
experience encompassed by particular cultures and practices. In early life, for example,
children will develop behaviours, ideas, attitudes and beliefs which are established
essentially from primary socialisation in the form of their family. However, as they grow

they begin to be exposed to secondary socialisation which means that these components
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will potentially change. The key elements of secondary socialisation include, school,
interest groups, the church, the media and importantly peer groups (Bee and Boyd,
2009).

2.2.5 EMERGING ADULTHOOD

To add further complexity to the already confounding debates, more contemporary
writings on young adulthood add further scope to how this period of life can be
conceptualised. This is important for the study as the young peopled dives that are
described here fall outside the debate commonly held relating to adolescence, with some
of them being over the age of 21 years. Arnett (2000) suggests this is an evolving area
of development which spans further than 21 years up to and including those aged
between 18 and 25 years. It is specifically described here as neither adolescence nor
young adulthood but as a period in between the two identified concepts and thus referred
to as emerging adulthood. Arnett notes in his original discussion, that the baseline of 18
as a starting point for emerging adulthood is based primarily on the common age of
leaving school coupled with the acquisition of legal rights. He also comments that there
has been a marked shift in terms of demography and that the age at which young people
begin to establish their lives in terms of work and relationships is later than in previous
generations. Arnett ultimately proposes a theory of development spanning from the late
teens to the middle twenties based on three premises which he argues are distinct.
These include demography, subjectivity and identity exploration. Interestingly in the
context of his discussion Arnettr ef er s t o the use of the
common at this stage of life which is defined as involving the power to make a choice
and the act of making and determining a decision. More recently, however, Arnett (2014)
identifies further development in this constantly emerging area, including the relevance
of social media in the lives of this group and some of the specific problems they might
face. He refers to the ability of the age group to assert confidence and express optimism

in what can sometimes be an unstable environment.

25

tern



Chapter 2: Outlining the Landscape

Konstam (2015) complements this and notes that in a rapidly evolving world, where work
practices are changing, pressure on young people is increasing. Importantly, the
development of technology impacts upon the lives of those in emerging adulthood.
Consequently, confusion, stress and a degree of vulnerability in terms of emotion can
render this stage a confusing and over whel:
recognition of this changing landscape has implications for those who alongside all these
potential challenges also face a cancer diagnosis. It is perhaps this discourse, centred
around the conceptual ideas of emerging adulthood which resonates most with this
study. Only one of the participants in this study was under 18, although she was close
to the age at which many of the choices referred to already needed serious
consideration. The other participants were all firmly in the midst of navigating their way

through this exciting but challenging and sometimes uncertain time.

The breadth of debate about adolescence and the emergence of young adulthood with

its emphasis on biology and psychology and the study of youth outlining many of the

social issues facing young people are clearly distinct. However, common to all areas of

life are the rights of young people. The issue of rights lies at the heart of this study,

affording not just the choice but acknowledging the right of this age group to make

decisions and the right to be able to control these decisions if they so desire.

2.3. A QUESTION OF RIGHTS?

Historically children and young people were afforded little acknowledgement in terms of

their rights. Well known anecdotes such as 0
been repeatedly played out in all areas of life which include education, healthcare and
position in society. However, these facets o
have all begun to be supported more recently by statutory frameworks including The

Children Act (1989), Children (leaving care) Act (2000) and The Children and Young

Per son@Q@08)Act
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Notably in healthcare, the important precedent set out in Gillick v West Norfolk and
Wisbech Area Health Authority (1986) was to radically change the landscape with
reference to the narrow terms of The Family Law Reform Act, (1969).This had previously
only outlined provision for those of 16 and 17 years to provide consent for medical
treatment. The Fraser guidelines established in the Gillick case afforded more rights for
young people under 16 years of age. Equally in healthcare a number of policy, reports
and guidance publications have documented the need for recognition of children and
young peop(NdSDSHEan, 2000 Ndtienal Service Framework, 2003; Kennedy,
2010; Department of Health, 2012). This is in contrast to earlier accounts of healthcare
for children and young people. As few as fifty years ago children who required a period
of hospitalisation would be presented for admission with their mother who would, once
all of the paperwork was taken care of, leave the ward and only return when it was time
for the child to be discharged. The seminal work of Bowlby (1988) was to reveal the
importance of attachment for children rendering the aforementioned account today as

unrecognisable in many countries.

In spite of some of these early approaches, childrenb and young pelmpel eds

begun to emerge in a number of countries around the world and to be recognised as
having the same importance as the rights of any individual regardless of age. In terms
of legislation in England and Wales the most influential statutory development of the 20™
century came in the form of the Children Act (1989). At this time the United Nations
Convention on the Rights of the Child (UNCRC) also published what was hailed as a
landmark document containing a number of rights statements, most notably in the

context of this study. Article 12 determines that:

0 St a arteesshatl assure to the child who is capable of forming his or her own
views the right to express those views freely in all matters affecting the child

being given due weight in accordance withtheage and matur ity

(United Nations Convention,1989).
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There are those, perhaps most notably Freeman (2014) an internationally known legal
academic, who create the impression that there is a strong case for revisiting the
convention rights with a view to establishing a 21%t century treaty which will reflect
childrend sind young peopleb6 seeds today. Similar views could also be espoused in
relation to the Human Rights Act (1998). Although only enacted in 1998 in England and
Wales, the convention rights were first published in 1950. Fortin (1999; 2006) comments
on the legal impact in respect of children following the implementation of the Human
Rights Act. Fortin argues that the Convention Rights were not designed to meet the
specific requirements of children and proposed that application to children had to
somehow be fitted into the Articles. This again reflects how many societies viewed the
needs of children in the first half of the 20™ century. In further commentary Fortin asserts
that from an adult perspective it appeared that both parents and the courts forgot that
children, who are at the centre of a case, have rights and interests too and that these
deserve to be given attention and consideration. This is viewed by Fortin as the problem

of competing rights against welfare.

Whilst there has been a significant increase in the number of policy and guidance
documents relating to childrend and youngpe o p | e 6 sthercle d ddsr jghts @genda
has not yielded any further rights legislation in England at the time of writing. In Wales
however, the Welsh Government recently introduced the Rights of Children and Young
Person& Measure (2011), the first measure of its kind in the UK. In doing this the Welsh
Government have enacted the UNCRC into domestic law. They have therefore set out
to strengthen the rights of children and young people aged from 0 to 25 through
government policy. The measure has been warmly welcomed by those working with
children and young people in all sectors, including health (Welsh Government, 2011). At
the heart of the rights movement has been the notion of the involvement of children and
young people in making choices about their lives. Central to this is choice in decision

making and with reference to this study, specifically in the experience of cancer.
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2.4 THE PRINCIPLES OF DECISION MAKING AND YOUNG PEOPLE
In the process of increasing independence and autonomy, generally young people will
begin to engage in decision making, which is governed primarily by them rather than by
others. They may of course be guided by others such as peers, parents or important and
valued people in their lives (Bednar and Fisher, 2003). Nevertheless they begin to be
able to navigate their paths through life decisions including for example, whether they
will continue with formal education or which career they might pursue. They also begin
to take control of lifestyle choices which may involve differing levels of risk as well as
making relationship decisions. Downs and Fischhoff (2009) argue that adolescent
development is centrally dependent on being able to make such choices. Developing
autonomy is generally experienced as young people mature. Leffert and Petersen (1999)
comment on the increasing capability of young people in decision making as they grow
towards adulthood and how this increasing autonomy shifts responsibility from the parent
to the young person. However, young people will still look to others to help them in
decision making and sometimes they may return to a state of being dependent when
they have a serious illness and this may continue for some time once treatment is
complete (Grinyer, 2004, Ressler et al., 2003). Models of decision making are therefore
bound up with the concepts of autonomy and dependence during adolescence and

beyond (Davies et al., 2015).

Decision making models during adolescence involve a complex set of actions which in
the literature have been divided into several steps (Byrnes et al., 1999). In using these
steps which include ddentifying the possible options, identifying the possible
consequences which might follow these options, evaluating the desirability of these
consequences, assessing the likelihood of those consequences and combining the
aforementionedaccor di ng t o s okady ahdkBeythsMarom (1992 pbgedd
describe two types of decision making models applied in adolescence, normative and
behavioural. They identify the same steps outlined above for each, as advocated in the
decision making literature. However, the former (normative) is concerned with how
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decisions should be made and the latter (behavioural) with the reality of decision making
and how it actually takes place. Central to decision making is the ability to reason and

the capacity and competence to decide.

Weithorn and Campbell (1982) argue in their research that adolescents are comparable
in the attainment of their reasoning abilities with adults by the time they reach the
approximate age of 14. In an earlier study Grisso and Vierling (1978) found that fifteen
year olds were able to make decisions in the same way as adults. It was noted however,
that in these studies they were asked to make decisions relating to hypothetical situations
rather than real life events. Therefore decision making in reality and in the context of
healthcare in particular, might take on a different guise with reference to behavioural
decision making. Downsand Fi schhoff (2009) refer to

t he 6 d e sealityG This dbseeation has important implicationsfory oung p
decision making during the cancer experience. In essence, a nhormative model would
constitute how all types of decisions could be made by considering all of the options
available. However, in reality the way in which a decision is likely to be made could
potentially be different. It could be confounded by a number of factors, which may include
the added emotion, confusion and shock which would be likely to have an effect on the
young person, particularly in the early stages of treatment. This has implications for the
application of proxy and collective agency in assisting in decision making when young
people experience fluctuation in their choice and control, either by their own design or

sometimes against their wishes.

Recent scientific studies have focused on the adolescent brain and decision making
(Blakemore and Robbins, 2012). The authors comment that there is evidence that
structures in the brain, particularly in the prefrontal cortex, play a role in decision making
in adults. Blakemore and Robbins suggest that these processes are different in the

adolescent brain and that there is evidence that social and emotional factors
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physiologically may influence decision making. They acknowledge that this is a relatively

new field where many questions still need to be answered.

In the context of this study, the emphasis on decision making is situated in young
p e o p tognitige ability, capacity and competence to take control of their lives. This is
the most prominent measure utilised in healthcare practice (Fundudis, 2003; Alderson,
2007). This factor was evident both in reviews of the literature and resultant findings in

the data set.

I n outlining the | andscape trh toyYoousinggon thee o pl e €
experience of decision making when they develop cancer. The discussion thus far has
provided a back drop of developmental issues, issues of definition, terminology and
rights alongside an outline of decision making in this age group. These issues have
relevance to the specific literature explored as part of the study.

2.5 LITERATURE REVIEW: BACKGROUND

This second part of the chapter, as outlined in the introduction, involved undertaking an
in depth search of the literature to ascertain the range of evidence relating to decision
making in teenage and young adult cancer. In determining the scope of the literature
review, there were a number of initial questions regarding the proposed area of research,
which required some exploration. Early ideas focused on the refusal of cancer treatment
in teenagers based on the legal framework in England and Wales. This framework whilst
providing a precedent for consent to medical treatment in teenagers, does not include
the rights of the teenager under the age of 18 years to refuse medical treatment (Brazier,
1996). There is currently no legal precedent, which has supported a refusal of medical
treatment in an individual under the age of 18. It became clear from the legal evidence,
that this was an extremely sensitive area potentially fraught with tension between
parents, teenagers, healthcare professionals and legal personnel (Re E (Minor1990); Re
S (a minor) (consent to medical treatment) (1994); (Re M (child refusal of medical

treatment) (1999).
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Added to this, it is rare for these matters to reach the courts and so there would be very
little scope for accessing research participants, as well as what | believe to be
insurmountable ethical challenges. The interest in examining these types of decisions
was fuelled by the notion that when young people are making the transition to adulthood,
they normally become increasingly independent in their decision making (Smith et al.,
2011). They often desire more control in this aspect of their life in relation to a number
of areas. These may include, their future career, work, education or relationships.
Questions were subsequently raised in relation to young people making decisions during
the development and treatment of cancer, not just focused on treatment but in all aspects

of their lives.

The proposed focus of the research was further refined following consultation with
experts in the field of teenage cancer. This was accompanied by discussion with non-
professionals, a cancer survivor and a family who had been affected by cancer. In terms
of service provision, teenagers from 16 years are normally grouped with young adults in
this field of care. Thus the search for evidence of decision making looked for research
that focused on the 16 to 24 year age group. Subsequently a discussion paper was
published which raised some issues illuminated in the literature. Excerpts from this
paper, including the initial search, have been reproduced in this and the last chapter

(Davies et al., 2015) (see Appendix 1).

A literature search was undertaken to retrieve articles published between 1990 and 2013
using the following databases: Cumulative Index for Nursing and Allied Health Literature
(CINAHL), SCOPUS, Medline, Databases and Abstract of Reviews of Effectiveness
(DARE), Applied Social Sciences Index and Abstracts (ASSIA), (Psych Info) and The
Cochrane Library. Only papers written in the English language were retrieved but these
were not limited to those published in the UK. Keywords were used in combinations and
included: adolescent; teenagers; young adults; cancer; autonomy; dependence and

decision making. The aim was to identify evidence in the literature outlining teenage and
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young adult experience of the different types of decision making during cancer treatment.
Initially 817 articles were retrieved. The articles included reports of original research
using a variety of methods (primarily interviews, focus groups and observation),
commentaries and opinion papers. Some articles focused on children,
adolescents/teenagers and young adults with cancer and whilst an attempt was made to
exclude all materials that referred to those under 16 this was not possible in sources of
this type. These materials also covered a wide range of issues other than decision
making and some were concerned with chronic illness, generally in young people. These
were then filtered for relevance in order to focus only on those who had experienced
cancer treatment. This resulted in identifying 124 articles. Again there were several
issues relating to elements of care and management other than decision making, for
example health promotion, education and treatment issues. The articles were further
reduced by focusing on those where either decision making and autonomy and
dependence were in the title or the abstract and/or there were themes in the publications
which related to these concepts. This resulted in 29 articles being considered for

discussion (Figure.2.1).
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Initial search terms yielded 817
articles relating to children,
teenagers/adolescents and

young adults covering issues not
all directly related to decision
making or cancer

A 4
Articles not focused on cancer
and decision making in
teenagers/adolescents, young
adults filtered resulting in 124
articles.

A 4
Articles relating to decision
making and /or including
discussion about autonomy and
dependence in title, abstract or
themes of the article included
was 29.

A 4
Articles (29) read and re read
using an inductive approach to
identify themes. Most common
themes included in the
discussion

Figure 2.1. Selection strategy following initial literature search in 2012.

This provided a number of themes which related to treatment decision making in cancer.
The perspective of the teenager and young adult was considered in some of the literature
but not all and a number of studies were undertaken using samples across a much wider
age range, which included those under the age of 16 years. Despite glimpses of the
differences in everyday life in terms of a loss of dependence and control, specific studies
in the literature on everyday decision making during cancer treatment were not evident.
It was therefore felt that this research would provide evidence to begin to populate the
gap. This action could prove potentially important in determining how everyday decision

making during cancer treatment is facilitated in practice settings.
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In the first literature search there were only two studies which resonated strongly with the
experience of decision making being explored in this study, although these both had a
different focus to the plan for this study. A study undertaken by Hokkanen et al., (2004)
investigated the views of adolescents using focus groups to highlight their experiences of
cancer. The study did not include those over the age of 18 years, but it identified categories
of decision making. These included:

doint decision making, inadequate chances for decision making, independent

decision making, illusion of decision making, reluctant to make decisions, and
excluded from decision ma k i (pgg3@5).

This had important relevance for this study. The data reflected several months of their
journey and there were many different examples of how the decision making process
was played out in the ongoing treatment and everyday life situations experienced by the
young people in this study. Some of the categories identified by Hokkanen et al. (2004)
would support this through the illumination of different types of decision making which

perhaps reflected the fluctuation in control amongst participants over time.

In the second study Wicks and Mitchell, (2010) specifically documented a loss of control
in decision making during treatment and detailed some of the frustration that this resulted
in for young people. This related almost exclusively to treatment decisions. However, in
the other part of t he sréfleceddtheir positivd experiericése ne f i
which enabled them to make decisions about their future lives. The sample in terms of
age was close to the sample being examined in this study and the data gathered were
directly from the young people as in the Hokkanen et al., study. The sample, however,
were further away from diagnosis than in this study and data were not collected in real
time as they made their way through treatment. Nevertheless this was a useful account
of the presence of independent decision making prior to cancer diagnosis, compared

with a lack of control whilst having treatment. Despite this, positive effects were
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illuminated which appeared to reflect a renewed independence as a result of the
occurrence of cancer.

2.6 OTHER PERSPECTIVES ON TREATMENT DECISION MAKING

Limited work exists in the sphere of decision making in the field of teenage and young
adult cancer treatment. Early work by Dunsmore and Quine (1995), which explored
decision making by young people during cancer treatment did not seem to lead to a
proliferation of further evidence in the same context. In a recent Cochrane review Coyne
et al., (2013) were unable to find any results in a systematic review of the literature
pertaining to interventions for shared decision making in children aged up to 18 with
cancer, albeit that they were limiting this to clinical trials. However, their results reflect
the lack of evidence which is focused ont ool s t o assi st in
making. The authors concluded that more research was required. Although this work
was limited to quantitative evidence, it reflects the general position with reference to

empirical research in the context of decision making and young people with cancer.

The search of the literature identified a number of papers relating to treatment decision
making. However, these were not generally across the cancer journey, rather they
focused on specific elements of treatment, for example, involvement in clinical trials
(Chappuy et al., 2008; Read et al., 2009). These studies examined decision making
about participation in clinical trials (although the Chappuy et al., study also considered
HIV patients). The authors identified issues in terms of both capacity and competence
on the part of the young people, including their decisions about whether or not they would
take part. Competence was raised in a number of discussions in relation to decision
making, interestingly Duncan and Sawyer (2010) suggests that competence can be
accepted if the young person makes the dgightéchoice but is perhaps questioned if the
d&vrongbchoice is made. The difficulty here, as with a good deal of the evidence relating
to treatment and indeed cancer experience, was the age range included in the sample.

In both of these studies children younger than 16 were recruited into the sample. This
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presented issues of sampling in terms of age which undoubtedly had an impact upon the

analysis of the process of decision making in these studies.

Another aspect of treatment decision making relating to the cancer experience gathered
from the literature was in the area of palliative care (Hinds et al., 2001; Hinds et al.,
2005; Tomlinson et al., 2011). Again this work focused on one aspect of the cancer
journey. In 2001 Hinds et al. undertook a study to develop guidelines that would assist
in end of life decisions. These guidelines did not just consider the perspective of the
parent and healthcare professional but also included the adolescent perspective.
Adolescent patients who took part in the study reflected on the significance of being
well-informed but commented that they valued the opinions and suggestions given to
them by both their parents and healthcare providers. Equally parents and healthcare
professionals, reported positively when the child or adolescent patient was able to
highlight preferences and take part in decision making. All three sets of participants in
this study commented that it was crucial everyone was informed about treatment

decisions which were made.

A later study by Hinds et al., (2005) considered end of life care preferences of children
and young people with cancer but again although the mean average of the sample was
17 years and 4 months, children as young as 10 were interviewed. The total sample was
twenty patients. All the patients were involved in end of life decisions which included,
enrolment onto a phase one trial, adoption of a do not resuscitate order or initiation of
terminal care. Almost all the patients (18 out of 20) could remember their treatment
options. They were able to identify the outcome of their decision as leading to their death
and understood the consequences of their decision in terms of the complications, for
example of entering a phase one clinical trial. The authors claimed that their findings
demonstrated that children between the ages of 10 and 20 who were in the final stages
of their cancer trajectory were able to take part in the decision making process. The

nuances expressed in these types of decisions are important and as such contribute to

37



Chapter 2: Outlining the Landscape

the evidence on decision making and are informative for this study. Rather than focusing
on one particular aspect of the journey though, the questions proposed in this work
attempted to examine a much broader picture of the cancer trajectory. In doing so this
picture was able to inform how young people could be helped at a number of junctures
during their experience.

2.6.1 PARENTS AS TREATMENT DECISION MAKERS

An issue which added a further dimension to the retrieval of literature and which had
relevance to this study was the evidence relating to parental roles in decision making.
This highlighted the inextricable link between parents and young people and the parental
role as proxy or shared decision makers (Stegenga and Ward Smith, 2008; Zwaanswijk
et al., 2011). Most generally in developed societies where traditional family forms exist,
parents are those who are closest to their children. Traditional stereotypical nuclear
family forms are most commonly explained as those where there are parents with
children. However, in recent years there are a range of variations in terms of these
arrangements with the emergence of alternative family forms (Bengtson, 2001). For
example, single parent and reconstituted families have become more common as well
as children being brought up by those in lesbian and gay relationships. Families though
do not sit in isolation, rather they are influenced by the societies in which they live
(Hemphill and Dearmun, 2011). These authors argue that the family can be whoever it
chooses itself to be due to the many diverse forms that it may take. Nevertheless,
parents or indeed carers, in whatever family form, are those most likely the people who
know their children best and have helped and guided them at particular points in their

lives.

During socialisation, particularly primary socialisation in the first five years of life, parents
ar e nor mal |y t he centr al contributors
supporting them at each juncture, influencing their values, thoughts and beliefs are all

well recognised aspects of the parental role. At this time they are undoubtedly
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dependent on their parents for significant parts of their everyday lives (Bee and Boyd,
2009). Everyday life decisions will, in these early years, be most often made by parents

with little independence on the part of the child in terms of their individual autonomy.

As children begin to experience secondary socialisation they grow and develop
intellectually, emotionally and socially and will begin to make more and more decisions
for themselves. However, parents are still often involved in the lives of the young person
and will still seek to influence their decision making. Sometimes at this stage parents
find it difficult to give increasing freedomt o t heir now déadol es
element of control in decision making situations. Lashlie (2011) provides the analogy of
the young person crossing a bridge. The journey across the bridge is to adulthood. The
parent can go a little way along the bridge but then must allow the adolescent to
complete the journey. Lashlie comments on one mother who was not only unable to
leave the bridge butwhowas 6 ¢ a mpuetdé oo nwork does fodus only on adolescent
boys and largely mothers, nevertheless it serves as an example of the problematic
nature of 6l etting go 6todevelopimcetasing abitanomy twhich

will include independent decision making.

It is therefore not surprising that when this age group develops cancer, parents will
almost invariably be involved in decisions which concern their child or adolescent.
Following a diagnosis of cancer, parents experience high levels of emotion, stress, fear
and anxiety. Added to this, parents may have to navigate a range of complex family
relationships and there is also the requirement to develop relationships with those
providing healthcare (Stewart et al.,2005; 2012). Thus, one must acknowledge the
specific context in which these experiences take place. Stewart et al., (2012) attempted
to explore the process of treatment decision making in this context and interviewed 15

parents of 13 children who were facing cancer treatment.
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Overarchingly, parents described that their key objective was making the right decision,
through an obligation of best interests in relation to their child. In the Stewart et al., (2012)
study, interview gquestions consisted of how parents thought and felt when preparing for,
during and after treatment decisions. The study also considered the participation of
others and the impact the decision making had on the parents themselves. The study
again was not focused on late teenagers and young adults, the age range of patients,
was from three to seventeen. This was a common feature in much of the evidence
relating to parental decision making, thus making it unclear as to what specific issues
there might be relating to these processes in the 16-24 year age group. Stewart et al.
identified the sense of responsibility that parents felt in doing the right thing for their child.
Responsibility is a key word in this context, it has structural and indeed legal overtones.
Parental responsibility in law is such that parents have a legal duty for their children until
they reach the age of 18 years in England and Wales and therefore can override their
decision making in a number of areas, one of which is medical treatment (British Medical
Association, 2008). Further Grinyer (2004) asserts that young people can still be

vulnerable at this time in their lives.

In supportive terms parents in Stewart et ald s s adlsa emphasized the need to act as
advocates for their child and to protect them. In doing so they suggested that they were
acting as their childbds surr edasiomswasTolaginr mai
such a way as to ensure their child had the best chance of a cure whilst remembering
their guality of i fe. I n proceeding in th
involvement in decision making. Even in the case of older children (teenagers) they did
not want them t o UHeaisioea makinge Oubdf ail thdse mtérviewéd in
the Stewart et al study only two parents indicated that their child had made treatment

decisions.

Similar findings were identified in an earlier study undertaken by Holm et al., (2003)

which explored a broader range of issues which constituted parental involvement in their
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childdbs cancer care and treatment. Here 45 p
their c hil do st hadabeenecompletad.efaiocaey remerged as the key
overarching theme in care. Parents spoke of the need to act on behalf of their children.
They stated that they (the parentsymade o6cr i tical é decisions. O
6needi ng t qthisdheaaygued was becguse no one really knew how her child

felt or what they were going through.

As already pointed out, at the time of diagnosis parents are thrown into a situation of
high emotion which can potentially create difficulties in decision making. In an
illuminating study by Noyes (1999) motherséresponses to a child becoming acutely ill
were what could only be described as distressing and significant. Noyes discussed some
of the rather startling effects that this type of situation had on mothers. Her study was
only a small sample of 10 women and referred to situations in intensive care,
nevertheless arguably these responses could translate to other acute situations. Noyes
highlights accounts which included mothers forgetting the telephone numbers of their
close relatives. It is therefore understandable that parents are placed in a position where
they too are vulnerable, one in which their usual approach to negotiating decisions with
their children might change because of their emotional state and their instinctive need to
protect them at a distressing time.

2.6.2 DECISIONS CONCERNING FERTILITY PRESERVATION
This literature is difficult to place in the overall picture of decision making6t y pe s

o
5

experience of cancer. Whilst it is a treatment decision it is not a cancer treatment
decision, rather a treatment which results from the effects of the prescribed protocol. It
also forms a part of future life decision making. The impairment of fertility for both males
and females can occur as a result of cancer treatment. Long term issues relating to
survivorship include the possibility of infertility as a late effect of some cancer treatments.
This can have significant implications for teenagers and young adults who are

undergoing treatment, some of whom are unlikely to have started or even contemplated
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having a family of their own. Nevertheless it is probable that at some point these
teenagers and young adults will want to have a family. If they are unable to realise the
desire for a family their future quality of life can be affected. Zebrack et al., (2004)
commented that revealing suspected or actual infertility raises concerns for some
adolescents who thus choose not to disclose such matters when embarking on a
relationship. In this study the authors carried out semi structured interviews exploring the
quality of life in a convenience sample consisting of 32 individuals who had been treated
for cancer in childhood aged between 19 and 37 years. Surprisingly, 59% of participants
disclosed that their fertility status was unclear to them, whilst only half of these
remembered a healthcare professional or their parents ever discussing the potential

fertility issues that might have arisen from their cancer treatment.

There have been well documented arguments that accurate fertility information should
be given to those with cancer at the point of diagnosis and that this information should
include the potential reproductive problems encountered following cancer treatment
(Quinn et al., 2011; Peddie et al., 2012). These papers raised issues about the level of
involvement that young people have relating to matters concerning their possible
impaired fertility. It is not in dispute however, that at the point of diagnosis the overriding
concern is to treat the patient effectively and as soon as is possible. Therefore there

might perhaps be some argument for why fertility issues are not raised immediately.

Quinn et al., (2011) support the work undertaken by Zebrack also highlighting that
discussions about the impact on fertility and fertility preservation with adolescents has
often not been given full attention. In the Quinn et al., paper an analysis of decision
making in teenage cancer patients and the utilisation of fertility preservation was
undertaken through a search of peer reviewed studies between 1999 and 2009. A key
question posed by these authors asked whether adolescents with cancer could make
decisions about fertility preservation. The results were interesting not least because

there was some variation in patient experience with discussions about fertility
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preservation being more common in some studies than others. However, central to much
of the work carried out in this field was the need for information. Other issues, which in
essence formed a barrier to decision making, included gender, females were perceived
to be more open to discussion than males even though they were more distressed at the
prospect of being infertile. Some patients were embarrassed or anxious at the thought
of discussing fertility preservation and in some cases this was because the discussion

would be with the oncologist.

The findings in this paper also presented evidence that joint decision making between
parents and the young people themselves was a strong feature of the decision making
process. Quinn in conclusion argued that more research was required which would
examine participation in the decision making process in this topic and suggested that the
use of an assessment tool that was able to measure specific understanding of fertility
preservation, decision making, competence and the desire for decision making to be
shared needed to be developed. Another study (Crawshaw et al., 2009) had some
interesting findings in terms of the nuances of decision making amongst young people
about fertility preservation during cancer treatment, which included their suggested
ability to cope with fertility information on diagnosis, particularly when there was good
professional and personal support in place which was proportionate to their needs.
However, the age group sampled was up to 30 years old. There are some suggestions
of young adulthood spanning to this age and beyond (Zebrack et al., 2010). Both the
Crawshaw et al., (2009) and the previous paper from Zebrack et al., (2004) were of this
type, however, whilst interesting they fell outside of the age group being scrutinised in
this study.

2.6.3 SUMMARY OF TREATMENT AND ASSOCIATED DECISION MAKING

There are a wide range of issues raised in what appears to be a generally limited area
of research identified in the context of cancer treatment decision making and there is

some complexity within the resultant findings. It would appear that there is no standard

43



Chapter 2: Outlining the Landscape

set of responses to the experience of decision making in such matters, rather this is very
much connected with individual circumstances. Decision making tends to focus on
particular aspects of care, for example decision making in clinical trials and palliative
care. The relationships that young people have particularly with their parents are
fundamental. These relationships can determine the level of control in decision making
and the extent to which young people are involved in these processes. Decision making
relating to fertility matters is important for future life and sits in between treatment and
everyday issues. It is clear that an issue as fundamental as possibly not being able to
have a f ami | yhaotie patemt@l@osimpactvsignificanty onani ndi vi dual
future quality of life. Whilst the immediate priority is to effectively treat the cancer with
the aim of curing the disease, it needs to be acknowledged that decision making whether
shared or made autonomously by the teenager or young adult needs to arguably be a
consistent feature of the management of this patient group.

2.7 FURTHER EVIDENCE

A further search of the literature during the latter part of the study was undertaken which
looked for evidence of specific decision making during teenagersdand young adultsé
experience of cancer. The same approach was utilised in the search as described earlier

in this chapter.

The findings in this study illuminated the young p e r s expdyience prior to the cancer
diagnosis which was not originally an intended element of the initial research aims.
However, it provided fascinating insights into the choice and control that young people
exercised during this part of their trajectory, therefore the second search targeted
evidence of literature relating to this. As before, multiple database searches were
undertaken looking for evidence between March 2013 and July 2015. In this search using
the original selection strategy a further 273 papers were retrieved. Of these, 12 papers
were considered for inclusion in this discussion. However, three had the most resonance

in the context of decision making and this study.
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Once again papers were retrieved which related to specific decision making issues
during the treatment period from the other perspectives mentioned earlier in this chapter
(clinical trials and decision making, parental decision making, survivorship and decision
making and fertility and decision making) (Hollen et al., 2013; Scherer et al., 2013;
Kilicarslan-Toruner and Akgun-Citak ,2013; Baraket et al., 2014: Barnett et al., 2014,
Stein et al., 2014). The literature which was retrieved and concentrated on decision
making prior to diagnosis was sparse, with only three recent papers which had relevance
to this study. One of these described the complex pre diagnostic experience of young
people in terms of the reasons for their delay in diagnosis. This provided some useful
evidence of how young people made decisions to control their situations prior to
diagnosis and was one of three papers identified above (Gibson et al., 2013). An earlier
paper by Fern et al., (2011) considered the number of times young people visited their
GP with symptoms of cancer and, although useful, this paper only provided some

evidence of the whole pre diagnostic picture.

There was also a small number of recent papers which concentrated on raising key
issues during the experience of teenage and young adult cancer (Taylor et al., 2013;
Stegenga and Macpherson, 2014; Olsson et al., 2015). The second most relevant paper
constituted a meta synt hesi ss. Thi$detpiledthegangeeop !l e
of issues during the cancer trajectory, producing a conceptual model based on a number
of papers which considered cancer experience. There were useful themes identified in
this paper which had relevance to decision making and these included, the young
personds experience of heal tnthema andtheirndecto i mp ac

be dédnor maeta, 2¢13)ay | or

The third study of note was a recent exploration of shared decision making from the
perspectives of children, adolescents, parents and healthcare professionals (Coyne et
al., 2014) which resonated with the aims and approach of this study quite strongly. There

were some useful findings in relation to the older children who took part and were
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frustrated at the limitations on decision making as they saw it, leading to a loss of control.
The study findi ngs wer e dominated by the overarchi
portraying very strongly the participantsd views on the requirement of treatment
irrespective of choice. The study focused on what were termed major and minor treatment
decisions. Those decisions other than treatment were not evident. The multiple sources
used for data generation were similar to this study, apart from the nominated friend or
partners who were included here. Once again it must be mentioned that the upper age
limit for the work was 16 years old, therefore the young adult population was not included.
2.8 EVERYDAY DECISION MAKING

Whilst this study was not concerned with the experience of decision making in the longer
term following completion of treatment, there is an emerging body of literature which
explores this and in doing so focuses on everyday life decisions (Stern et al., 2010;
Wakefield et al., 2011). Making the transition from active therapy to follow up care is an
important emotional step in the experience of cancer and young people will be faced with
a number of decisions which relate to life 'outside’ treatment. Despite this the evidence
relatingtot he young per s o mécisionenakmeg hele & menerallyolimited
but growing (Zebrack and lIsaacson, 2012). When being treated for cancer, it is
understandable that decisions about future life plans may be put on hold. Added to this
young people will worry about how they might make take part again in some of the
activities they undertook prior to their illness (Albritton and Bleyer, 2003; Kelly et al.,

2004; Gibson et al., 2005).

Some of the work which does exist focuses on psychosocial functioning following the
completion of treatment which does involve the experience of decision making at this
time (Stern et al., 2010; Wakefield et al., 2010). Whilst other work focuses on risk taking
and decision making (Hollen et al., 2007). Stern et al., (2010) produced a study which
explored psychosocial functioning but also focused on career decision making. The

study was undertaken in Israel and attempted to find out how surviving childhood cancer
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related to several key areas of adjustment in life, paying particular attention to career
decision making. Quality of life tools were used to measure optimism in young adult
survivors. Those who had higher quality of life scores were not only able to explore
career choices more easily but reported overall that they had higher career decision
making abilities. This was a complex piece of work and it was difficult to ascertain what
created the higher levels of optimism. It is possible that as patients, those with higher
optimism had a different experience and were able to make choices during treatment. If
this was the case and decision making was not suspended, perhaps these survivors
were more able to undertake these activities because they had been less constrained
around choice during treatment. This however, was an assumption based on what was

a complex study.

In part, the purpose of the search in this study was to try and find evidence of research
which examined everyday decision making throughout the cancer experience. This
proved much more difficult than finding evidence of decision making relating to
treatment. However, as already pointed out the treatment decision making was issue
specific, relating to a wide number of age groups and did not consider the entire cancer

trajectory.

Despite glimpses of the differences in everyday life in terms of a loss of independence
and control, (Smith et al., 2007; Hollen at al., 2007; Palmer at al., 2007, Treadgold and
Kuperberg, 2010; Morgan et al., 2010; Wicks and Mitchell 2010, Marris et al., 2011;
Wakefield et al., 2011; Fern et al., 2013), specific studies in the literature on decisions
other than those concerning treatment were not evident. Interestingly, The Health
Foundation recently published a review of the usefulness of shared decision making in
health settings and commented that few studies have been undertaken considering the
views of children and young people (Health Foundation, 2012). More particularly studies
about this issue, which consider the views of young people and significant others over a

period of time during treatment were limited.
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It was reported that some young people on treatment may miss many social events, for
example, due to fatigue following treatment. In terms of decision making in this area the
suspension of social events is often made jointly with parents. However, sometimes
parents can take over this responsibility, when normally these decisions would be made

by the young person themselves (Wakefield et al., 2010).

In terms of psychosexual maturation, Morgan et al., (2010) comment that at this time
young people will experiment in the form of developing relationships. These could
include sexual exploration and whilst they may experience a change in priorities when
having cancer treatment, it is important to understand these matters even though this
can be a difficult issue to raise. Morgan et al., (2010) comment for example, that it is
important to outline the differences here between fertility, which is talked about in the
context of treatment and sexuality, which is completely separate from treatment issues
and therefore requires a different discussion. These two papers provide useful examples

of decision making which does not relate to treatment.

In terms of more minor life decisions Kilicarslan-Toruner and Akgun-Citak (2013),
particularly those concerned with routine which could be termed everyday decisions, it
has been reported that the degree of flexibility in hospital environments can sometimes
be limited (Palmer et al., 2007). Not everyone is treated in a designated treatment centre
in the UK. This results in the experience of having to conform to particular ward routines
in adult wards rather than being afforded the consideration of individual needs which are

cognisant with age.

2.9 CONCLUSION
Apart from the Coyne et al., (2014) study outlined above, which proved to be a very

useful example following the collection of data in this study a small number of studies
were helpful in further determining the course that this work would take. The studies
which resonated most closely with the material which | was attempting to locate prior to

the study were those undertaken by Hokkanen et al., (2004) and Wicks and Mitchell
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(2010). The later work following the original literature search authored by Gibson et al.,
(2013), Taylor et al., (2013) and Coyne et al.,( 2014) were all influential in assisting in

terms of the discussion of findings.

In summary, this was complex and sometimes confusing literature to examine (Coyne et
al., 2014). Whilst there is certainly a growing body of evidence which relates to the field
of teenage and young adult cancer care, there are a number of continuing caveats which
render the work difficult to specifically locate. The early part of this chapter reflected on
this by providing a long history of the changing nature of adolescence, youth and
emerging and young adulthood. This is coupled with the rights agenda and the
emergence of policy which should strengthen the position of this group in articulating and
achieving choice in their lives. The variety of stances relating to the decision making
process f urt h e randsametimes confiict witmthedaldegdy complex scene.
This is with reference to the legal framework, competency, paternalistic protection, the
ethical position of the best interests of young people being treated for cancer and the

unpredictable nature of the disease itself.

Nevertheless there is a gap in the literature which provides a detailed examination of not
just the challenges in decision making but a number of other aspects associated with this
during the cancer experience. The age group as a distinct group, that is those aged 16
to 24 years with cancer, have not been the focus of study in terms of decision making
throughout their cancer trajectory. Added to this there has been very little attention given
to the period prior to diagnosis (Gibson et al., 2013). The decision making literature tends
to focus on particular aspects of care such as clinical trials, palliative care and
survivorship. Most importantly, detailed examination of decisions which are not about
treatment are absent. It was therefore envisaged that by focusing on young people at this
crucial time of transition and considering their choice and control of decision making
throughout their experience of cancer, we could begin to learn more about this. By

working with the young people directly through several interviews over many months as
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well as collecting the perspectives of others and by using multiple methods, it was
envisaged that this would provide a rich multi layered landscape of choice and control in

cancer experience.
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3. RESEARCH DESIGN AND METHODS

3.1 INTRODUCTION
This chapter will outline the planning, development and subsequent operationalisation

of the study. The chapter will begin by discussing how the research is philosophically
framed. Following this, the epistemological and ontological perspective will be briefly
outlined. The fundamental beliefs of the philosophical stance underpinning the
subsequent development and interpretivist paradigm will also be explained. This will be
followed by outlining the chosen methodology. The second part of the chapter will
discuss the development of the work through engagement with service users and experts
in the field of teenage and young adult cancer, leading to the formulation of the research
gquestions. The final part of the chapter will address the research process and will look
sequentially at the research design, ethical issues, methods, data collection and
analysis. The logistical elements of the study will be examined along with the issues
relating to consent, anonymity and confidentiality.

3.2 PHILOSOPHICAL STANDPOINTS AND RESEARCH PARADIGMS

Two of the commonly cited philosophical concepts in health and social care research
comprise ontology and epistemology. The latter refers to the nature and development of
knowledge. Ontology however, is concerned with the perception of reality. The dominant
dimension historically in research, particularly in healthcare, has been concerned with
what are referred to as epistemological positivist paradigms, which determines that it is
only that which can be observed which can provide facts which are plausible. This
paradigm focuses on causality through experiments which confirm observation and
subsequent generalisationsthatc an be compared to o6l aw |
phenomena are reduced to the simplest elements (Guba and Lincoln, 2005; Hallebone
and Priest, 2009). The application of the positivist paradigm has been instrumental in the
significant growth of scientific knowledge in healthcare, producing extremely high
numbers of replicated facts about health and illness. This can result in the advancement

of treatment for many patients (Polgar and Thomas, 2013). However, there has been a
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shift, particularly in social research, which has moved from this restricted positivist stance
to a post positivist position also known as critical realism (Hammersley,1992). This is not
to suggest that those who reject notions of positivism would identify themselves as critical
realists, rather there are a number of philosophical ideas which are positioned in between
the two. This approach provides a number of ways in which one can think about scientific
research. Ontologically within the two paradigms, positivist thinking holds that the view
is shared in that social reality is external, objective and independent of social actors. Post
positivist thinking is objective but this exists independently of human thought, and belief
or knowledge of their existence, however, this is interpreted through social conditioning

(Guba and Lincoln, 2005; Hallebone and Priest, 2009).

At the opposite end of the spectrum is the naturalistic approach to research often using
the interpretivist position. This position argues ontologically that reality is socially
constructed by social actors and that peopl e
It is acknowledged that people from a variety of backgrounds, with different experiences
and views will formulate the construction of reality in an ongoing way through social
interaction. In epistemological terms the focus is on the situation, its detail and the reality
behind this. There is a view here that meanings are subjective and that there are

motivating actions for this (Wahyuni, 2012).

Those who oppose positivism are agreed that they would argue against the idea that
behaviour in humans is such that it is governed by general universal laws. Furthermore
they would suggest that it is the individuals who are being studied that will provide
insights and understanding into the social world. They would also propose that this
understanding of behaviour comes from having knowledge of how individuas interpret
the world and that this needs to come from within and not from external sources (Cohen

et al., 2001).
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This is a common approach in social science where research is sometimes subjective
rather than objective in nature, where the intention is to unravel and explore the
experiences of individuals. These experiences are normally in specifically chosen
contexts. This was the case in this study, where individual experience was explored
through engaging with individuals who have been directly in receipt of healthcare. Young
people were regularly engaged in interaction with others in the context of decision
making. This was their reality and ontologically the understanding and exploration of
interpreting meaning was important in recognising and meeting their needs. In
epistemological terms the study focused on the interpretation of the detail in these
interactions, attempting to build a detailed knowledge of their decision making.

3.3 METHODOLOGIES

The methodologies which are identified with the positivist and naturalistic approaches to
research are qualitative and quantitative, about which there is considerable debate in the
literature (Bryman, 1984; Guba and Lincoln, 1994; Bryman, 2006; Preissle, 2006;
Denzin, 2009; Sandelowski, 2010). The positivist approach is more usually associated
with quantitative research, whilst the naturalistic approach is associated with qualitative
traditions. Quantitative research is commonly paired with a natural scientific approach
and this is governed by a particular set of methods which set out to provide
measurements, normally in the form of numerical values. This type of research typically
has larger numbers of participants providing data sets which can be statistically
analysed. Polit and Hungler (1999) refer to the objective nature of this type of research
and they note that the aim of quantitative research is commonly to gather data of which
the findings can be generalized to a broader audience rather than just the participants.
They further point out that in this type of work a control can be put in place thus

minimising possible biases and increasing the validity of the research.
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In contrast qualitative methodology is often concerned with a range of complex human
issues, where the experience of participants is explored by the researcher. Data are
collected which produces a narrative, commonly by undertaking interviews with
participants. These narratives are then analysed and through interpretation, themes are
identified which subsequently illuminate experience. The narratives often provide rich in
depth accounts which enable the researcher to extract detailed sections of data. These
findings are often judged to be less generalizable to populations because of the smaller

numbers involved and the emphasis on individual experience (Silverman, 2001).

This study focused on the individual experience of teenagers and young adults when
they developed cancer and subsequently underwent treatment. Further it sought to
identify their choice and control in terms of level and types of agency they experienced.
To elicit such information about these experiences, rich textual data were required, which
lent the study to a qualitative approach. It was judged most likely that information
gathered using qualitative methods would provide some in depth insights into how young
people felt about their choice and control in agentic terms. This was in the knowledge
that they had to navigate many events during the cancer trajectory. Before the study
began, a decision was made to engage with a range of professionals, families and young
people. This was to determine what types of issues were important to teenagers and
young people throughout their cancer treatment, which related to all types of decision
making. The specific intention was to try and acquire knowledge on the intentionality,
motivation, freedom, choice and control that featured in the lives of young people at this
time. The accounts below helped to shape the study in terms of approaches, research
design and methods, particularly interview schedules and questions contained therein.
3.4 ENGAGEMENT WITH OTHERS IN PLANNING THE STUDY

During the development of this project, there were a number of exploratory meetings
with a range of individuals and groups to ascertain the potential usefulness and

relevance of carrying out the proposed study. Between September 2012 and June 2013

54



Chapter 3: Research Design and Methods

meetings took place with:
U Heads of Quality at Teenage Cancer Trust (Nursing)
U Policy Professional at the Teenage Cancer Trust in London
U Senior staff including a nurse and psychologist at a local specialist cancer unit
i Consultant Haematologist at the local specialist unit (gatekeeper)
U Specialist funded nurses, Teenage Cancer Trust from around the UK
0 Mother and son aged 15 years (son had undergone treatment for a brain tumour
and was receiving palliative care)
U Healthy sibling aged 16 years who has a brother with cancer

0 Ayoung person who had completed cancer treatment.

Overwhelmingly these were all positive meetings and they provided me with some
valuable early insights into how the study might usefully develop. Individuals, families
and professional groups welcomed me into their homes and meeting places and were
keen to help. The research questions were subsequently informed through both the
evidence and the meetings outlined above. As examples, discussions helped to
formulate ideas about the following, disease focused cases, clarifying the age range
being studied and the time span within the cancer trajectory being explored. The
meetings also informed the possible nature of questions to be included in the interview
schedules.

3.4.1 SENIOR LEAD NURSES

The first meeting was with senior lead nurses working for the Teenage Cancer Trust who
had significant experience of cancer care relating to children, teenagers and young
adults. The meeting focused on my initial ideas around treatment decision making with
a view to exploring how this was undertaken and what some of the possible challenges
might be, for example if a young person refused treatment. At this point, | had no idea of
the sample | might access only that they would be under eighteen. This would bring them

within the legal framework of parental responsibility. Both nurses were very receptive to
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my ideas and offered a number of suggestions, including observing interactions between
specialist nurses and the young people in their care where examples of decision making
might arise. They also suggested that | might want to be part of a discussion with a group
of specialist nurses where | could raise some of my ideas to try and further develop the
project. At this meeting it was difficult to seek more advice as my ideas were not
sufficiently developed but it was still useful in terms of networking and familiarising myself
with the specific field of teenagers and young adults with cancer.

3.4.2 DISCUSSION WITH POLICY PROFESSIONAL

This discussion provided important underpinning material as guidance and policy helps
to develop frameworks and structures for the way in which care is delivered. This can
subsequently provide drivers both for the maintenance and advancement of care for

those young people who experience cancer.

We discussed the importance of statutory age limits for decision making in care, taking
into account the requirement to provide independent consent for those who were Gillick
competent but were still at the age when their parents had responsibility for them. We
then discussed the notion of refusal as an opposing position to consent as outlined in
the legal literature. The policy professional raised the Teenage Cancer Trustd secently
published Blueprint of Care in February 2012 which amongst its key messages called for
an understanding of the O6wider | ives ,pastf i nd
experiences, relationships, future aspirations and coping strategies. It also, she informed
me, highlighted the loss of control which can emerge during the cancer trajectory, both
in life choices and the freedom to make decisions. This document provided some thinking
around not just treatment decisions but every day decisions and life choices both in the
present and the future. We also discussed the high degree of reference to dependence
and autonomy in the treatment phase and how this might be challenging in the care of
this age group. We discussed the National Cancer Standards in England and Wales and

what their impact might be. We also touched on other resources that may be useful and
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in policy terms might act as a comparator for the work | was developing. The Council for
Disabled Children was mentioned as was the Marie Curie Report on transitional care.
3.4.3 LOCAL UNIT DISCUSSION WITH SENIOR NURSE AND PSYCHOLOGIST

At this meeting | had developed my thinking in terms of the topic area and had written a
short overview of the project followed by a number of questions relating to my ideas.
After reading the literature, the notion of treatment decision was showing a rather narrow
focus and | therefore began to consider other decisions not necessarily linked to
treatment. The psychologist alluded to a number of issues taking place in the lives of
young people which they may wish to have autonomy over during their cancer
experience. This supported my more recent thinking which related to the fact that
everyday decisions and choices still needed to be made and thus what is the young
personds exper i kpoedered@tf what points ®id they feel or want the
autonomy to do this and in contrast at what points were they dependent on others to help
them make choices? The senior nurse commented that potentially she could think of a
number of young people who might want to participate and would welcome a discussion
about this area of their lives. We discussed the age range of young people who might
take part in the study. They suggested that older teenagers and young adults may
provide interesting perspectives and insights in terms of the breadth of decision making
at this time in their lives. This complemented the literature | was reading at the time and
the fact that early signs indicated there was not much evidence in this particular context.
The staff at this meeting noted that approaching a wider age group, including younger
teenagers may prove not as useful because of differing priorities that they had witnessed
in their practice between younger and older individuals

3.4.4 MEETING WITH MEDICAL PROFESSIONAL

A consultant who played a key role in the specialist unit agreed to meet with me. She
was keen and enthusiastic to collaborate. One of her recent students had done some
work exploring what influenced young adults in their decision to take part in clinical trials.

We discussed the ideas for the project and she made a number of suggestions. Firstly
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to consider the age range and think about 16-24 year olds. This made sense as all of the
most recent policy concerning the care of teenagers and young adults reflected this age
group as outlined earlier in Chapter One as did the most prominent cancer charities. We
also discussed the participants and how these might be selected. She agreed with my
suggestion that the richness of data could possibly be enhanced by choosing a range
of diagnoses. She also suggested that a lot of decision making might take place when
treatment completion was approaching, this was certainly true and | later took this into
account when planning the interview schedules aimed at the young people. The
consultant agreed to act as gatekeeper in terms of access to cases and so it was really
important that | established a good working relationship with her. There was also the

possibility of collaborative work in the future.

I met with the consultant and my supervisors for a second time to inform them of my
progress. The meeting was very positive and we discussed a number of issues. We
outlined the case study design, which she felt was a small sample and was concerned
that not enough data would be generated. | tried to reassure her by outlining the different
methods of data collection and sources, which would result in up to 45 primary sources
of data. A suggestion was made that it might be worth interviewing someone with a rare
cancer in the age group as their experience of decision making may differ from those
with a more predictable outcome. We also discussed access to patients and what types
of treatment each would undergo. Finally we discussed interviewing healthcare staff and
how this could be undertaken and where it would take place.

3.4.5 MEETINGS WITH YOUNG PEOPLE AND THEIR FAMILIES

Tom was a fifteen year old boy who had been having treatment for a brain tumour for
five years. He was receiving palliative care when | met him. | knew his father and
therefore had discussed my work with him. Working in the healthcare field he thought it
would be helpful to talk to a family prior to undertaking my research and thus offered his

help. | sought permission from my supervisors for this as | was a little concerned that it
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might not be appropriate. | was reassured that this was not part of the research and that
the offer to talk was something the family were happy to do and might indeed be mutually
beneficial. | explained my ideas to Tom and his mother and loosely framed a number of
questions which related to these. This was an illuminating discussion which lasted for

over an hour.

It was challenging though as Tom had a degree of cognitive impairment as a result of
his illness and for much of the time we talked he was supported by his mother. This was
an important part of the learning process for me as it was clear that she had played a
major role in supporting him throughout his treatment. She would explain each part of
our discussion to him with patience and wait for his responses. They both commented
that when he was diagnosed at ten years old he did not really feel that he understood
what was happening to him. His mother talked about the importance of information
throughout the process. She also stressed that choice was important and that this ranged
from the everyday matters such as what he wanted to eat, to fundamental decisions
about treatment. Interestingly he commented that he no longer wanted to attend clinic
for appointments and so did not do so. Instead he went to visit family and friends and

still attended school occasionally.

The outreach nurse visited whilst | was there, with medications for Tom, and we spoke
briefly about my research. This was such a rich source of information for me. | asked

questions which | felt were relevant to what | was doing and this produced some

interesting answers which often invol v®tlk Thehksys

issues for me concerned advocacy, information giving, hierarchy, coping with the

severity of treatment, not bombarding too much and support groups.

Tom died peacefully at home six months after our meeting,]| was gr atef ul

contribution as they raised some fundamental issues which were not discussed in any

of my other meetings.
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Meg was the 16 year old sibling of Tom. She was about to start her GSCE examinations
and kindly agreed to talk to me about her experience of family life when a sibling has
cancer. We went for a walk as she said that she would find it easier to talk and so left
her mother at the house and took the dog out. We talked generally about how cancer
had made a difference to her life and how over the four years that Tom had been ill, the
family had no choice but to continue with their everyday lives, although things were
different to before he was ill. An example she gave was, sometimes they had to change
plans at the last moment and sometimes if Tom wanted something as simple as a
particular meal, mum would go out and get what was needed. We talked more
specifically about decision making and Meg commented that their family had a strong
religious faith. As the children of the family, it was important that they respected what
their p a r e midws Wwere and trusted that decisions were always made in their best
interests. For this reason the children were happy for decisions to be made for them. It
was interesting that she said that some
made their own decisions regardless of their parentséadvice. She did not believe that
this was a good thing. When we talked about Tom and his decision making, Meg said
that when he was first diagnosed, her parents made the decisions about his care. She
felt that this was the right thing as he was ten when he was diagnosed and needed his
parents to help and support him at this time. In recent months when his treatment had
been palliative, he had not wanted to do so many things. One example was that he did
not want to go to clinic appointments any more as he did not see the point. His parents
had respected this and did not try and persuade him otherwise. This meeting underlined
for me the disruption to family life when someone is diagnosed with cancer and also
importantly how individual families will have their own approaches to decision making,
something that | would learn much more about during data collection. Since my meeting,

Meg has had outstanding results in her GCSEs and is hoping to study medicine.
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3.4.6 VIDEO CONFERENCE WITH RESEARCHER AND SPECIALIST TYA CANCER
NURSES
Prior to this meeting | had sent a short overview of my work with accompanying questions,

this proved very useful. The group comprised a number of very experienced cancer
nurses from around the UK. They had several suggestions the first of which was to title
the work teenage and young adult cancers, as adolescence denotes a developmental
process and was not really adequate in terms of what | was trying to describe. This was
useful and was borne out in a number of papers | had read. They were also keen, as
others were, that | study the 16- 24 year age group. They felt that | must talk to young
people on their own and then interview parents separately to try and gather the most
useful information. They were very interested to know about everyday life decisions and
thought that there was definitely a gap in the literature relating to this. They were
concerned about the suggested sample size but agreed with the idea of choosing a range
of cancers. They talked about collusion as a key issue for them, where patients may
collude with staff leaving out parents or parents may collude with staff leaving out the
young person. This was again something | learned more about as the study was
undertaken. They said they would be happy to act as a reference group and invited me
to further meetings to discuss my progress, they were happy to be used as a sounding
board for ideas.

3.4.7 A YOUNG PERSON WHO HAD COMPLETED CANCER TREATMENT

I met this young man through a friend, he was keen to discuss his experience and my
ideas. We met for a lunchtime discussion and he began by telling me about his diagnosis.
The summer immediately preceding his enrolment at university he was troubled by pain
in his lower leg. This was particularly so when he was playing sport. He was a keen
sportsman and so decided to visit his GP. As with many young people who are in the
main very healthy, the GP said he did not think it was anything to worry about and
prescribed pain killers and physiotherapy. He did not have the physiotherapy due to the

waiting list but put it out of his mind and travelled North in September to start his
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university programme. He went to a trial for the football team and was thrilled when he
got into the squad. A few weeks later he was out at a social event when a young woman,
who as he said had clearly had a few drinks, tumbled into him and he fell over. The pain
he said was very severe in his leg as he landed on the floor. Following a visit to the
emergency department, where they said there was something on the X-ray but it was
probably nothing, he returned home. It was only when the X-ray was reported on by a
radiologist that a mass was confirmed, which later was diagnosed with a solid tumour in

his leg.

He told me that his parents were divorced and he contacted his father in the first instance,
who said he would drive the five hours to pick him up immediately and that he was to
return home with him. His own view was that he wanted to continue with his degree in
some way and indeed he looked at cancer centres near the university but both his father
and the university said he could not continue with the programme. He said he disagreed
with this but felt it was out of his control. He underwent 28 weeks of chemotherapy in his
local hospital initially and then in a specialist TYA unit, in the middle of which he had limb
sparing surgery and a large plate placed in his leg where the bone was removed. He told
me that he discussed things regularly with his father but not his mother as she lived many
hundreds of miles away. This did seem to trouble him as he said his mother was not as

involved as she might have been had his parents been together.

He commented that there were a number of decisions that he made himself even though
he referred to them as not really important to anyone else. The example he gave me was
that during treatment, however bad he felt, he would wash himself in the morning and
get dressed and that this was really important to him. He said that sometimes he wanted
to do other things such as go out from the hospital but the staff and his father would not

let him do this even though he said he felt perfectly well enough to do so.

62



Chapter 3: Research Design and Methods

Since he had finished treatment he had made a number of decisions one of which was
against the wishes of his family and the medical team. He raised £14,000 for charity by
cycling fromJohn O6 Gr oats to Lands®é End. He was

university nearer to home and was planning to marry in 2014. He has been disease free

since 2010.

It was an absolute pleasure to meet him and he gave me many examples of decision
making that had taken place during his cancer treatment and since completion. He
thought that the research idea was in his words 6 f a nt aree thicndeetingthe has

obtained a first class honours degree and has married.

Following the meetings with all the people identified above and further examination of
the literature, the aims, objectives and purpose of the study were developed. These were
refined a number of times throughout the development period. The theoretical ideas of
agency and structure, control and choice in decision making remained central to

exploring the young personséexperience and that of those close to them.

In summarising these consultations, there were a number of useful findings which helped
me significantly to further develop the study ideas. From a professional perspective,
there were key issues to consider which related to service provision and meeting the
needs of young people. Choosing the age range from which to select a sample was an
example of this. The professional meetings also helped me to think about the range of
different types of cancer that might be included in the study. In particular, the suggestion
from the consultant about choosing a cancer which was rare in the age group ultimately
provided a rich source of data. This subsequently provided a useful comparison with

other cancers in relation to decision making.

In terms of talking to others in the preparatory phase, in particular those who had been
affected by cancer, there was much to be learned. Some of this related to practical issues

involved in living with cancer as a young person including the management of the
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disease process and the impact that cancer had on the family. Importantly there were
also glimpses of how control of decisions had been important, even where these had

been not related to treatment or seen as relatively small or everyday matters.

Perhaps most helpfully, meeting people from a number of perspectives provided a
valuable insight into the cancer experience. It helped me to develop confidence in talking
to people in this context and to develop further awareness of the need to develop specific
skills in working with this group of young people. This included, listening, using silence,
probing, clarifying and developing reflexivity. The development of these skills was to

prove enormously helpful when | was in the field working with participants.

3.5 THE STUDY DESIGN AND PROCESS

3.5.1 AIMS, OBJECTIVES AND PURPOSE OF THE STUDY
Specifically the study sets out the following:

Aim:

i To provide a detailed understanding of how different types of choice
and control in decision making are experienced in teenagers and
young adults (n=5), (aged between 16 and 24 years) during the
cancer experience alongside an exploration of the views of parents
or carers (n= up to 10), health or social care professionals (n=5) and
friends (n=5) (see Appendix 2).

Objectives:

i Using a qualitative exploratory case study design and methods to
generate new knowledge of the experiences of choice and control
in decision making as teenagers and young adults experience
cancer.

0 To explore the views and experiences of parents or carers, health
or social care professionals and friends about their views of choice

and control in decision making during the cancer experience with

64



Chapter 3: Research Design and Methods

young people
U To examine interactions involving decision making, taking place in
oncology outpatient settings where the case study subjects (n=5),
are receiving care
0 To investigate the written medical notes from each of the five
cases, which records, and thus contributes to, insights into the
decision making process.
Purpose:
U To influence thinking and action in research, policy and practice
relating to the way in which decisions are made during the cancer
trajectory for young people. This will be achieved through the
publication of papers during and following the study, attendance
and presentation at relevant conferences and networking through
interest groups, which are linked to the practice setting.
i To disseminate the views of teenagers and young adults with
cancer across the wider professional community in order to
highlight the key issues related to decision making during the
cancer trajectory. | am currently a member of the national Teenager
and Young Adult with Cancer group who produce weekly bulletins
and hold regular education days, which | intend to contribute to once
the study has gained approval and subsequently when | have
collected and analysed all data
U To identify ways to influence legal commentary and thinking in this
area of practice.
3.5.2 CASE STUDIES
Case studies have application across a wide range of disciplines. Social scientists in
particular have used case studies to examine contemporary real-life situations in a
specific context (Feagin et al., 1991). Yin (2009) who has written extensively about this
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method, defines the case study as:
@&n empirical study that investigates a contemporary phenomenon in depth

and within its real life context, especially when the boundaries between
phenomenon and context are not always clearly evident6(pg.18).

I n this study, t her e wa sb ocuonndnaornileys 6a ,afé@rb |yuorurn
example legally, had the right to make independent decisions about refusing treatment
if over the age of 18. However, the development of cancer contextually imprinted itself
on this situation and thus produced what could sometimes be a difficult, confusing and

challenging landscape.

Yin further explains that case study approaches use multiple sources of evidence from
a variety of participants and multiple methods which can include the use of interviewing,
non-participant observation, documentary analysis and the use of artefacts. These
sources and methods can be utilised to either explain or explore particular cases.
Exploratory case studiesar e concerned with as Yin puts i
called what question was central to this study as it effectively yielded the experience of

choice and contr ol in the young peopl edbs <can

Commonly, case study research involves investigation of a small number of cases in
considerable depth over what can be a considerable period of time although occasionally,
one single case may be studied. Case studies can also be used to study organisations
and groups and political or social phenomenon. Single or multiple real life cases are
selected where there are multiple, cross cutting, themes that can be identified as a part

of the analytical framework (Gomm et al., 2000).

In espousing his explanation of case study Stake, (1995) determines that there are a
number of different ways in which case studies can be undertaken. His reference is to
intrinsic, instrumental and collective case studies. The intrinsic refers to studying a case

uniquely to further learn about just that case. When more than the case needs to be
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understood (i.e. the individual) he uses the term the instrumental case study. Moreover
in studying more than one individual he further refers to collective case studies, enabling

researchers to define important similarities between individuals.

Case studies however, have faced criticism. Yin (2009) reported that there was
opposition to the case study as a type of empirical inquiry. One particular argument he
highlights concerns the rigour of the approach, where the researcher has not followed
procedures systematically and has allowed personal views to influence the results and

subsequent conclusions.

However, one of the key criticisms of the case study approach is that findings are not
generalizable to populations as can be the case for example in positivist scientific enquiry
(Flyvbjerg, 2006). This is true of other qualitative approaches to research and is often
defended by focusing on the type of results which the data produces. Hammersley, (1992)
argues that the objective of this type of research approach sets out to achieve depth and
a richness of data rather than the breadth that one would see in other types of study,
particularly that stemming from a quantitative tradition. Stake, (1995) however, refers to
6naturalistic generalisationd where he argue
case and those reading the case will often know something of the subject and will

therefore add new findings to existing cases, thus broadening generalisation.

A longitudinal multiple exploratory case study design was used in this research. This
enabled, as is common in this design, the selection of a small number of contemporary
cases to be studied in depth using a range of data collection methods. This provided the
opportunity to begin with the young person and acknowledge them as central to the study.
Following the exploration of this initial groups experience led to illuminating the
perspectives from others who were known to the cases and were related to them, were
either partners or friends or who had cared for them during their cancer trajectory. The

variety of evidence gathering which resulted from the interviews of the cases and those
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close to them, produced a number of dimensions which served to illuminate the research
aims from a number of perspectives. Each case, referred to by Yin (2009) as units of
analysis, was bounded by those who participated in each individual data set. The
boundaries of each case are highlighted as being significant (Dopson, 2003). This
boundedness was also secured in the selection of four out of the five participants who

had a more common cancer in the 16 to 24 year age group.

The application of multiple methods also enabled the experiences of young people and
those close to them to be examined from a number of perspectives. The application of
such approaches enables the triangulation of data. Data managed in this way have the
capacity to offer a broad data set (Casey and Murphy, 2009; Halcomb and Andrew,
2005). Added to this where different methods of data collection are applied which provide
consistently comparable results, the credibility of findings can be strengthened (Knafl
and Breitmayer, 1991).

3.5.3 INTERVIEWS

Interviews are a commonly used component of the data collection tool kit (Gill et al.,
2008). The involvement of the participant and the interviewer is central to the exchange
of information. During interviews those taking part will be provided with the opportunity
to discuss issues, experiences and interpretations of their lives and express these from
their own perspective. Kvale (1996) illuminates the conversational nature of the interview
as having structure. Cohen et al., (2001) argues that in this sense the interview is part of
life and not just a way of collecting data. They further comment that regardless of the
purpose of the interview the objective remains, the seeking and giving of information.
Walker (2011) adds to this notion by highlighting the close connection between
interviewing and hermeneutic enquiry, which attempts to consider everyday lived

experiences through description and interpretation.

There are a range of interview types and techniques which can be used to suit the

purpose of the project being undertaken. Most commonly in healthcare the unstructured,
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semi structured and structured interview types are utilised. These are variously
expressed by a number of authors (Patten,1980; Lincoln and Guba, 1985; Le Compte
and Preissle, 1993; Kvale, 2015). Cohen et al., (2001) argues that this presents the
researcher with real challenges in choosing which type of interview to utilise.
Nevertheless one that is commonly cited and used in healthcare research is the semi
structured interview (Holloway and Wheeler, 2010). It is usually the research design
which will determine the type of interview adopted as researchers will be attempting to
elicit particular accounts from participants. In case study design, the researcher needs
to collect in depth, 6 r i ¢ hfdr the utpase of analysis. Since sample sizes can often
be small, the depth of the interview gives the opportunity to provide a rich narrative which
can be explored for each individual case. This can also contribute to across case
analysis. Interview schedules for this study were derived from the literature, the research
aims and objectives and as a result of discussions with professionals and young people

and their families as illuminated earlier in this chapter (see Appendix 3).

The semi structured interview consists usually of a small number of questions which
whilst guiding the interviewer and participants, are a loose framework which can act as
a starting point for data collection. The use of prompts or probes can help to assist the
participant in illuminating further on answers that they provide. Doody and Noonan
(2013) argue however, that this can present challenges for those who are new to
research as they may either find it difficult to prompt a participant or they may not know
when there is a need to probe more deeply. This they comment can result in important
data being missed. Questions in this type of interview are open ended which is a way of
allowing the participant to provide depth in their answers. In more structured interviewing,

answers might be relatively restricted leading to less information being imparted.

When considering the experience of decision making in cancer treatment, there may be
some very complex scenarios, where there has been much discussion in reaching a

decision. Equally there may have been disagreement in the decision making process. It
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is in these types of situations that open ended questioning, which allows for an in depth
explanation, was helpful. Explaining such events, took time and the answering of
gquestions was not always concisely conveyed. The use of probes assisted here in
acquiring more in depth accounts. The participants alluded to a particular aspect of a
decision making situation and then swiftly moved on. It was at this point probing proved
a useful tool in attempting to extract more information (Britten, 1995). The use of probes
when working with young people it could be argued, has the potential to be very
beneficial. Their limited life experience and exposure to in depth discussion may mean
that they are not used to explaining issues in detail. This may also happen particularly in
younger teenagers, as their communication mechanisms whilst usually very strong with
their peers, may not be as well developed with the adult who is interviewing them and

who they will not know.

In terms of collecting data in this way there are also implicit differences in interviewing
this age group. Dashiff (2001) articulates a range of considerations which need to be
acknowledged when engaging in this type of activity. These include developmental
considerations, being aware of research settings which might inhibit conversation,
gender differences in this age group and cognitive understanding. Coad et al., (2014)
provide an interesting account of the interview setting and make explicit
recommendations for stages involved in conducting interviews specifically in home

settings. These include, the preparatory stage, the interview itself and how to

appropriately both end the i nthome Bemgvaware d

of the influence of others in the interview setting is particularly important in terms of not
just the privacy of the young person but of them being comfortable to speak when others

might be in the house albeit not in the same room (Duncan et al., 2009).

3.5.4 OBSERVATION
Observational methods comprise another common tool which can be used to gather

data. This provides a different data perspective and provides insights into the
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experiences of participants which would not otherwise be captured. In case study
research, the use of multiple methods is part of the process of data collection and as
such observation is commonly used. Gillham (2000) describes observation in its simplest
form. He asserts it concerns listening, watching and sometimes asking questions about
what people say and do. The author goes on to describe different types of observational
techniques as those which involve participation and those where the observer is not
involved. He is keen to point out though that these two approaches are not mutually
exclusive and can indeed be used together as a mixture of methods. These have been
variously described as participant and non- participant observation (Spradley, 1980;
Mays and Pope, 1995; Punch, 2005; Hammersley and Atkinson, 2007; Holloway and

Wheeler, 2010).

Observational methods are not without their challenges. Polit and Beck, (2004) make
reference to two key issues, the relationship between the observed and the observer and
observer bias. They comment on those who are being observed and how they may have
varying degrees of awareness of the activity taking place and how they might also
change their behaviour because the researcher is present. The second issue that they
raise is observer bias. They note that as human beings observers may make errors,
misunderstand certain activities or perceive matters observed in a different way to which
they are intended. They argue that objectivity in these contexts is difficult and that it is

possible that it cannot be achieved fully in any observation activity.

In this study, observation was one of the methods used to gather data. This was carried

out in a range of adult outpatient clinics v
outpatient setting. The venue was dependent on where each particular consultant held

their adult or c¢ hi lckhicselntendewsthadypmvidedyan gpoeodynity e 6 s

for young people and their families and friends to discuss their experiences in a safe and

private setting with just the researcher. In this context however, the interaction was

staged to some extent. Young people knew loosely that the interview would cover certain
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aspects of care in their lives and so in some sense they could prepare themselves for

what might happen.

In the observational setting whilst they might have an idea what their appointment would
be about, the appointments were always with either one or both parents present and this
applied to all young people in this study apart from one. The interactions were either with
the consultant in charge of their care or one of the medical team. They were conducted
in very different environments to the specialist unit and this also brought a different
perspective to the observations. Added to this as the researcher, | had permission to
observe the consultation but | did not take any part in the conversation whilst the
appointment was in progress. Thus | followed the tradition of non-participant observation
utilised in case studies. | did however have a pen and paper on which to make notes and
always sought permission to do this when | attended a clinic. As an aide to the
observations | used an adapted checklist (Le Compte and Preissle, (1993) which fitted
most closely with what | was trying to achieve relating primarily to how decision making
played out in a live albeit observed setting. Cohen et al, (2001) refer to the myriad of
different checklists available and how this creates difficulty and confusion in knowing
which one might be most appropriate.

3.5.5 DOCUMENTARY ANALYSIS

The third method utilised in this study involved examining and analysing documentary
evidence relating to each young person in the form of their medical notes. Documentary
analysis can provide the researcher with significant information and as with all methods
there are advantages and disadvantages in using any particular one (Appleton and

Cowley, 1997).

In the pursuance of empirical knowledge Corbin and Strauss (2008) assert that
documentary evidence needs to be analysed and interpreted in the same way as other
data sets. Bowen (2009) describes the various purposes of documentary analysis and

proposes five categories. These include:

72



Chapter 3: Research Design and Methods

i Documents can provide data on the context within which research participants

operate

U Information contained in documents can suggest some questions that need to be

asked and situations that need to be observed as part of the research
i Documents provide supplementary research data.
U Documents provide a means of tracking change and development

i Documents can be analysed as a way to verify findings or corroborate evidence

from other sources (pg.29-30).

The specific purpose of documentary analysis in this study was to further add
supplementary materials to interviews and non-participant observation as is one of the
purposes of utilising documentary evidence (Connell et al., 2001). This involved reading
the whole medical record. Not all records were held in the specialist unit and so were
compiled in different ways. In some medical notes there were contributions from other
professionals allied to medicine which included the unit psychologist, dietician and
physiotherapist. There were also entries from the nursing notes by either senior nurses
or advanced practitioners in the form of unit specialists or research nurses. Other nursing
notes were kept separately and unfortunately it was not feasible to examine and analyse
these within the time frame of the study. | made this decision based on the premise that
the most common group interviewed in the healthcare professional category were nurses

and so there was an opportunity to discuss decision making with them.

The aim of this examination was to try and look for evidence of decisions that had been
made during the course of treatment which either related to the treatment protocol itself
or other aspects of the young person& life. Bowen, (2009) warns that whilst there are
advantages in this method including, its unobtrusive nature, and the cost effectiveness
of the method, one needs to guard against there being insufficient detail in the record

and the fact that it might be difficult to retrieve. Atkinson and Coffey (2004) also advise
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that researchers need to be cognisant of the reasons for using documentary analysis
and its purpose in any chosen research strategy.

3.5.6 RESEARCH SETTINGS

Choosing and accessing a research setting can be fraught with challenges. Gelling
(2015) clearly outlines the need for regulation in research ethics when undertaking
studies which take place in the NHS. At the heart of this, the setting in which the research
takes place and most importantly where patients receive treatment is the subject of
lengthy but required procedures before the setting can be entered to undertake any
project. The Health Research Authority is the organisation which oversees this process.
However, each health board also has in place mechanisms for approving access to sites
for research through each separate research and development department. Building
professional relationships with gate keepers is central to negotiating support for access
to these sites. Whilst the process of gaining access was lengthy in this project (to which

| will refer later in this chapter) the choice of setting was less fraught with complexity.

The site from which young people were invited to take part in the research was the only
specialist unit in the country. This made it the clear choice for selection. Added to this no
other research investigating choice and control in decision making had been undertaken
in this unit nor indeed anywhere in the country of study. The age range of those cared
for in the unit was between 13 and 24 years which was compatible with the sample
selection in terms of age The unit included eight inpatient beds and facilities for day
patient treatment. It was different from traditional hospital wards for adults or a typical
chil dr en 6 s awmabed of fadlities whiahdwere felt to be conducive to making
the aforementioned age group feel at home. It provided a O6-0hit Bl zone
kitchen and access to media facilities such as the internet, TV and music. All patients
who participated in the study undertook part or all of their cancer treatment in this unit.
Patients did not always receive all their treatment in the unit and therefore some of the

study pertaining to the observation of outpatient appointments took place in a local
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specialist adult cancer centre where some consultants held their clinics or in the main
adult hospital outpatients where the specialist unit was situated.

3.5.7 SAMPLING STRATEGY

The way in which participants come to be involved in research is both wide ranging and
sometimes complex. Choosing an appropriate sample is vital in helping to establish the
rigour of the study and as such poor or inadequate sampling can result in research that
is not robust (Higginbottom, 2004; Hammersley and Mairs, 2004; Tuckett, 2004).
Examples of how a misinformed approach to sampling can have significant implications
for research, is demonstrated by Coyne (1997) who provides an interesting discussion
by examining the differences between purposeful and theoretical sampling. She argues
the importance of understanding the differences between the two approaches and
suggests that where there is a degree of misunderstanding, results can be compromised.
She makes a very clear distinction between theoretical sampling, which she argues is
driven by analysis and has purposeful elements as opposed to purposeful sampling,
which has a clear set of defined criteria by which participants are selected at the outset

of a study.

Silverman (2001) makes clear that purposive sampling is not a simple procedure. The
researcher needs to spend time deciding on a number of factors which determine the
group requiring study. It is only after carrying out careful planning of these factors that
the sample criteria should be identified and participants recruited. This can be a lengthy
process, which can involve a number of important steps before the commencement of
the study. Silverman goes on to say that theoretical sampling is often seen to be part of

the same spectrum as a purposeful approach.

Qualitative sampling utilises a number of purposive sampling methods which would
illuminate a specific set of issues. Maximum variation is an example of such a type. This
involves purposively selecting a wide range of particular elements which are connected

to the chosen area of study. The purpose of using maximum variation is that it is possible
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to outline patterns which cut across the whole sample (Polgar and Thomas, 2013). In the
case of this study, a decision was made at an early stage and during discussion with
experts in the field, to adopt an approach using maximum variation. As wide a range of
cancers as possible were selected within the sample using some of the commonly
occurring types in the 16 to 24 year age group, which were reported in recent national
cancer statistics (Cancer Research UK, 2013). One participant however, was invited to
participate who had a rare cancer in the identified age group, to provide further variation
within the sample. This was to try and establish if patterns of agency in decision making

for different diseases had themes of commonality.

During the timeline available for recruitment and data collection between February and
August 2014, in total 33 new cases were diagnosed at the identified site. A further 39
cases were already receiving treatment in the chosen site. Of the 33 young people
diagnosed during the above timeline, 13 were not treated at the chosen site. This left a
possible 20 new patients of whom a further eight did not meet the inclusion/exclusion
criteria developed for the study (see Appendix 4). Subsequently from a sample of 33

recently diagnosed young people, there were 12 potential participants.

Maintaining the focus for maximum variation, three out of the five participants were
invited to take part from the 12 young potential participants diagnosed between February
and August 2014, who had received two months or more of treatment, (one participant
with a solid tumour, one with a haematological cancer and one with a rare cancer in the
age group). The remaining two young people who were invited to take part were at a
later stage in the treatment process and thus from the existing 39 young people receiving
treatment. Both were having treatment for different but common disease types in the age
group being studied (one participant with a haematological cancer and one with a solid

tumour).
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In view of the timeline available as already outlined, potential participants were invited to
take part as they visited the unit for treatment, providing they met the identified
inclusion/exclusion criteria. Each participant was approached during the period identified
for recruitment to provide the opportunity to collect data in a timely manner. In total eight
young people were approached and five of these agreed to take part. Consideration was
also given to other factors during selection, which included the school/work/education

status of each young person, their family backgrounds and their gender.

Being clear about the range of participants | was looking to recruit based on my research
design was part of my discussion with the key contact at the site. This enabled her to
approach those who would be appropriate for entry into the study. Once the key contact
had spoken to a potential participant, each young person was asked to consider the
information that they had received and to respond within an identified timeline if they

were interested in taking part.

A networking approach was then used to recruit further participants with the young
person at the heart of this activity. They, for example, nominated a friend or partner and
also provided information on the professionals who had been involved in their care. They
also gave permission for me to approach their parents to invite them to participate. This
provided a snowballing technique in gathering the data (Handcock and Gile, 2011).
3.5.8 RECRUITMENT

Huntington and Robinson (2007) describe the numerous skills which are required in the
process of recruiting participants for research. This involves interaction and negotiation
in a partnership to achieve the appropriate outcomes. Equally important are the
challenges in recruitment, particularly when participants are vulnerable (Gemmill et al.,
2012). | was acutely aware of this when the senior nurse agreed to act as the first contact
for recruitment of the participants in this study and recognised the crucial role which she

played. We discussed the inclusion, exclusion criteria for the study (see Appendix 4) and
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also worked through the information sheets which | had prepared and gained approval

for through the ethics committee and research and development departments.

All participants were recruited from the single specialist clinical site described previously.
In collaboration with the lead consultant, who was involved with the study development,
the senior nurse made the initial contact with potential participants (teenagers and young
adults) to assess their interest in taking part. Those who were interested received an
introductory letter and information sheet from the researcher via the senior nurse. They
were provided with a contact number to ask any questions they may have prior to
agreeing to take part in the study. If they agreed to take part, then | met with them and
went through the information again before gaining their consent to participate in the
study. Subsequent participants were recruited using a networked approach as outlined
in the previous section. They were also provided with information sheets which |
discussed with them, responding to any questions or queries before obtaining their
consent (see Appendix 5).

3.5.9 DATA COLLECTION

The five young people and those close to them who agreed to participate in the study
undertook the following:

U Three in-depth audio-taped interviews (each lasting up to 90 minutes) conducted
during their treatment at a mutually agreed time but not over a period of longer
than 12 months. These interviews were broadly organised with an initial
introductory session to establish the case context, the middle interview explored
decision making across all spectrums of life during cancer treatment and the final
interview attempted to clarify and bring together the series of discussions .

i Non-participant observations of two healthcare oncology appointments involving
the young person were conducted over a six month period.

i Documentary review of medical records was undertaken for each young person

relating to their cancer care and treatment.
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i The network sampling approach, using the snowball technique, resulted in
further data collection, which comprised audio-taped interviews exploring
different perspectives of decision making relating to each case as follows:

i One in depth audio-taped interview with parents/carers, which lasted between
45 and 90 minutes.

i One in depth audio-taped interview with the identified health or social care
professional which lasted between 30 and 45 minutes.

i One in depth audio-taped interview with the nominated person identified
participant, which lasted between 30 and 45 minutes. A summary of the primary

data sources can be seen below (Table.1).

Interviews with 5 young people 15 (3 X5)

Interviews with parents/carers 6 (two fathers, three mothers, one couple
together).

Interviews with nominated participants 5 (one boyfriend, one girlfriend, two

friends and one aunt).

Interviews with healthcare professionals |5 (four nurses and one oncology
consultant)

Observations in outpatient clinics 9

Documentary analysis of medical notes 5

Total primary data sources 45

Table 1.3 Primary data sources resulting from data generation

3.5.10 DATA ANALYSIS
Data analysis is central to the research process. Rigorous approaches to data analysis,

which result in a systematic examination of the materials collected have the potential to
produce work which will contribute new understandings of phenomena (Miles and
Huberman, 1994., Pope et al., 2000). These new understandings once disseminated

then provide the opportunity to question, develop, change and ultimately improve
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existing frameworks of care. Yin, (2009) identifies a number of analytical strategies in

case study research one of which is within case and cross case analysis.

In case study design it is important to be able to recognise the relevant themes both
within individual cases and across cases. Ayres et al., (2003) argue that this is central to
data analysis in case studies. It is crucial, Ayres further argues, that researchers are able
to make clear the information that is relevant to all participants as well as being able to
identify experiences that are limited to each individual case. Ayres et al., (2003) justifies
this by saying although these individual experiences have a limited value, there are
aspects of the experience which are unique to them and thus help us to understand one

particular personds story.

In this study the age range varied between 16 and 24 years. All the young people had
experienced different cancers, some had experienced surgery, which included
amputation, one had relapsed and was being treated for a second time and had
undergone a bone marrow transplant. Another needed treatment in intensive care whilst
the youngest participant had a very rare cancer in this age group. Equally all the
participants6families had a diverse range of backgrounds. Consequently a within case
analysis provides a detailed and unigue picture of each young person, their experience

and the perspectives of those close to them.

There are however, some themes which may apply across the cases. Whilst not
providing generalisability to populations, these themes have the capacity to contribute to
further understanding the experience of this age group through the development of a
number of common statements. As common statements are extracted from the data,
some contribute significantly to the identification of themes (Burnard, 1991; Kavanaugh,

2007).

This study utilised a within case and cross case approach through the application of

thematic analysis (Braun and Clarke, 2006). Thematic analysis is amongst one of the
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most popular approaches to making sense of qualitative data (Boyatzis, 1998) and as
such provides a consistent pattern of experience amongst research participants. Braun
and Clarke use a six step plan to achieving and reporting the identification of themes

(see Appendix 6).

In this study these steps were followed. | immediately immersed myself in the data by
listening to each of the audio- taped interviews as soon as was practical, | then read and
re read transcripts once they were available. The transcripts amounted to 24 hours of
interviewing. This comprised 31 interviews in total (I interviewed one set of parents
separately as they requested). | applied the same principles to field notes which were
made following observations and the written documentation which was taken from the
medical records. The observations amounted to 3 hours. The total number of words from
the data set was approximately 315,000 and this included all the reflexive accounts
which | completed following each data interaction. This ran concurrently with the
verbatim typed transcriptions of data as soon as was practicable. The identification of
codes was achieved by initially working through each data item interpretively line by line.
This was completed by using a hybrid approach of induction and deduction (Fereday and
Muir- Cochrane, 2006). The coding was largely data driven, however, the development
of the case study design involved the emergence of a theoretical proposition (in this
study this comprised the theories of agency and structure) as suggested by Yin (2009).
Subsequently there were a small number of theory driven codes which were mapped
against the premise of agency and structure. Ultimately six codes were used to map
relevant extracts. The six codes were, full control, no control (theory driven) and

negotiation, helping, disagreement and advice (data driven).

As this was undertaken, points of relevance relating to the research questions and
theoretical propositions were highlighted and either words or phrases were given to each
chosen extract. Once all the data sets had been worked through, it was considered for a

second time to group similar sets of words or statements together which were identified
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on the first occasion. Mind maps were then utilised to decide final code names and
descriptions. Two of the codes were proposed deductively taking into account the
theoretical propositions (theory driven), the remaining four codes were produced through
inductive techniques (data driven). Early mapping of phrases against each data item
yielded a high number of similar phrases and words. These were all considered and then
reduced to a more manageable number. In doing this similar words and statements were
categorised into, everyday life issues, treatment issues, cognitive considerations and
decision making contexts, before arriving at the final codes for use in NVIVO 10 the
chosen software package utilised in the study. An example of two of the later inductive
and deductive mind maps for two of the codes are presented overleaf (Figure. 3.2 and

Figure. 3.3).
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Key: (Green) everyday life issues, (Blue) cognitive considerations, (Yellow)
decision making (Lilac) treatment issues.

Privacy in She is in charge with
relationship her friends
Getting back to
Respectful of .
boundaries R
| am old
enough .
| am taking my Deciding
FULL CONTROL own path alone

Consenting to

treatment Organising

myself
| would have to
li ith h
";:;;_'Ig n:r Control over my
. own opinions
It is my
Leading in choice
outpatient
consultation

Figure 3.2. Mind map of deductive code (full control) and associated earlier codes.

| want to choose
my future

| want to move out / o -

>,
/

They thought
it was too
soon to go
back to work DISAGREEMENT
| want to go to
school Telling me |
couldn’t do
things
. Refusal of ;
Compliance Aol Trying to take over
issues
She wouldn’t go to the GP
Sometimes | would override
| say no You do as the decision
you are told (mum)

Annoyed about having
treatment at holiday times

Figure 3.3. Mind map of inductive code (disagreement) and earlier associated
codes.
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Against these six codes, the complete data set was imported into the NVIVO 10 software
programme and each data item mapped against the aforementioned codes, extracting
relevant materials (see Appendix 7). Some extracts were lengthy but this was in order
not to lose the context of the conversation (Bryman, 2012). Comparisons were
continually made, primarily within cases, and patterns were searched for which were
common to a number of participants within each case and/or with the interviews,
observational data and medical notes. Where these patterns occurred themes were then
established for each individual case. Each case was then fully written up separately and
discussed during supervision, where consideration was given to the resultant individual
themes pertaining to each young person. Once each case had been themed, it was then
possible to iteratively reconsider the whole data set again looking for patterns but this
time across cases. The temporal nature of the data collected over time provided the
basis for the three overarching themes as choice and control in decision making naturally
fitted with the course of time. The types of decisions being made also could be

reasonably categorised withinthepre-di agnosti ¢ phase, ol if

e

t

h e

phase, 6l ife interruptedd and t hteeathentt e 61 pha:

recl ai med?©é6.

Within each of these overarching themes, | was more easily able to categorise across
case themes for discussion. | also utilised my reflective writing which included memoing
to help me to recall some of the interactions that | experienced with participants. This
further assisted in the identification of themes as it recreated the important emphasis that
some participants placed on particular aspects of choice and control in decision making.

This was often illuminated by a number of things including, body language, tone of voice

and sometimes silence. Ayresetal., (2003)hi ghl i ght the i mportance

l'inks to critical reflection and the us
of themes. The use of computer software as an aid to data analysis has been available

to researchers for a number of decades bringing the development of a number of
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software packages which assist with categorisation and coding of data collected by the
researcher (Polit and Hungler, 1999). Although Yin (2009) makes clear that these tools
are to assist in analysis, they do not do the analysis for you. Yin further argues that unlike
statistical analysis these software programmes do not provide an outcome measure.
Instead it is the job of the researcher to look for patterns in the data and from this identify
themes. Silverman (2010) however clearly identifies some of the advantages of using
software as an analytic strategy. He argues that the speed at which the researcher can
categorise and code data can save time when the researcher is faced with large amounts
of data to analyse. The saving of time he argues, allows the researcher more time to be
creative with the findings. He goes on to highlight the rigour that the use of software as
an analytic approach can provide. In this study there was a significant amount of data
produced as a result of the methods employed and the lengthy and useful contributions
made by participants. Using software to manage the data to produce relevant sets of
extracts through the developed codes was extremely helpful during the analytic stage of
the study. This was because both within case and across case extracts could be grouped
together and considered with relative ease. This enabled me to more easily identify

potential themes for consideration.

Subsequently for each of the five cases a numerical representation of the number of
times a code was referenced and the number of sources referred to was displayed for
each of these. These numerical summaries were not further explored in this study but
rather used as a point of reference and to demonstrate the variation in the number of
times a code was mapped to an extract in the data set (Figure.3.4) represents the

interview data set for case one (Ellen).
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Name ISources References [Created On Modified On Created By Ié/l;dified
no control 6 93 19/08/2014 10:27 28/08/2014 14:18 JPD JPD
negotiation 4 17 19/08/2014 10:22 28/08/2014 14:02 JPD JPD
helping 6 31 19/08/2014 10:18 28/08/2014 14:17 JPD JPD
full control 6 77 19/08/2014 10:20 28/08/2014 14:20 JPD JPD
disagreement 6 21 19/08/2014 10:16 28/08/2014 14:24 JPD JPD
advice 6 21 19/08/2014 10:19 27/08/2014 12:04 JPD JPD

Figure 3.4. Screen shot of NVIVO 10 (Case 1 interview data set).

This analysis formed the basis for the presentation and reporting of results and
subsequent discussion (see forthcoming chapters).

3.6 ISSUES OF QUALITY IN RESEARCH

Reliability, validity and objectivity have historically been utilised in both qualitative and
gquantitative paradigms. Sandelowski (1986) made reference to the lack of discussion
relating to rigour in nursing research suggesting the development of specific strategies
to manage this contention. More generally, Morse (2002) suggested that to contend
reliability and validity were not relevant to qualitative studies was to render them not valid
or reliable. As part of this discussion, other terms for reliability and validity have been
most notably described as transferability, dependability, confirmability and credibility
(Lincoln and Guba 1985) and trustworthiness (Eisner 1991) however, disagreement
remains about the use of such terms. To add confusion to the debate Hammersley (1992)

suggests that neither of these approaches are useful in determining qualitative work.

The debate continues with a recent paper (Sandelowski, 2015). In this discussion
Sandelowski highlights the notion of taste in evaluating the quality of research in

aesthetic terms and asserts the following:

dhe evaluation of the quality of qualitative research is to a significant extent a
matter of taste whether we researchers like it or noté(pg.91).

These ongoing commentaries are not particularly helpful to novice researchers such as
myself. However, in the event, a decision had to be made about how to consider the
quality of the research presented here. The context of this study in terms of its design,
in my view, resonates with the notion of trustworthiness within the bounds of credibility,
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transferability, dependability and confirmability as identified by Lincoln and Guba (1985).
This view is espoused because of the long held approach to validity and reliability being
traditionally framed within quantitative paradigms.

3.6.1 CREDIBILITY

The period of the study consisted of prolonged engagement with participants, in
particular, the young people. This provided the opportunity for repeated conversations,
whilst recognising that these were in a formal context and were planned. Triangulation
of data offered the potential for experiences to be analysed from a number of
perspectives, thus increasing the likelihood of their trustworthiness as similar threads
were identified. The use of peer debriefing whilst not ultimately confirming credibility
should be taken seriously. The opportunity to consult with experts before, during and
upon completion of the study allowed the developing work and subsequent findings to
be exposed to scrutiny and comment. The various presentations of the work provided
examination by wider audiences (see Appendix 8). This resulted in many experts voicing
concordance anecdotally from practice, that the findings strongly reflected their
experience of practice. Member checking by participants is sometimes utilised as a
criteria for credibility (Sandelowski, 1993; Creswell and Miller, 2000; Carlson, 2010). This
option was not taken in this study, not for any other reason than | felt ethically
uncomfortable with it. | felt that those involved, especially the young people who were
interviewed three times and observed, were in danger of being asked to contribute more
than was reasonable given their heavy schedules of treatment.

3.6.2 TRANSFERABILITY

Due to the nature of the design and methods, thick descriptions were able to be
generated. This resulted in a range of in-depth data extracts. These extracts therefore
provided a wealth of information which would possibly have transferability across other
cohorts. This was due to a number of nuanced examples which were common amongst
participants and which further added to the possibility of transferability. The rich data

extracts which were documented in the findings chapters gave the opportunity for
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transferability to take place, which would perhaps not be an option if extracts were less
dense in information.

3.6.3 DEPENDABILITY

As with validity, triangulation can go some way towards providing a pattern of replicated
data which is comparable. The way in which analysis was conducted in the study
involved coding all the material in the same categories and as a result of this it was
possible to see the replication of different types of data within a set of results for each
code, for each young person and then across participants as reports were compared.
Unfortunately inter-rater reliability could not be used in this study as there was only one
researcher. However, when all cases were written up individually, which included many
data extracts in the form of NVIVO 10 reports for each unit of analysis, each one was
shared with the supervisory team for discussion.

3.6.4 CONFIRMABILITY

In attempting to confirm the objectivity of findings, it was important to carefully plan and
execute the study. An audit trail provided the basis for recognising the formal and
planned nature of this process (see Appendix 9). As with other criteria triangulation whilst
not claiming any truth did help to confirm that different types of data extracts mirrored
each other. Importantly, objectivity was likely to be disrupted by researcher bias either
relating to previously held values or to pre- conceived ideas about what people might
say or how they might behave. In ensuring that this was minimised it was important to
put mechanisms in place to assist in enabling reflexivity.

3.7 REFLEXIVITY

As part of my identification of themes | used memoing and free writing as a way of
reflecting on each piece of data generated. However, this also served as a way of
thinking about the impact that each experience had on me and alerted me to any issues
| personally might need to pay attention to. Kleinsasser (2000) believes that in the pursuit

of good research outcomes, researchers should participate in reflexivity. My reflexive
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writing throughout the study relating to each data generating interaction, resulted in an

excess of 40,000 words of thoughts, responses and feelings (see Appendix 10).

During the preparatory phase of the study, | had some fairly serious concerns about
whether young people would want to become involved as participants. The reasons for
this were multi-faceted. Primarily | worried about the wellbeing of the young people as |
was aware that the context of the study might be problematic. Noting that they were in
the midst of their treatment might mean that they would not be keen to take part. This
could be because they were physically unwell and/or experiencing some psychological
difficulties in terms of their diagnosis and treatment. This was despite the rigorous
process of ethical approval and the agreement of health boards to grant me access to

this group. These fears were very much of a personal nature and of notwanting t o

6har m

any participants. As experiencedaslwas|If el t | i ke a dlisfeatprowedt of

to be for the most part unfounded.

| placed complete trust in my contact at the chosen study site who, adhering to the
requirements set out in the ethical approval process, was the practitioner who made the
first approach to potential participants. This particular practitioner assured me that her
professional view was that young people would be keen to take part. She asserted that
the reason for this might be that they had not been given an opportunity to discuss their
experiences with someone outside the clinical team in a safe and confidential
environment. | was also concerned that once they had committed to taking part, it may
be difficult for them to continue if their symptoms or side effects were exacerbated
significantly during the study period. Indeed this was the case in three out of the five
participants who all experienced serious complications and/or severe side effects during
their treatment. Throughout the data generation, | was always mindful of the need to
ensure that each young person and those close to them who were affected by their
situation were happy and able to take part. It transpired that there were a small number

of occasions when | made a professional judgement not to proceed with data generation
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based on conversations with some patrticipants, instead we negotiated and rearranged

another suitable time to meet.

The other concern centred on my own fear of harm and my experience of being a mother
and how | might feel about what parents said and then think about how that would play
out in my own life. In essence this was related to some of the challenges that | might
face in hearing the stories of young people. These included being able to ensure that
they felt able to express themselves freely, providing a safe environment and being
receptive to cues that they may need in order to discuss their experience of being
interviewed with someone else. In particular if the interview raised further questions for
them which they wished to explore. These concerns were not just limited to the young

people but to all the participants who were interviewed.

Throughout the study, | relied on both the support of my supervisors and a mentor who
was not involved in the project but had research experience in palliative care and was
working in the same university department as myself. | maintained the confidentiality and
anonymity of the study participants when speaking with colleagues.

3.8 ETHICS, CONSENT AND CONFIDENTIALITY

Effective measures in terms of rigorous ethical mechanisms are essential to ensure that
the public are safe when patrticipating in research (Orb et al., 2001). It is fundamental
that research is both of a high quality and has the potential to make a difference to those
in receipt of the health care which the research targets. Arguably much progress has
been made from the time when research participants were exposed to blatant and
serious harm for example in the Syphilis Tuskegee study which only ended in 1972
(Caplan,1992). More recently there is a clear commitment to protection through
transparent governance. The Welsh Government Research Governance Framework for
Health and Social Care in Wales (2009) is an example of this commitment through public
policy. More specifically, the Royal College of Nursing guidance (2009) for nurse

researchers provides guidance and more locally there is the Cardiff University Research
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Governance Framework (2010). In addition, procedures for safeguarding children and
vulnerable adults set out by Cardiff University (2010) adds further protection to those
who are young and vulnerable. In this document there is guidance for researchers whose
work is concerned with children and vulnerable adults. Young people with cancer in this
study were over 16 years old. However, one could argue that because they were still in
transition from childhood to early adulthood they demonstrated vulnerability. Added to
this they were undergoing cancer treatment and therefore this also impacted on them

significantly.

Prior to the commencement of the study | had to meet with the requirements of the Health
Research Authority, my proposed research had to be reviewed and approved by the
university ethics committee within the School of Healthcare Sciences and through the
national IRAS system. | also had to meet with the requirements of the Health Boards
where the research was undertaken (see Appendix 11). As a single novice researcher
this was at times a confusing and frustrating process which as is generally the case took
a considerable amount of time (Tod, et al., 2002; Howarth and Kneafsey, 2005; Fontenla
and Rycroft-Malone, 2006). However, | understood that these safeguards were important

in protecting those with whom | would be working.

The NationalCh i | dr e n 2003)BNQGBepahlished guidance on involving children
and young people in research which refers to monitoring impact when undertaking
research. It was important to ensure that recommendations contained in this guidance
were considered throughout the research process. The NCB noted that one of the issues
which may cause concern was distress when discussing sensitive issues, which may
provoke a negative emotional response. This was something that | was acutely aware of
when working with all participants in this study, not just the young people but their
parents, friends and those involved in their care. On a number of occasions there was
some distress when collecting the data and it was important in these situations to try and

minimise harm by offering support to the participants concerned (Beauchamp and
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Childress, 2013). Good advice on this is provided in a recent paper published by Coad
et al., (2014). The publication was issued during the completion of my data collection, |
nevertheless considered the advice and reflected that | had made attempts to minimise
distress appropriately. Moreover at the forefront of my thinking was the voluntary nature
of the participation, the nature of how the disease and treatment affected people
physically and emotionally and the utilisation of the interpersonal skills | had developed
in my many years of practice.

3.8.1 CONSENT

Guidelines for conducting research with children and young people published recently
make clear the important considerations required in gaining consent amongst vulnerable
groups (Shaw et al., 2011). They identify a number of issues, which apply in the same
way in all aspects of consent for research. For example: the requirement for informed
consent and the need to ensure that the participant fully understands what is involved in
the study before agreeing to take part. It is important to be fully aware of a number of
other matters raised relating to this group. The need to ensure that safeguarding
procedures are applied when necessary, in particular for those under 18 years. The
requirement to seek parental consent when young people are over 16 years but have a
learning disability or where the nature of the study requires exceptionally sensitive
information to be shared. Where observation took place | needed to be particularly
sensitive in anticipating that the young person might be uncomfortable being observed
despite giving consent. This could have resulted in needing to leave the setting. In
conducting this study it was fundamentally important to be aware of these specific
considerations. Other relevant associated guidance was also reviewed to clarify and
support understanding of the process of consent (Department of Health, 2001,
Department of Health, 2009; General Medical Council, 2007; Gibson and Twycross

,2007).
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Using a template of Health Research Authority Guidance which had been approved by
all the relevant bodies | requested the consent of all participants who took part in the
study. Prior to consent, all potential participants were provided with detailed but easy
to understand information about the aims, objectives and purpose of the study. The
information sheets were developed with the help of a small group of young people. It
was essential that participants had all the information that they needed to understand

the study so that they could make an informed decision about participation.

I made clear the way in which the interviews would be conducted and clarified my role
as a professional in the context of the research, ensuring that boundaries were
understood. Understanding the need for professional boundaries is important in this field
of practice and steps should be taken to ensure that the young person& best interests
are protected (Davies and Wilsher, 2012). Participants were informed of the potential
risks and benefits of participating in the research. They were also made aware that their
participation was voluntary and that they could withdraw from the study at any time for
any reason, which they did not need to disclose. Subsequently consent was sought on

each separate occasion that | interviewed each young person.

| provided a point of contact for any questions participants had prior to completing the
consent form. All participants completed their own consent forms. Potential participants
were also given the opportunity to discuss the study with whom they wished, including
parents and healthcare professionals, before they gave consent. A five day period was
identified in the information sheet during which time they could make a decision about
participation.

3.8.2 CONFIDENTIALITY AND ANONYMITY

Information provided by participants did not reveal their identity. This included the
interpretation of all types of data received. Prior to consent to take part in the study all

participants were unknown to me until they expressed an interest in taking part, at which
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point | met them. All participants were given pseudonyms and these were used

throughout the writing process.

Confidentiality was maintained throughout the study period and all records were safely
stored in accordance with university procedures for management and data storage of
research records (Cardiff University 2011). The maintenance of confidentiality is a
cornerstone of all healthcare practice and as such forms part of the knowledge base of
practitioners prior to entry onto professional programmes (Nursing and Midwifery
Council, 2015). During the development of the study, information had to be provided to
clarify what would happen if a disclosure needed to be made relating to a participant.
Disclosing confidential matters with the consent of an individual always reflects best
practice. However, if on any occasion it was judged that there was a risk of significant

harm to the participant or wider public, in this instance the researcher could disclose

information to a relevant aut hority wit haonsént withinethe guarent i c i p e

legal frameworks in England and Wales. Participants were interviewed separately to
protect their confidentiality and the requirement for confidentiality was fully respected.
Participants chose the location of the in depth interviews, which they felt would be the
most comfortable for them whilst taking into account the need for privacy and
confidentiality (Griffiths and Tengnah, 2013). This arrangement was also applied to all
other participants who were interviewed. Confidentiality was fully explained both in the
information sheet and consent form and prior to each interview. The offer to answer
questions confidentially was made following any interviews as a way of reassuring
participants.

3.9 CONCLUSION

The purpose of this chapter has been to identify the ways in which the study was
developed and subsequently undertaken. It began by considering the philosophical

approach to the study by outlining the epistemologicaland ont ol ogi c al

St ani

the sceneb6 for the subsequent devel opment of
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utilised and the design which was employed to collect and subsequently analyse data.
Case studies traditionally use multiple types of evidence in gathering data and this was
the case here. The development of the study used a number of engagement strategies
and this proved to be very fruitful in determining the research objectives, the participants,
including their age and the sphere of matters discussed throughout the study. The public
engagement undoubtedly had a significant impact on the approach to the study and
many of the people who contributed to this had either expert, family or indeed personal

knowledge and/or experience in the field of teenage and young adult cancer care.

The analysis was developed using a number of tools and approaches. The interviews
were subjected to qualitative coding using NVIVO 10 to enable data extracts to be
placed in broad categories before being themed and discussed. This was carried out
both within cases and across cases using participants from each case. The interpretive

discussion which followed led to recommendations for future practice.
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4. CASE STUDY PRESENTATIONS AND WITHIN CASE THEMES

4.1 INTRODUCTION
The aims of this chapter are two fold, primarily each of the five young people who

participated and thus formed the basis of each case study will be introduced. This will
provide t he opportunity t o contextuahi se
observational lens will be presented, which will provide a primary view of the young

people and some of the significant others in their lives who also participated in the study.

These included family, partners, healthcare professionals and friends. Staying true to the

tradition of case study research, the chapter will also illuminate insights into the journey

and trajectory of each young personds exper.i
the development of symptoms and subsequent treatment for their cancer, providing

within case themes. Each experience was unique to each individual young person as

was the experience of those others who took part in their case studies. However, there

were elements of each of their accounts which yielded similarities.

In the subsequent thematic Chapters Five, Six and Seven, which immediately follow and
again in keeping with the case study tradition, these similarities will be brought together
to provide themes which cut across either some or all of the cases. These themes will
offer important examples of cross case analysis, which will provide a catalyst for in depth
theoretical discussion, following the presentation of all the results generated from the
study. Extracts from the entire data set will be drawn upon and will include verbatim
elements of conversation during interviews with not just the young person but with the
others already mentioned who took part. Other extracts from field notes following
observations of consultations with young people will be utilised as will written records

from each young person onsedical notes.

The stories which follow are just brief glin
experience of cancer. lllustrative examples are provided which represent key aspects of

each journey.
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4.2 ELLEN: CASE STUDY PARTICIPANT 1
Soon after gaining ethical approval and permission to access participants in the chosen
health boards, | was informed by my contact that Ellen might be a suitable young person
for invitation to participate in the study. This was in late January 2014. Ellen had been
spoken to privately and confirmed that she would take the information sheet away with
her and would make contact within a week. She agreed to take part and through my
contact we arranged a suitable time to meet. | began the data generation in February
2014 and this was completed in July 2014.
4.2.1 BACKGROUND
Ellen was a 21 year old young woman who had been brought up in a suburb of a city in
a small bungalow by her parents. She was educated in a local comprehensive school
through the medium of Welsh. She was an only child with a small extended family. Her
parents Phillip and Christine were experienced teachers and both were working in the
local comprehensive school where they had been employed for many years, this was a
different school to the one that Ellen attended. Ellen had enjoyed school and had a small
number of close friends. She excelled academically and had chosen her A-level subjects

independently of her parents with a view to studying architecture at university.

Ellen had chosen to leave home to attend university and moved many hundreds of miles
away as a result of this decision. She achieved her predicted grades and began her
degree programme in September 2011. Ellen had a quiet, unassuming character and
she showed me photographs of herself before she was unwell. These were at social
events where she looked happy. She had shoulder length brown wavy hair, and an
impish face. Ellen was a talented artist and enjoyed painting, to which | will return later.
This was partly the reason for her choice of architecture as a degree. However, when
she went to university, she very soon realised that this was not the right programme for
her and so transferred to civil engineering during her first term. Again she did this

independently and did not inform her parents until after she had swapped programmes.
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Whilst at university she had embarked upon her first serious relationship with Nigel and

this was ongoing throughout the duration of the data generation period.

4.2.2 DEVELOPMENT OF SYMPTOMS

During her second year at university, at the beginning of the second term, Ellen began

to experience pain in her left shoulder. Her previous medical history was unremarkable.

She developed many symptoms during the months that followed and although she

visited her GP several times a diagnosis was not established. Despite this her symptoms

worsened and she was diagnosed with a haematological cancer after returning home in

the summer of 2014 and following the intervention of her father. Unfortunately Ellen did

not have an uneventful experience and suffered a reaction to one of the medications in

her treatment progr amme. This resulted in a
one stage completely dependent on others for all of her functioning. When [ first met her

she was unable to walk more than a few steps, her speech was altered and she had
generalised muscular weakness. As a result of her protracted and complex trajectory

eight themes were identified, these formed the basisofthewi t hi n case in ter,

experience (Figure.4.1).
THEMES FOR ELLEN
Flying the nest

Onset of symptoms and
independence

Escalation of symptoms

Father takes the helm

Treatment issues

Figure 4.1. Identified themes for case study subject 1 (Ellen).

4.2.3 FLYING THE NEST
Ellen, like many other young people was eager to pursue her plans to attend university

and was keen to leave home. She discussed this during the early part of her first
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interview and it was clear that it had been important for her to leave home and to start to

become more independent .abdatlthisénmidintenfiea:t h e r

Well several universities offered her places but she ended up choosing
(university).Umm she wants to experience other parts of the country and this
that and the other and independence so fine she chose architecture in
(university) (interview with E | | dathér £hillip pg.2).

E | Isdathér displayed pride for his daughter throughout our discussion and was keen
to support her in her desire to leave home. He recognised her growing need for
independence and that she wanted to make her own decisions about what she wanted
to do. Whilst she had been very close to her parents, spending a lot of time with them,
her father was excited at the prospect of her undertaking her university education and
being an autonomous adult. This was also an exciting time for Ellen as she planned
independent living and the prospect of working towards a career in architecture.

4.2.4 ONSET OF SYMPTOMS AND INDEPENDENCE

Wh e n E Isymetonds egan to progress she was not keen to lose control of her
situation and even though she was beginning to feel very unwell, she retained her
personal agency and choice and stayed at university. She was determined to keep going
and complete her second year culminating in her end of term examinations, despite her

state of health:

and then it (the pain) just kind of spread all throughout my body and this hand
started to get painful. I coul dndt
dressed. | would have to get up an hour earlier, an hour earlier than usual
(interview one with Ellen pg.12).

Although Ellen was struggling to complete her daily activities, she made adjustments so

that that she could remain independent. This continued throughout the spring and for the

a l

most part of the summer in 2013. During his interview,El | endés boyfri end

his despair at the continuing deterioration in her health and was very explicit about how
much he tried to help and advise her and in doing so take some control of events. Nigel

although at university with Ellen had decided to live at home with his parents. He became
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so concerned about Ellen that he confided in his mother who herself suffered from a long
term condition. However, Ellen did not accept the help of either party.
4.2.5 ESCALATION OF SYMPTOMS
From March until the time that Ellen was diagnosed, her symptoms continued to
worsen. This marked a time of change in terms of the personal agency that Ellen had
relating to her health and her everyday life. As her condition worsened she began to
lose more control of the unfolding situation. Most of this was related to the fact that she
was unable to physically cope with the demands of everyday life. However, there
remaneda number of exampl es odewilite makédeasiorsi ng 6o
Her boyfriend Nigel played a key part in this phase as she remained at university
during this time:
Yeah, yeah, well, | was on the phone to her because after the exams, | can
remember, | got a phone call fromEllenand | coul dnét really m
was saying because she was in absolute agony. She was like screaming and |
said Ellen, Ellen we are going to come and get you and you can come and stay
with us and my mum will look after you and she kept telling us please no, just
stay on the phone with me and | was like, my mum was like Nigel, | am going to

go and get her and | was like ok mum just wait you know, so Ellen, really
stubborn didnoti waetvitewiwmptolseElI | ends boy

This data extract reflects one of a number that were related to the time prior to diagnosis.

Ellen had several phone calls with her father in particular, where he encouraged her to

keep going to her doctor 6s avwaptoattend herdectiress. Her

and to complete her second year exams. She managed to achieve this and was

successful in all her second year examinations. However, when she returned home in

the summer of 2013, her father began to take control of the situation.

4.2.6 FATHER TAKES THE HELM

Ell enbés father taking control was pivotal i
Shewasgettingr i ppl es i n her muscles all the wa
her, | call them tranquillizers butlcan 6t r emember t hiet @z g aianh
ités a morphine base type of tranquilli z
effect, 1t waagnieds,/forthdactwaedmgnosis go after a couple

of weeks it was, ok we have done three out of hours surgeries and we have done
three lots of that so | got a consultant& name (interviewwithE|l | e n 6 Phillipat her

pg.6).
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Despite her f ansheenurbber of appo@atments nwere required before
Ell ends diagnosis was confirmed. This was of
for Ellen and her family. Once Phillip and Christine were aware of the diagnosis, Phillip
said that he decided to obtain some information from the medical team before discussing
matters with Ellen. He openly shared with me that there had been no negotiation about
this, he had made a judgement that this was the best way forward and that what he was
doing in gaining information first, was i n EIl |l ends best interest:
Ellen she too mentioned this and agreed that this strategy had been the best course of
action at this time. The doctor, she said, had also told her father that she only had weeks
tolive.Ifhe had told her this EIllen commented t|
Consequently although matters were outside ¢
negotiation with her about aspects of what was happening, she appeared happy to
relinquish thisinf avour of accepting her THisgitovdedad s hel
example of the structural powerinthenot i on of family and EI | enos

agent, although not with her knowledge.

Her father in particular was central in sometimes taking the lead on matters in terms of
treatment and this was also evident during outpatient consultations when a discussion

about some of Eltdolepeées medi cati ons

Phillip again spoke and said that he realised the importance of this (drug) long
term and would prefer if they just continued to work on the blood count. He then
immediately asked whether Dexamethasone pushed the neutrophils up. The
consultant replied a little bit. Phillip said that this happened the last time after

0 d @after whichhelaughed r at her n e r didnotspeak at alleurihnge n
this period and as in other consultations | found it hard to grasp the meaning of
this conversation and wondered if Ellen felt the same. It was impossible to tell

as she did not take part in any of the conversation. Dad looked across at me for

a moment and then back to the consultant (observation one field notes Ellen

pg.3).

4.2.7 TREATMENT ISSUES
The early part of treatment was demonstrated in E | | sevividdy illuminated excursion

below showing the lack of choice and control that she possessed at this time. In her

first interview Ellen outlined some of the things that happened:
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treatment wise they gave you a timetable of what they were going to give you
on what day and you know have lots of lumbar punctures and bone marrow

sampl esé and they put | ike chemo in my sg
my veins. I have problems with my veins |
umm err my skin was bruised, my fténdt wer €
a suitable vein and so |I couldnodét have a
ti meéand that apparently affects somet hi
have a PI C |ineéeven though | really want
the treatment and the induction and umm that leads to consolidation and | was
beginning to | ose sensation in my | eg anc
umm | thought oh well everyone getsitandever yone does ité (i ni
with Ellen pg. 17).

She however, understood that this was necessary if her treatment was to be

successful. Nevertheless, the lack of personal agency in this extract provides a stark

picture of the limitations that one must accept during treatment. Undoubtedly it is the

case that treatment is intensive and there are many challenges in the administration of

treatment. The situated context of treatment though provides such a significant contrast

to the o6lifed that wasvebreyf ofraer drieangonvoesdi si na nkEll

flying the nest to an independent life.
4.2.8 CAN | HAVE A CHILD?
There were a number of other issues over which Ellen had no control and therefore no
personal agency during treatment and some of these concerned her life outside of
treatment. Amongst these was the fact that her fertility was likely to be affected as a
result of her treatment. Her father also commented on this as a decision over which she
had no choice. This was something that she found very difficult to accept. She talked
about how it felt when she received this news:
| always wanted children umm and when | was younger | would always say | will
never have any children, never have any children butwhent hat 6s t ak

from you, you have no controlionégtver it
devastates you (interview three with Ellen pg.9).

Unfortunately this concern was soon not a priority as Ellen had a severe reaction to one
of her medications. As a result she went to her local emergency unit where her condition
deteriorated dramatically. This culminated in admission to the intensive care unit in the

hospital where she was receiving treatment for her disease.
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4.2.9 THE SLIPPERY SLOPE
In this instance her ability to exert any choice or control over decision making was absent
as she was entirely dependent on her family and those who were professionally involved
in her care. Ellen very dramatically shared her thoughts at this time. This really

illuminated how compromised her personal agency was during this period:

I coul dndt move so | enatedatupppertnb dyd,]
any control of my bladder and | coul dnot
that was in the ambulance on the way to (the unit), all my organs were slowly

shutting down and | was screaming in agor

got inflamed and basically my brain, the back of my brain was shutting down
bl ock by bl ock.(int&wew threewsthuBHlleahpgd3). t al k

The physical effects of treatment rendered Ellen completely dependent on others for her
survival at this point. The nurse who was immediately involved in her care at this time
though was keen to point out that she did not act alone in making decisions about how
to effectively manage the situation. Instead she utilised the support of those closest to
her. This manifested itself as an example of collective agency between nurses and her
parents, assisted by helpful judgement of the nurse involved:
umm when Ellen came into us she was very unwell, | was the person on that
day and Il was involvediné basi cally she couldndt make
mum, dad and myself and the doctors decided what we should do and how we

should do it because she could just not communicate with us at all (interview
withE| | ewrsg pg.2).

As a consequence of this very serious event
recovery was very gradual and protracted and Ellen faced many challenges both
physical and psychological during this time. Her dependence on others was significant
for several months and when | met her in February 2014 she still had limited mobility and
required considerable assistance. As time passed she made some progress and at our
final interview in July 2014, it was very encouraging to note that Ellen was beginning to

regain control of her personal agency again.
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4.2.10 PICKING UP THE PIECES
Her progress in terms of control in decision making was particularly with reference to her
future life outside of treatment. It was clearly something that was important to her and
she was very clear about her intentions:
so at the end of next year by august next year | will have to make the decision
whether or not | want to continue with civil engineering or basically drop out of
university those are my two options they only gave me two years as an interval
and if that is their policy then fair enough then | have got to follow their rules

umm, so | decided after the end of the two years | would go back to university |
have decided that,t h at 6 s (irdeeview threéetwith Ellen pg.4).?

It was clear in this interview, not just in terms of returning to university but in other aspects
of her life, that Ellen was determined to achieve some personal agency in her
forthcoming trajectory. This was however an aspect of her life which not unreasonably
worried her parents. We concluded our discussion together with Ellen sharing with me a
painting which she had managed to complete as she recovered from what was a very
difficult period of her journey. The painting at the beginning of this thesis exemplifies the
myriad of feelings that she had at this time and it illuminates in some ways the fluctuating
level of control which she had at this point in her life.

4.3 SAM: CASE STUDY PARTICIPANT 2

At an early stage of data generation | was made aware of Sam by my contact at the
study site. His circumstances were different to Ellen as he was undergoing a second
round of treatment for his cancer following a relapse after the first course. However, he
was still undergoing curative treatment and so therefore could be considered for entry

into the study. My contact said that she was not sure if Sam would want to take part as

he was a young man whoverymuch o6kept his own counci

anyone. However, having discussed and read the information sheet, he agreed that he

would take part. | began to work with him in March 2014 and his data set was completed

2 During the final interview | was aware of how many times Ellen repeated her intentions to
return to university and this came across as a real need to assert her personal agency, she
really demonstrated a desire to have control of this aspect of her life (reflection, interview three
with Ellen pg.4).
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in September 2014. He was still receiving treatment relating to his bone marrow
transplant at this time.

4.3.1 BACKGROUND

Sam was a 20 year old young man who had been brought up in an affluent area of a
different city than Ellen and had been privately educated. He was the middle child of
three and had an older sibling, a sister who was a teacher, who he was close to in age
and a younger brother who was 8 years his junior. He had quite a large extended family
with several aunts and uncles and a number of cousins. His mother, Linda worked as a
GP in a local practice and his father was a partner in a firm of solicitors. In his extended
family there were others who worked in various healthcare fields which included

medicine.

Sam had done very well at school academically and had planned to go to university to
study ancient medieval history. He was fond of reading, gaming and playing bass guitar.
He had formed a group with some friends and this was something that he was very
enthusiastic about. His mother had encouraged him to undertake a range of outdoor
activities as he was growing up and this included, kayaking which he had enjoyed. Sam
had a reserved nature, he was gentle and modest. His interest in all things musical
reflected his dress sense which was almost always T shirt, jeans and trainers sometimes
with a motif on the T shirt which bore a reference to music in some way. As a younger
teenager Sam had been diagnosed as having a hearing difficulty and this might have
contributed to his quiet nature. He informed me in his interviews that sometimes he would
try to lip read to some extent so that he could understand and participate in
conversations. Al 't hough at Samdéds school
would go on to become a doctor or a legal professional, he pointed out that this was not
what he wanted. He was really interested in ancient medieval history and as a result
focused his A levels accordingly. Whilst he was at school he met and got to know a girl,

Harriet, who he began having a relationship with when he entered the sixth form at
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school. He had subsequently continued this relationship and it was ongoing throughout

the period of data generation.

During the spring of 2012 Sam was preparing to undertake his A level examinations prior
to going to university in the September of the same year. He had spent some time
thinking about where he might go to university and his first thoughts were that he would
move away from his home city. Unfortunately once he was diagnosed a bit later in the
same year he was unable to enrol at university due to him requiring treatment for six
months. During this time his girlfriend Harriet decided that she would change her plans
and attend the local university. She commented that this was partly to do with Sam and
his illness and partly because she felt that the local university was of better quality than
the one she initially intended to go to. Consequently Sam had changed his mind and had
decided that he would also stay closer to home once he had finished his treatment and

attend university at the same place as Harriet.

Sam was subsequently diagnosed in the summer of 2012 with a solid tumour. Sam
successfully completed his treatment after six months, finishing in December 2012.
Unfortunately he relapsed within a year following this and was undertaking treatment to
try and alleviate his disease prior to undergoing a donor bone marrow transplant during
the period of data generation. During this process five themes were identified

(Figure.4.2).
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THEMES FOR SAM

Mum knows best

Sensory impairment a help or
a hindrance?

Treatment challenges the
second time around

Three false starts

Home sweet home

Figure 4.2. Identified themes for case study subject 2 (Sam).
For the most part, the data generation relating to Sam was concerned with his relapse
and subsequent preparation for bone marrow transplant as this was what he was
experiencing at the time of his participation in the study.
4.3.2 MUM KNOWS BEST
One aspect of his journey that he talked about was the development of his symptoms on
the first occurrence of his disease and subsequent diagnosis. Sam first began to feel
unwell as he was undertaking his Queens Scout award. He had to complete a lengthy
walk and felt really fatigued when he returned home, he paid little attention to this and
this indifference continued even when he developed further symptoms:
umm wel | I dondét think, Il think I must he
make that much of a thing about it and | was uhh | think | complained more

about the itching because | was really, really itchy and | think I looked up and
diagnosed myself (interview one with Sam pg.11).

Sam explained how the self- diagnosis had given him three options of what his symptoms

might mean. He concluded that it might be anaemia. The other two options one of which

was cancer did not worry him as he believed that what was happening would not be

serious. What happened next was a form of proxy agency on the part of Linda, Sa mé s
mother., Sam began to worry that whatever was ha

At this point he was in the middle of his A level examinations and asked Linda, his mum,
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to take some bloods from him which she agreed to. As a consequence of the blood

results, Linda realised that all was not well and that he possibly might have some type

of malignancy. This was sadly confirmed soon afterwards. However, Samés mot hert
chose not to disclose this news to him until he had finished his examinations. It was as

though she was attempting to maintain his personal agency for what she thought were

the best reasons. She did comment in her interview that to have the burden of dealing

with cancer and having to take his examinations at a later date would be a double blow

for Sam and that this was something she felt would have caused further distress for him.

The teachers at Sambés school however had a di
her decision which she felt would enable him to continue:

Linda: i t Oirgeregting because what happened was school thought the

best thing was to not do his exams because they felt that if he did the exams,
the universities could say hedd had a go

JD: yes
Mum: and then umm he was ill by now
JD: yes

Linda: t hey 6d ntheexam rdorn and he was hardly typing anything
because he was soill

JD: aww

Linda: and so they thought best not to do the exams and it will be perceived
that he had one attempt and they might want him to get even higher grades the
next year round

JD: okay

Linda: and | came over quite clear which was unusual for me, | just sat there
and said I 6m awfully sorry heod6s doing t he
resitting whi ¢@nterview witoSid ndsd t niofida g 5).

Subsequently Sam did sit all but one of his examinations before his mum disclosed his
illness to him. He communicated to me that he was glad that she had done this as he
managed to get 2 A grades in the ones he sat before he knew and a C grade in the last
one when he was aware of his illness. When Sam experienced symptoms again (in the
form of lymph nodes in his neck) as his disease returned he did confide in Linda and

again asked her to take bloods, which she did. However, these were normal and his
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recurrence was only confirmed when he attended his outpatient appointment on his own
whilst his parents were away on holiday. His mum though had put support in place by
phoning Harrietbés mother to tell her that he

that Sam was aware of this:

I did ring Harrietds mum before weiswent t
going into the clinic tomorrow. | &m sur e
like an insurance policy but just to let you know just so you are aware (interview

with S a m énsther Linda pg.28).

Throughout Sambs | otwbe central toloiganidirg, psoteaing dich and
acting as a proxy agent in decisions. However, there was some complexity in this picture.
4.3.3 SENSORY IMPAIRMENT A HELP OR A HINDRANCE?

S a mearing difficulty meant that it was problematic to know whether he was not
exerting choice and personal agency because he did not have the desire to do so or that
he was not sufficiently able to participate fully in conversations. In contrast this could
have been that he made a conscious choice to not engage in conversation as a way of
closing down and taking control in order to cope with his situation. This was illuminated

at an outpatient appointment | attended with him and Linda prior to his transplant:

He began to play a computer game immediately and did not have any
conversation with us until we went into the consultation. There are two points of
interest here. Sam is partially deaf and so sometimes finds it difficult to engage
in conversations. However, | wondered whether sometimes he chose to close
down conversations because he wanted to focus on his treatment and this was
a way of coping. The game provided him with an appropriate way of doing this
without appearing to be not keen to talk (observation one field notes Sam pg.1)

Similarly there were other extracts which supported this during data generation, one in
particular from his girlfriend Harriet spans both his hearing difficulty and the central role

Linda played in his situation:

umm he leaves a lot of decisions up to his mum. | think, | think also the hearing
thing, | think maybe he doesndédt want to h
meetings and stuff | ike I ask him |Iike wh
really know butummmay be he doesndét want to talk a
(interview with Sa mdé s g iHarrfiet pg.2).e n d
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Anot her response from the nurse who was in
interpreted in the context of his hearing difficulty and whether or not he wanted to have
a conversation.® In this extract he also had another tool which he potentially, it could be
argued, used to exert his choice:
Just small talk, | will ask him how are your family, what have you been up to how

is the girlfriend an @ ékbsutdt focost dmeis veadsg | t
(interview with S a m éusse pg. 9).

Despite these instances he was able to exert some control and personal agency in terms
of his everyday functioning both during and following his transplant procedure.

4.3.4 TREATMENT CHALLENGES THE SECOND TIME AROUND

When he was admitted for the transplant, he had to spend a lengthy period of time in
isolation due to the nature of the treatment, which compromised his immunity. This
constraint appeared to be enforced more following the transplant. However, before he
underwent the procedure he was not keen to follow instructions, instead he took matters

into his own hands in personal agentic terms:

| tried to go to the toilet in the, because you are meant to just go in the bottle

umm and | didndét really Ilike that idea an
which was umm it was, | was given my own room and umm it was out in the

corridor outside the room so | tried to use that as often as possible (interview

three with Sam pg.3).

This level of personal agency cont i nued to be a feature of
recovered from his transplant and he was able to look forward to piecing his life back

together.

4.3.5 THREE FALSE STARTS
In all Sam had attempted to go to university on two occasions and he had not managed

this. He had also been told that following his transplant he would need to wait another

year before embarking upon his degree. This amounted to three false starts technically.

3 | thought about having a sensory impairment, and how difficult this might make communication
during illness. | also thought about how much could be missed by a young person in terms of
information if they did not disclose their hearing impairment. It was of course impossible to know
whet her Samchosposetyt 6 Ilinewiewdwith Hareidtpgd)ct i on,
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He was therefore thrilled when the medical team changed their minds and said that
because he had recovered so well he would not have to wait. He spared no time in
making choices and taking control of this. He talked avidly about the arrangements that
he was making in order to ensure that he had covered all of the practical aspects involved

in getting back on track:

umm | had to email my old personal tutor to ask him what should happen and
because it worked out quite nicely in that the university system still had me to

comebacki n September or well | ate September

anything there, |, the main thing really was student finance umm yeah student
finance was the big one umm | had to, | had to remember all these details about
student finance (interview three with Sam pg.9).

As well as this aspect of his life he also made a decision to move out of his parentsd
home. He had been living with them throughout his illness and following his bone marrow

transplant.

4.3.6 HOME SWEET HOME
Sam was determined to have his own place sharing with a good friend. Whilst Linda had

her concerns about this she recognised that he needed to exert some choice and
personal agency in his life. Harriet outlined perfectly his desire to exert choice coupled

with him taking responsibility for his health:

| think he actually wanted to move out more than he was letting on and then
they (he and a friend) were looking for flats and he kind of like had hygiene, like
he had to think about hygiene because a lot of the flats were like grimey flats
andyeahwe® e | i ke giving him advice |ike
becauseéand u mhewentfermuiteiaapbsh gxpensive one which
has apparently got no mould problems or anything (interview with Sa mo s
girlfriend Harriet pg.4).

Sam was really focused on building his life beyond his cancer and whilst he was aware
of the limitations, particularly with reference to his early recovery, he was keen to have

his life back and to move forward.

4.4 WILLIAM: CASE STUDY PARTICIPANT 3
During spring of 2014 my contact at the study site once again got in touch to say that

there was another young person who might be interested in taking part. The young man
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in question had a different trajectory to the first two participants but his cancer was still
one of the more commonly occurring, according to the previously cited UK cancer
statistics for the 15-24 year age group. He was the first of the participants who had
undergone surgery as part of his treatment. He was approached as was the usual
procedure by the identified contact. Following discussion a couple of days later he
confirmed that he was keen to take part. | commenced data generation with him in April
2014 and this was completed in August 2014 following his completion of treatment in
May.

4.4.1 BACKGROUND

William was a 20 year old young man who had been brought up in a small city on a large
estate of private contemporary houses. He was an only child and had attended a local
comprehensive school until he was 16. He then attended another school which
incorporated a national cricket academy, where he continued to undertake his education
and received a coaching programme to enhance his development as a cricketer. His
mum, Julie, had worked for more than 20 years as a nurse in an outpatient department
at the local university health board and his father, Martin had worked for many years as
an upholsterer in a small company. More recently he had begun to work for a large
furniture manufacturer. Although William had a relatively large extended family, he did

not see many of these relatives very often.

William had performed well in his GCSEs and had chosen to undertake a BTEC diploma
in sport, a vocational qualification which has comparable points to A level qualifications
enabling young people to progress to university if that is their intention. William had not
been sure about his own path and had therefore finished his time at school and was in
the midst of deciding what he would do when he became unwell. William was extremely
tall with very dark thick hair, although | only saw this later on in the study as he had lost
his hair as a result of treatment when | first met him. His love of sport and cricket in

particular was obvious. He also enjoyed playing the guitar and listening to his girlfriend,
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Lucy, singing. They had met during his last two years of school and their relationship
was ongoing throughout the data generation. He had a really casual style in terms of his
dress which usually involved wearing shorts most of the time, including at his outpatient
appointments. The relevance of this and his determination to continue making this choice

to dress as he wished will shortly become clear.

4.4.2 DEVELOPMENT OF SYMPTOMS
William began to feel unwell just after Christmas in 2013. He was attending winter cricket

training and was experiencing pain in his left knee. At first he thought that this was due
to a muscular injury. He did mention it at home to his parents but did not worry about it.
The symptoms did not subside and so he was referred for physiotherapy as an
outpatient. Unfortunately following treatment he was still not making progress at which
point Williambds father b esWilnaawasdagooked witth a
solid tumour of his knee. William underwent two cycles of chemotherapy prior to an
above knee amputation followed by a further four cycles of chemotherapy. | met him
when he was undergoing the post- operative chemotherapy. Five themes were identified

for William during data generation (Figure.4.3).

THEMES FOR WILLIAM

One of the boys
Mum in a dual role
Trying to be a man

Being able to express an opinion

Physical limitations.

Figure 4.3. Identified themes for case study subject 3 (William).
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As with the first two cases thus far described, the development and progression of
symptoms marked a turning point in the lives of the young people in this study. The
continuous trend of their growing independence was evident in their life course and
William was no exception. He was an independent young man and this had been a
feature of his life throughout his earlier teenage years. Both of his parents worked full
time and he had adjusted to his situation accordingly.

4.4.3 ONE OF THE BOYS

As William matured and his cricket began to take centre stage his independence and
personal agency continued to grow and he chose to leave school. This was evident in

the interview with his parents:

I just knew he would be happy doing that whereas if we made him, well we
coul dndét have made him but you know,
had to stay at school he would have probably might have rebelled and not have
got anything from him so umm yeah and I think the cricket and obviously was
the big factor for William (interview with parents (Julie mother) pg. 5).

This was referring to his choice of the cricket academy, which his parents were not
particularly happy about. However, when he developed symptoms and following his own
attempts to sort things out (he always visited the physiotherapist alone), Martin, his father
intervened acting as proxy agent. He made a decision that the best course of action

would be to take William privately to see a friend of his who was a physiotherapist. It

then transpired that Martinés friend was

scan, whi ¢ h Wi thdnipadnfér.sThig ladrte hig subsequent diagnosis.
Although similarly as with the other cases, William was happy for his dad to take the lead

in the situation:

William: yeah basically so he decided then to send me to a (name of
physiotherapist) which is a sports physio that he knows from when he played

rugby
JD: oh really
William: yeah

JD: ok so he had a mate basically?
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William: yeah private physio
JD: so your dad made that decision?

William: yeah basically yeah | had never heard of this (name of physiotherapist)
before

JD: but you were, you were more than happy to go along with that

William: yeah | wanted to start playing (cricket) again (interview one with
William pg.21).

What appears to be key in the pre-diagnostic stage in terms of William®& experience
comprises a strong element of independence which developed at an early age. This
continued when he first became unwell. His parents continued to work and he was able
to manage his treatment as he was able to drive and so attended his physiotherapist
appointments in an attempt to sort matters out. However, he arrived at a point where he
had neither the knowledge nor the means to decide the next course of action, which is
where his father became prominent in the decision making. Once William was
diagnosed, this lack of choice and control was significantly exacerbated particularly

because of his physical limitations.

He was unable to mobilise and used a wheelchair prior to his amputation and following
this surgery in October 2013. He then underwent a lengthy period of recovery and
rehabilitation, when he was treated with further cycles of chemotherapy. He was
however still keen to make choices and assert his personal agency, particularly in
relation to his love of cricket. This was illuminated by his friend who he nominated for
interview:

and another thing that | have just remembered that he came in his wheelchair

he went to a 20, 20 umm our midweek cricket team we got a load of tickets and
he came in his wheelchair which was é (i nt er v i efrendWatham Wi | | i

pg.18).

Nevertheless dependence and lack of choice was inevitable given the situation.
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4.4.4 MUM IN A DUAL ROLE
Wi | | i a moimmediatdly hoekrtime off from her job as a nurse for the duration of his
treatment. She was very involved in his care and whilst William clearly appreciated her
hel p, the nurse who was interviewed in relat

sometimes a source of frustration for him in which his personal agency was restricted:

Wi | | iNarsedtsvas it was very intensive, umm (mum) kept a very good eye
on Williaméyou whsweyessometimes dnd she knewlit was a
rolling joke

JD: so what do you think that means that she kept a good eye on him?

William& Nurse: | think she, she was very cautious of him, she knew what she
was observing for in terms of whether he was ill or not. She would monitor his
weight quite closely and things like that, she would monitor his eating and
drinking, she was very good at that (interview with Wi | | inas® pgs5).

Despite the severe limitations on his life William gave the very strong impression that

he was determined to take back control of his personal agency and move forward.

4.4.5 TRYING TO BE A MAN
Commonly those who were involved in data generation in his case commented on

Wil l idmd@sward | ookingd attitude and his desir
Wiliamwas very much a go getter, he didnot
amputation he was already looking up ahead of how he could get back into his
cricket and things without it phasing him (interview with Wi | | in@rsa pgs3).

This extract typifies Williambds attitude to

the driving seatd I|literally. Recei wteppigg hi s

stone to creating his future destiny and the capacity for future personal agency. William
very much viewed himself as a man and was mature in his approach to life. He had been
independent from an early age and the evidence provided in terms of trying to stay on
top of things and take charge of his life after cancer demonstrated this. He said that he
was very keen to not ask for help and to do things for himself, particularly with reference

to his mobility.
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4.4.6 BEING ABLE TO EXPRESS AN OPINION
This was an important consideration for William and for the most part he commented that
his opinion was valued in terms of his care and treatment. However, as with all the other
young people in the study his treatment protocol rendered him with a degree of
vulnerability as his personal agency was limited. This was further complicated by his lack
of mobility in the early stages following his amputation. Subsequently at the end of his
treatment protocol he was provided with an opportunity for strong personal agency,
which was something he appreciated. As part of his treatment protocol he was offered
the opportunity to not have the last dose of part of his chemotherapy and he was keen
to take advantage of this. The consultant talked about this with him in a subsequent

outpatient appointment:

The first discussion was triggered by mum before any questions were asked.
She thanked the consultant for the fact that he had reduced Wi | | id@sedd s
Methotrexate in his protocol and so he had not had to have the last one.
Methotrexate was one of the drugs he liked least so this was welcome news.
The consultant said that

i there was no evidence that the ext
(observation one field notes William pg.2).

WhilstitwasWi | | i amés mot her who commented on-
verbal message that he had felt respected by the consultant and equally the consultant
nodded to him that he was happy for him to make this decision.

4.4.7 PHYSICAL LIMITATIONS

Undergoi ng an amputation clearly had a si
cancer he had been a keen sportsman and had been fully independent in terms of
mobility. He was enjoying driving and this added to his ability to not rely on anyone as
he experienced everyday life. Once again his determination to return to his independent
status and be viewed as a man was evident in the data set. This applied very clearly to
his relationship with his girlfriend. Soon after his treatment finished he took a holiday.
Although his parents were slightly ill at ease with this he used his personal agency to

make a decision about the holiday. He said that his parents would have preferred that
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he went with them on his first holiday after being ill. Nevertheless undoubtedly there were
difficulties which he had to navigate whilst on holiday, thus demonstrating that his

independence and choice was limited:

We went to a four bedroom villa with a swimming pool so during the day we

di dndét need to move tameg wheaercen aswd ¢d
everywhere because it was quite a long walk to the beach and to the nearest
town but in town | would just use one crutch like a walking stick kind of thing. It
was quite difficult because all the paths were all cobbled roads so that was
quite difficult to walk on (interview three with William pg.1).

Despite these limitations William was able to begin to negotiate his way through adjusting
to his new situation. As | stated in the opening part of his story, he was back in his shorts
as most sportsmen are when | met him at his outpatients appointment.

4.5 LEAH: CASE STUDY PARTICIPANT 4

Leah was the youngest participant, at 16 years of age, who agreed to take part in the
study. As part of the sampling strategy and following discussion with experts in the field,
I had decided to include a young person who was being treated for a rare cancer in the
16- 24 year age group. As discussed earlier in this chapter it was likely that the
experience of a young person whose trajectory was arguably less predictable would add
further variation to the sample and provide an opportunity for generation of rich data that
might not be illuminated in other participants. Leah had to undergo a particularly
challenging treatment programme and | was concerned that taking part in the study might
be an extra burden for her. Subsequently a lengthy discussion took place between my
contact and | in the study site. In all of the other cases, the consultant who was looking
after each individual had been made aware of their participation and had been happy for
me to proceed. In this case however, | was keen to have further discussion with the
consultant looking after Leah to consider her potential participation. The consultant felt
that it was appropriate to approach Leah, with the reassurance that any consent could
be withdrawn without reason if she decided not to complete the data generation. Leah
was approached and subsequently decided to take part. The data generation began in

July 2014 and was completed in February 2015, at which time she was still receiving
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treatment. This was a more protracted period of data generation because of the
challenging nature of her treatment. There were occasions when | planned to generate
data and this was not possible, resulting in a need to re-arrange suitable times.

4.5.1 BACKGROUND

Leah was the eldest of two children, she had a younger brother who was in high school.
Her parents Janice and Kevin had divorced 12 months prior to her diagnosis and this
had been a very difficult time for all the family. During the study they would not visit at
the same time. Instead they would stay with Leah for two days each and would not
exchange any conversation, one parent would leave the unit and the other would arrive
separately. Leah was in the middle of studying for her GCSES and was doing well at
school. She had a small circle of friends and enjoyed rollerblading and going out with her
friendship group. Her real love however was reading. She had a slight build and a quiet
nature but she was fun loving and enjoyed a joke. She had a steely determination about
her and did not give the impression that she could be easily swayed if she did not want
to agree to something. She | aughed neryv
a boyfriend.

4.5.2 DEVELOPMENT OF SYMPTOMS

Leah as with the other cases had been unwell for several months before her diagnosis
with a range of what could be described as vague and sometimes minor symptoms. Her
mother Janice thought that it could have been as long as a year. She continued to attend
school and demonstrated strong personal agency during this time although this
diminished dramatically as time progressed because she felt so unwell. She was
eventually referred to the specialist treatment centre where she was diagnosed with a
stage four solid tumour in May 2014. During the data generation six themes were

identified (Figure. 4.4).
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THEMES FOR LEAH

Finding my feet

| want to go to school
Climbing a mountain
I will go to the ball

| am not taking them

The beginning of the end.

Figure 4.4. Identified themes for case study subject 4 (Leah).

4.5.3 FINDING MY FEET

Leah was at the stage in her development tow
her feetd. She wa s indepegdenhywitmfriends and comimgitowdrds s e

the end of her high school education. Although her parents had divorced recently and

she had not had much involvement in the decision making about where she would live,

she seemed satisfied with the arrangements and saw both parents regularly. She had

chosen her subjects for GCSE without any resistance from her parents, they had not

pressured her into doing anything that she did not want to do, which arguably

demonstrated their trust in her ability to choose her options:

umm well | got given a booklet, things with columns and | could choose the
subjects in the columns and | think we were told whatever subject we liked but

t hen | had trouble because | di dnot Kknow
then who was it, yeah | think and then decided to
much, my parents didndét really have much

choose my own things, like | told my dad what | wanted to do and he was like
yeah and my mum was fine as well (interview one with Leah pg. 4).

It was during this time however that she began to feel unwell and found it increasingly
difficult to attend school. Despite the fact that she had an excellent attendance at school,

there were occasions when the school were unsure as to her motives and there were
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times when they believed her absence to be deliberate. However, this could not be
further from the truth as she struggled to attend.

4.5.41 WANT TO GO TO SCHOOL

Ultimately she maintained some choice and personal agency in this by negotiating with
Janice that she would go to school for a short period each day and then return home.*

This enabled Leah to continue with her daily life and to progress with her studies:

Yeh shebds 16 shebs old enough sheoealkynow i f
wanted to go you know | did ,i$arightyplbvi ousl y
canét go if you are il/| but | feel fine r
it was a half day at some point drop her off and | would like pick her up so it

was just getting to the I essons but obvic
coul dndédt go emm so we just done what we ¢
was still bad but she wanted to go to school (interviewwithLeah 6s mot her

Janice pg.4)

Once Leah was diagnosed she continued to negotiate what was happening, exerting her
personal agency despite the seriousness of her illness.

4.5.5 CLIMBING A MOUNTAIN

Although she did not always ask direct questions she was very attentive in terms of her

involvement in discussions about her care:

so umm | am not entirely sure if | remember her asking many questions but she
was listening very intently and it was, she who first indicated her consent to

umm to go for the trial, dad asked me a few sceptical questions as you know as
people do and you know it is their right so he asked me about what could go
wrong if the drug and you know | remember that she was listening very intently
and I think took an active decision in going on the trial (interview withL e a h 6 s
consultant pg.3).

The consultant caring for Leah was conscious of the need to provide involvement and
choice for her and this was evident throughout his interview. He valued the importance

of the place that young people took dat t h

“l'n my interview with Leahodés father | sensed some
attendance at school. Whilst he helped to pick her up when she attended only for half a day, he

was very unhappy with the way the school handled the situation. They thought that she was
Opulling the woold as he put it. This really brot
others must feel when they are unsure of what is wrong with their child (reflection, interview with

L e a Hather Kevin pg.1).
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responsibility. Whilst | had envisaged that L
would be limited, it transpired that this was not the case. The seriousness of her disease
and prognosis meant that there were many limitations on her life, however, this did not
automatically lead to a lack of agency in her care. This ability to exert some control also
extended to her everyday life.

45.6 1| WILL GO TO THE BALL

She had been very unwell around the time that her school prom was due to be held.
Nevertheless Leah was very keen to attend. She had seldom been able to be discharged
from the specialist site but insisted that she would go home and attend the school prom.
This demonstrated many elements of collective agency, it was however led by Leah. Her
mum accompanied her but kept a distance, whilst Leah enjoyed the party with her

friends:

well first she was in the carpark because she only thought she would be there

for an hour yeah and then she said | think it was about two hours, three hours

she parked round the corner and she came in and said she was going to the

pub because | just wasnodt | eaving so they
finished and then after that then we went home got changed and then went to

the after party (interview two with Leah pg.13)

Unfortunately this | evel of choice was sadly
temporarily. Following her surgery and pre and postoperative chemotherapy, she was
referred to a large specialist centre to undergo a treatment which had not been available
to her in the study site. This was another attempt to try and control her disease, regretfully

it did not work.

4.5.71 AM NOT TAKING THEM
This theme related to a number of aspects in the context of treatment. These included

matters relating to medication and nutrition. With reference to nutrition Leah required
significant help with maintaining an adequate nutritional state and this proved to be
challenging during her treatment. Her parents were both concerned about her stance on

nutrition with regard to feeding which had to be carried out artificially:
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Ités unpleasant when they first done it
and she was ada man tmoie feels dometmarh exwnj shegsaich n y
one of the nurses had rushed it up and emm she said 1@n not having it done again

so | had to coax and tell her you know she had to have an NG feed because she
wasnot eating s he wa s to hal @nteiewt wittrsLoe alh 6hsa d
mother Janice pg.8).

This was of course difficult for all those involved in caring for Leah. Nutritional support is
very important for these patients as their weight can be severely compromised during
treatment. Nevertheless Leah was clear that she wanted to assert her view on the matter.
Her mother, Janice, whilst understanding this acted it could be argued as a proxy agent
in decision making and had to use persuasion to achieve an outcome which ultimately

would be helpful to Leah.

4.5.8 THE BEGINNING OF THE END
At a subsequent outpatients appointment three weeks after she returned, during which

time | observed the interaction between the consultant and Leah, her experience began
to take a different course. However, even at this stage, she had exerted control and

personal agency over her disclosure of the pain she was experiencing:

L e a ICobnsultant: You say pain in the back of your ribs?

Leah: | d oamedhad it konacceuple of days
Mum: (to JD) She only told me yesterday (observation two, field notes Leah
pg.1)

Mum repeated this again to me further on in the appointment and her body language
demonstrated that she wished Leah had said something about what was happening with
her symptoms, however, she had chosen not to disclose this information. Following this
consultation Leah was once again, as many times previously, readmitted to the specialist

unit.

4.6 SOPHIE: CASE STUDY PARTICIPANT 5
Sophie was the last of the participants to be invited into the study. She was also the

eldest participant at 24 years old. Again it was during her treatment that she was
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approached by my contact and asked if she wanted to take part. As with all of the
previous cases she was quick to respond and wanted to be included. Her treatment was
given to her as an outpatient and it was the shortest regime of the five cases lasting for
a period of five months. | began the data generation in August 2014 when she was two
months into her treatment and this was completed in January 2015 following her
completion of treatment in October 2014.

4.6.1 BACKGROUND

As with Ellen and William, Sophie was also an only child. She had been brought up in a
rural area in the South of the UK and had been privately educated. She had decided to
stay at school and following successful grades in her A levels, she opted to attend
university and to move away from home to undertake a degree in design. She was
subsequently awarded a first class honours degree and quickly was offered employment
in a large city at a successful design company. She had been involved in one serious
relationship and had lived with her boyfriend for a short time. This relationship had ended
before she became unwell, although she remained friends with her ex-boyfriend. Her
parents had divorced when she was 18 and their subsequent relationship was not
amicable. Her father had a new partner whilst her mother, Brenda remained single.
Sophie had a wide circle of friends and was enjoying a full, exciting and independent life.
She was taller than average for a female and had a striking look about her. She was
confident and ambitious and enjoyed outdoor pursuits. She gave the impression of
someone who would enjoy the rush of adrenaline that a stressful or challenging situation
might bring.

4.6.2 DEVELOPMENT OF SYMPTOMS

Sophie began to feel unwell in January of 2014. She had a busy life, sometimes working
long hours. This was accompanied by an equally hectic social life. It was perhaps
therefore no surprise that Sophie ignored her symptoms of tiredness at first. Instead she
concluded that it was a result of her lifestyle. However, her symptom of tiredness became

steadily worse and added to this she developed breathlessness and found that she was
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unable to walk very far. She continued to ignore her symptoms and went to work as
usual. This was despite advice from those who were close to her. She then developed
difficulty with her sight and eventually she went home to see her mother. She was
subsequently diagnosed in May 2014 with a haematological cancer. During data

generation five themes were identified (Figure.4.5).
THEMES FOR SOPHIE
The ferocity of independence
All talk but no action
| need to go home to mum now

Negotiating treatment

| am going back to my own home
now.

Figure 4.5. Identified themes for case study subject 5 (Sophie).

4.6.3 THE FEROCITY OF INDEPENDENCE
Arguably in terms of adulthood Sophie had all of the expected characteristics of having

achieved an independent life. She had graduated three years before she became unwell
and she had lived independently since she was 18. Her mum, Brenda had actually
moved to where she was studying and had remained there when Sophie left university
to begin her first job. It appeared that this was not a request from Sophie particularly,
rather Brenda liked the city where her daughter was studying, had no other commitments
and so decided to set down roots there. They also lived in the same part of the city during
this time, although Brenda made it cl ea
time. Although Sophie would visit her mum their lives were quite separate. Sophie also

saw her father but again this was not that often, he had a new life with another partner

and there were younger children from his
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her family life, her private education and her moving away from home at 18, | would
describe her as fiercely independent and possessing a high degree of personal agency.

This was very usefully summed up by Brenda in her interview:

| will go back to sort of early teens she, umm very resourceful, | am, you know

sort of admire that quality in her umm she umm, you know there is quite a high

income in the family her father worked, earned quite a substantial amount of

money and umm, she didnot need to wor k bu
money really so and | would sort of do things on the sly to you know, to provide

things and what have you and | think at 14 we talked about it and her working

and | said well if thatés what you want t
countryside and the nearest town was a sort of seaside town in (town) and umm

she said well can you give me a lift down to the next village so | said fine yeah

and then picked her up later and she had gone round sort of restaurants and

looked for work and got herself a job as a waitress (interviewwithSop hi e 6 s

mother Brenda pg.2).

This early control and choice in her life continued as Sophie matured. Unfortunately when
she became unwell, she continued to make her own choices and stay in control despite
the advice she was given. She made these choices despite her increasingly deteriorating

state of health.

4.6.4 ALL TALK BUT NO ACTION
As Sophie grew nearer to diagnosis she was physically restricted in her everyday life.

Increasingly she found that walking just a few hundred yards from her train stop to her
office building was very difficult, however, she did not take any time off sick, instead she
forced herself to continue as she normally would. At work her close friend Pip, became
increasingly concerned about her wellbeing and began to articulate her fears to Sophie.
However, Pi p became very frustrated by Sophieds
nominated Pip to participate in the study and she was able to share her frustration at her

interview:

| thought she was attention seeking because every day she would come in and

say I 6m a bit dizzy and | candét sfee todust
that bad surely you would go to the doctor and | kept thinking well go to the
doctor, go to the doctor and then she wol
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and drinking in the evenings and she would be fine and | thought surely it is not
that bad (interviewwithSo p hi e 6 Bippg.B)i end

This trend continued until Sophie was not physically able to continue at work. She

informed her boss that she would be taking some time off and drove the 150 miles by

car to stay with Br en dsatime ias quitedhharéowing &aas she u n t C
struggled to help Sophie as she continued to deteriorate, whilst still maintaining agentic

power.

4.6.51 NEED TO GO HOME TO MUM NOW

Diagnosis followed relatively quickly following her arrival home and Sophie commenced

her treatment. At this time there is evidence that Sophie became restricted in her choices

and her personal agency was compromised significantly but she was very keen to control

the elements of her life that she was able to as this was a factor which was important to

the way that she coped with her treatment:

oh yes absolutely, | mean | did, | found it quite strange do you know what it was

actually a way of trying to keep control of things in that | would, | would wake up

every morning not at a set time necessarily, | would wake up and | would the

first thing | would do was to get myself together, get all my wash stuff and go

have a shower and change, | would get out of my pyjamas and put like lounge

clothes on umm and then usually | would get back into bed, | would make the

bed (l aughter) | used t o, I woul dndét get
would sit in, I would only sit on the bed really if people were coming in and | had

to give them the chair really (interview two with Sophie pg.4).

Ot her aspects of Sophiebébs care were more dif-

frustrated by this.

4.6.6 NEGOTIATING TREATMENT

At an early stage during the process of treatment Sophie made her intentions clear in

terms of negotiating her treatment. She was keen to gain information on her condition

and receive this in a way that was preferable to her. She was not keen for there to be

too many people &6l ooking ond so to speak an

fish bowl thisend $hededided tortake control of the first discussion that she

had with the medical team following diagnosis:
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we were still getting information (name of doctor) and ward rounds they can be
up to about 10 people and | said to her this is a teaching hospital this is how it
works, this is how they learn, there will be lots of people and she said ok but |
dondét want them to just stand around
us to go into the boysébay, there were no boys in there and she set the
situation up where (the doctor)hatdheat
would sit there and Sophie and myself would sit in front of him (interview with
Sophi eds mopgigr Brenda

Despite how unwell Sophie was feeling she instigated this approach. She must have felt
very strongly that she wanted to receive the information in a particular environment with
the space set out in a particular way, perhaps this helped her to process the information
more effectively with the consultant sitting in front of her. Possibly also she felt that
negotiating what would happen was more achievable if she and the consultant assumed
similar seating positions. Although Sophie said that staff were surprised by her request
they were happy to help.

4.6.7 1 AM GOING BACK TO MY OWN HOME NOW

As she came to end of her treatment she made decisions that were not congruent with
the advice of the medical team and this was detailed in the correspondence of her

medical notes:

October 2014: She has already booked a holiday to Cyprus on 18" to 28™
(October) although we have advised her that it would be better to delay this until
she is settled with yourself particularly as she remains neutropenic (clinical
record from medical notes Sophie, in correspondence).

Sophie was not in favour of letting her disease get in the way of her plans as she
transferred her care to another health board and made arrangements to take a holiday

when she finished treatment.

4.7 CONCLUSION
Each of the five case studies presented, provide what can only be described as a glimpse

into the lives of this group of young people during their cancer journey. Nevertheless rich
and individual sources of information provide a useful lens in which we can view their

experience. This in essence illuminates the myriad of complexity which resides in the
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trajectory of each participant. Each journey is recorded using a linear longitudinal
approach, which distinctly exemplifies their levels of personal agency. In particular
however, the restriction in their lives set against their freedom to make choices at certain
times in their encounter with cancer is something which is prominent in all five cases
through the structure of family and treatment in restricting choice, albeit in the young

peopleds best interests and with their

Each of the young people faced serious challenges, both leading up to their diagnosis
and during their subsequent treatment and recovery. Ellen unfortunately had a severe
reaction to part of her treatment, which resulted in admission to intensive care. This
rendered her completely dependent on the choices which others made for her during this
time. Sam was looking forward to his recovery and a return to university when he had a
recurrence of his disease, resulting in the need for a bone marrow transplantation. His
agency was severely restricted particularly during this time and in his subsequent
recovery. William required radical surgery, an amputation of a lower limb, the
consequences of which were dramatic both in terms of physical restrictions, notably in
his everyday life and in his love of sport. Leah the youngest of the sample who was at
the time of her diagnosis just beginning the transition to adulthood, was faced with the
prospect of arduous treatments which meant that she was faced with some very complex
decisions. Her significant hospitalisation during this period also culminated in serious
restrictions to her life and subsequent choices. Sophie the eldest participant was the
most independent of the group in terms of her everyday life. She was self-reliant
financially, enjoying a successful early career and leading a busy and exciting social life
in a large city. When her symptoms began to develop a marked transition occurred in
her life as she struggled to maintain control of everyday activities. Ultimately however,
Sophie would also experience the restriction and lack of choice associated with the

diagnosis of her cancer.
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The accompanying participants in the study all contributed to this notion of restricted
lives both relating to treatment and in everyday life. Some of their contributions to easing
the situation in which the young people found themselves included the provision of help
and advice. This almost exclusively was valued by the young people as being helpful.
Nevertheless examples of negotiation were evident as young people asserted their
opinion and articulated their needs and desires. This evidence demonstrating how care
and life was navigated during the cancer journey was revealed in all the data generation
methods. Interviewing and observation of outpatient appointments yielded most of the
findings. The exploration of participant medical notes was less fruitful. There was
relatively little evidence of detailed discussion which usefully exposed how much choice

the young people had during their care.

Reflexivity was central in terms of selecting some of the key data extracts in each case
and detailed accounts relating to each data item were recorded in a reflective narrative.
Each case when it was originally analysed and themed amounted to an average of
11,000 words. Included in this word count were selected extracts illuminating each theme
from the data comprising multiple sources, accompanied by a supporting narrative. It
was therefore important during data reduction to demonstrate in depth reflexivity in order

to try and capture some of the central elements in each case.

Despite the type of disease and treatment, gender, background, family size and the age
span between 16 and 24 years, there is evidence in each case study of themes which
cut across all five data sets. This again presents itself as a linear perspective of the
undulating choice and control relating to personal, proxy and collective agency, set
against the range of structural constraint, which exemplifies each experience. The
temporal nature of the journey provides an interesting picture in terms of fluctuating
agency. The socially embedded nature of choice and control in decision making is clear
as the interactions between young people, partners, parents, friends and professionals

takes place. In determining the thematic chapters which follow, this linear approach was
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subsequently used to try and accentuate the key points in the trajectory of where agency
changed, why this happened and what impact this had on the ability of young people to

be agentic in their care.
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5. LIFE THEN: MAINTAINING AN AGENTIC POSITION

5.1 INTRODUCTION
This is the first of three chapters that will detail themes which were evident from the data

in either the majority or all of the five cases in the study. The aim here is to explain and
illuminate the experience of the young people and those close to them through a specific
perspective. This perspective relates to their need for control over their situation prior to
their diagnosis, which was commonly identified during initial and subsequent coding,
leading to the identification of these themes. The events as they unfolded during data
collection provided a sequential series of events which reflected an analogy of three acts
in a play. These three elements of their experience highlighted a logical picture of their
journey and whilst there were some instances of them taking steps backwards,
particularly as a result of the effects of their treatment, their trajectory was essentially
linear. This was in terms of their levels of different types of agency relating to their control

and choice during their development of symptoms and subsequent treatment and care.

As explained in the earlier research design and methods chapter, cross case analysis
is situated firmly in the tradition of the case study approach. Within this particular cross
case analysis there was an opportunity to explore the key elements of the experience
relating to the development and subsequent treatment for cancer in young people. At the
outset of the study period, during the preparatory phase, my intention was to concentrate
on exploring the experience of just the curative element of treatment. However, it soon
became clear that the ability of the young person to act as a personal agent, exerting
choice and control during their pre-diagnostic period was important to them and this time
provided pivotal examples of how their agency altered as their health deteriorated. The
devel opment of their symptoms became very ml
this ultimately impacted significantly on their emerging independence as young adults.
All of the five young people in the study were journeying along the developmental path
that would generally be expected of the 16-24 year age group. Commonly, accounts of

this period of development are concerned with the move from dependence to
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independence in the broadest sense as young people make the transition to adulthood.

Whil st each of the young peopl eds aspiration
came from different social backgrounds, there was a sense of common aims amongst

the group. These aims were concerned in essence with the development of life plans.

Although it is accepted that young people do not always have a clear path which they

have chosen to follow in terms of their long term life and career, they are generally in the
processofengagi ng i n what might be termed O6steppi.!
their future goals. In order to appreciate the impact that the development of their cancer

had on their lives and most importantly their choice and control in decision making, it

was both relevant and important to consider their level of agency during the period
immediately prior to the development of their symptoms.

5.2 THE NEED TO PURSUE LIFE PLANS

All five young people were interviewed three times over an average period of six months.

This proved to be very useful as the first interview was an opportunity to briefly talk with

them about their life before the development of their symptoms. This helped to highlight

the contrast in their everyday lives as their health worsened and they inevitably began

to struggle with controlling their life course. Both Ellen and Sam had made decisions to

pursue a university education and this had been something that they had maintained full

control of in terms of what and where they would study. Indeed when interviewing both

of their parents, they attested to this by giving accounts of how their children had both

chosen their subjects not just at A level but also atuniversity. Samdés mot her t al

his choice of where he wanted to go and study:

and he went up and it was a nice campus university and easy accessible,
modernandhe di dnét want t.dewas quie emphati¢ dbautc a | ar
that(i nterview wi tilhda@a@moés mot her

Unfortunately these plans had to change when he underwent treatment following the

recurrence of his cancer and he ultimately attended university close to his home.
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Nevertheless his initial decision was one he made independently and with personal

agency and this would have remained so had his circumstances not changed.

In both of these families there had been evidence amongst their parents of traditional
professions, arguably professions that follow an inter-generational trend in terms of
following parental careers, namely teaching, the law and medicine. Nevertheless neither
Ellen nor Sam were following in the footsteps of their parents. Both had chosen to pursue
degree paths which reflected their own interests. This highlighted their emerging
independence and the need for both young people to be autonomous in their decision
making, despitetheadded pressure on Samdéds part i
was an expectation that he would study law or medicine as revealed in the last chapter.
These two young people had also chosen to leave their family homes to pursue their
education and although Sam attended a university that was very close to home he
nevertheless still moved out of his parentséhome to gain more independence. Making
the decision to move away from home had
development as she too chose to leave home once she decided to go to university. All
three young people wanted to live separately from their immediate families not because
their relationships were problematic in any way but that they saw it as an opportunity for
independence and as part of their life experience. Ellen expressed this in her first

interview:

Ellen: And um, so | just decided to go to a university with a reputation

JD: Yeh, of course.

Ellen: Because | thought that might help me.

JD: Definitely.

Ellen: and um, so that was the decision behind that. Well | thought | might grow
up a bit more

JD: Yes

Ellen: and be a bit more independent

JD: Yes

EI'l en: I n mysel f, s o ideviewnas with Elléngpg.4).h e

The desire to leave home is not unusual in this age group and is an accepted part of the

transition towards an independent life. Each year many thousands of young people make
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the journey to their university accommodation to begin a new chapter in their lives.
Subsequently a number of young people will continue with this trend as they transition
into work following the completion of their education, thus building their agentic power in

this regard.

Whilst the other two participants, William and Leah, did not leave home to attend
university, theytoower e maki ng i ndependent decisions at
parents had not been keen on his choice to attend a cricket academy instead of
continuing with his sixth form education following his GSCEs. However, he exerted his
personal agency and made the decision to leave school and pursue his plans to develop
his skills in cricket. Although this highlighted a disagreement between William and his
parents they acknowledged that this was a decision that they should respect as it was
what he wanted to do in his life. In contrast, Leah had chosen her GCSEs without
opposition from her parents. She commented that they had not been involved particularly

and that she had felt fully in control of this decision:

my parents didndt real | gylikedevne choaserhy | nput
own things, like | told my dad what | wanted to do and he was like yeah and my
mum was fine as well (interview one with Leah pg. 4).

Two observations emerged from studying the data set in this part of the study. The first
concerned the idea that despite the family backgrounds of each young person, there was
a clear sense of their emergent independent decision making and increasing personal
agencywhi ch related to their development into Yy
families had backgrounds which were situated in traditional professions, Sophie and
Leahds parents | a-skiledljolps. Wilkam kagl dne parent svieo worked
in a service industry, whilst his mother was a nurse. Thus arguably the autonomy of the
young person in this sample did not appear to be dependent on the occupations of
parents, rather the young people had ownership of their life plans and made decisions

accordingly.
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Secondly the age range of the sample spanned eight years in total with the youngest
participant having just had her 16" birthday while the eldest was 24 years old. Inevitably
the decisions which were being made varied widely. However, the freedom which each
young person had in terms of taking control of their destiny was similar in that they were
able to take charge of their future life plans.

5.2.1 THE DEVELOPMENT OF INTIMATE/SERIOUS RELATIONSHIPS

In establishing a picture of each young person as they made their developmental journey
prior to their cancer diagnosis, it became evident that they placed an important emphasis
on the development of their relationships. Four out of the five young people in the study
were either in or had been in what they termed a serious relationship. Only Leah who
was the youngest participant said that she did not have a partner and when asked about
other people in her life had become embarrassed and laughed nervously. Perhaps in
this context, she had not had experiences of this kind and therefore had not made the
transition to these types of decisions. This was in contrast to the previous section and it
could be argued was possibly related to her age. Whilst there may be a number of young
people who are in serious relationships at this age, equally there will be those who do
not have a partner and this would not be unusual. The four other young people were
aged from 20 years upwards and it would perhaps be more likely that they may be

involved in a serious relationship.

Ellen, Sam and William had all been in relationships for more than a year and their
relationships were reported as being independent of their own family lives. All three of
the young people discussed examples of decisions they had made with their partners
that had not involved anyone else. William in particular was keen to keep his relationship
private from his parents in the first instance and the friend whom he nominated, Nathan,

highlighted this in his interview:

right first time his mum or dad found out about it was his dad& 50", | had been
out in (name of town) umm | went to watch the rugby, went back to (name)
rugby club where the party was being held and his mum asked me what the film
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was like and | said oh it was good thanks, and | was like why is she asking this?
William had told her that he had gone with me to the film (interview with
Wi | | ifriand Blathan pg.5).

This provides an example of the private nature of his relationship when it was in the early
stages. It marks out the boundaries of what he was prepared to share with them at this
time and reflects his control of the situation, even though his strategy did not go to plan!
In the event his parents learnt of his relationship and were pleased that he had a
girlfriend. Sophie the eldest of the participants had made considerably more commitment
in her relationship, which ended before she became unwell. For a short time she had
lived with her boyfriend but it did not work out. She had been the one to finish the
relationship and her mother remarked that she only became aware of what had

happened when Sophie arrived home with her belongings.

This part of the chapter gives what is only a brief glimpse into the everyday life decisions
and events that formed part of the lives of the five young people before they became
unwell. It is apparent that in a range of ways they all had good levels of choice, control
and personal agency in their lives. They exercised their free will in mapping out their
future plans. They would attempt to hold on to this control as their symptoms manifested
themselves.

5.3 HOLDING ON TO CONTROL

Despite the onset of some significantly distressing symptoms, the five young people in
the study remained to a large extent in control of their everyday decision making. Their
desire to continue with their lives in the same way as before they felt unwell presents a
complex picture. In the first part of this chapter it appeared that their situational context
was not central to their ability or desire to make choices freely as they were all at different
stages of their development and all pursuing different goals. Nevertheless this
demonstrated no real evidence of difference between individuals. Similarly the range of
family backgrounds that they were from did not appear to restrict their emerging

independence in terms of choosing their life course in early adulthood. In contrast once
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they began to develop symptoms, whilst all five young people held on to their control,
this did however differ in terms of their situational context.

5.3.1 LIVING AWAY FROM HOME

One of the interesting findings was the amount of time that some of the young people
delayed their return home despite their deteriorating health. Two of the young people,
Ellen and Sophie aged 20 and 24 years of age respectively, had left home. Ellen to go
to university and Sophie to take up employment following completion of her degree
programme. At the time both young women returned home they had been experiencing

symptoms for a period of six months and both were acutely unwell.

Ellen had visited her GP on several occasions and had been told that her symptoms
were not serious and that O0she did not have
her symptoms worsened and she gradually became more restricted in the choices she
made in her everyday life. Rather than make a choice to return home and act on what
was happening she made adjustments to her everyday activity, exerted her agentic

power and tried to carry on with her usual routine:

I coul dnodt , because | had dnohttavgallux ksa
rucksack because it was digging into me.
have a breather you knowéso my stamina \
(going to wuniversity ), yes the pain th
remember it | think I6ve bl ocked it (intervigw orefwithniEjlen mi n d
pg.12/13).

Ellen continued to attend university throughout the development of her symptoms. She
was in her second year of study for a demanding degree in engineering and was
determined that she would finish this part of her programme, which culminated in a set
of examinations in the summer of 2013.° There are a number of pressures for young

people during their higher education period, not least the financial constraint which they

5 On reflection | began to think about the significant pressure that young people find themselves
under and to what extent this might prevent them from taking a break when they are unwell. |
felt sad that a young person should feel so pressured especially when considering that Ellen
was developing a life threatening illness (reflection, interview one with Ellen pg.3).
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are under and the debt which they are accumulating. There is also the uncertainty of
finding employment once students have finished their education. Peer pressure is also
very much a part of this period of development as with the rest of this stage of
adolescence and young adulthood, this group are keen to stay aligned to their peer
group. This was the case for Ellen as her close friends had all gone away to university,
therefore it would not be unusual for her to want to complete her studies in the same way
as her peer group. I n families such as EI
university there will often be an expectation that their offspring will follow in their footsteps
and obtain a degree level qualification. Ellen had also been in her first serious
relationship for more than a year. This multitude of reasoning provides a myriad of
explanations as to why she would want to stay in control of her life and continue with her
plans. Of course the notion of fear is also a real possibility in the development of any
symptoms which alter health. | acknowledge that this is a more generalised feature of ill
health which occurs across the lifespan and is not just confined to teenagers and young
adults. However, it is possible that they may be more fearful because of a lack of
experience of ill health. It is also unlikely that many young people will have visited a

doctor for advice on more than a handful of occasions.

Similarly Sophie continued with her everyday life choices, despite the development of
what were to become significantly debilitating symptoms. Her level of control and choice
in decision making was more marked in terms of seeking medical advice. During her
interview she commented that she believed that whatever was wrong it was not going to
be anything serious. She did not seek any advice until immediately before she was
diagnosed and seriously ill. Sophie was a very successful young woman, who worked in
quite a high pressure environment for a global design firm. She had a very strong work
ethic and was very rarely absent from work. Despite difficulties with fatigue and

subsequent breathlessness she continued going to work:
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it got to the point now where | was walking to the station in the mornings and |
feel out of breath and getting to the point where the small hill up to work, and if |
ended up having to walk from the station it was really embarrassing because |
couldn't really walk and talk (interview one with Sophie pg.14).

Sophi eds | otwithatlageoy busy socialdife. Living in a major city and working
hard there were opportunities to socialise regularly. It is not unusual for young people of

this age to enjoy active and full social lives and again this is an important part of peer

cohesi on and alignment to a particular group.

was an expectation of o6wor k hard, pl ay har

examinations that had caused her to make the decision not to return home. Sophie was
also in the position of having left her family home but she was a little further along in
terms of her career development and was not only living independently but was self-
financing and had the responsibility of meeting the demands of a challenging job. Despite
a deterioration in her health and a visit to her dentist to diagnose a dental infection she
felt compelled to exert personal agency and maintain her involvement in work :
they asked me to go over to do a pitch project on the Monday and | did say |
don't know if | can because we have a really early start so | held back from that
one so was off the Monday and Tuesday and then | finished the antibiotics and
thought I'll go in on Wednesday | wasn't really feeling much better but you know
you've got to get back to normal life by this point I'm taking lots of vitamins and

drinking my green smoothies and stuff thinking that it will just give me a bit
o f @terview one with Sophie pg.11).

Whilst Sophie acknowledged that she was not able to meet her commitments fully, she

stil]l made a decision to return to work and

included attending her job. She had also made choices to try and instigate the use of her
own therapies, including supplements and healthy drinks to try and combat her

symptoms in an attempt to stay in control.

I n terms of Ell en and Sophiebs situations
whilst they pursued their life plans. They both had priorities and were insistent that they
would meet their commitments rather than interrupt their lives to return home to their

respective families.
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5.3.2 LIVING WITH THE FAMILY
The remaining three young people in the study were all living at home when they
developed symptoms prior to diagnosis and so the notion of returning home and how
this impacted on their choices was not a feature of their trajectory. Nevertheless there
was evidence of their capacity to hold on to control and personal agency in their
situations as they unfolded. Although their commitments and life plans were different to
Ellen and Sophie, Sam, William and Leah all had aspirations which they were in the
process of pursuing when they became unwell. Leah, the youngest participant, was only
just 16 years old but was at a critical stage in her development socially, emotionally and
intellectually. Her impending examinations were her key priority and it was crucial that
she was able to attend school in order to finish course work and prepare for
assessments. As her symptoms progressed she would often experience vomiting and
abdominal pain, which were serious enough that she felt she could not stay in school.
Rather than stay away from school completely she exerted her personal agency by
negotiating her attendance with both her parents. She persuaded her mother, Janice, to
contact the school (demonstrating elements of proxy agency) and make arrangements
on her behalf so that she could maintain some control over her situation:
Isaid | ook she c¢an6od 8llikelprebatllypthegthohghtdhat i f s h
she didndt want to go t,solsatddeatactwithithke t her ¢
school trying to say |l ook sheds il i f sh
can she come to school, she wants to come to school if she is better, she
knows she is in the middle of her exams she would like to come to school if

sheds able can she comei ntoerswiheow |wi tyhe sL g &
Janice pg.4).

Sam was also in the middle of an important set of examinations but for him it was A
levels. He began to feel that his fatigue prior to his diagnosis was beginning to
compromise him and wanted to find out what the problem was. His situation was different
from Leah in that his mother Linda was a GP. Whilst she had not felt the need to take
any action, he had a different view and insisted that she investigate the matter for him
exerting strong personal agentic power. He requested that she take his bloods herself

and he was persistent in his desire that this action should be taken:
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No he was n
was a probl
bl ood tests
youbdra® o@¢knt

g me really because
0d never said that b
umm h o p édtwill proye ta youehato |
w whindalpg6).

His mum did as she was asked, she said because it was what he wanted, although this
must have been a difficult request for her. Not least that as a GP there could arguably
be a conflict between her professional and personal role in this situation. It was noted
that she did perform the task of blood taking in the surgery and therefore in a public
setting but she did not delegate the task to one of her colleagues. Interestingly when she
received the results and realised that there was something wrong, she asked one of her

partners to see Sam and examine him, rather than be involved in the task herself.

For William who like Leah and Sam was living at home, there was also a need to hold
onto control of his life. However, this was in a different context and related distinctly to
his social life and most importantly to his peer group and sporting colleagues at his
cricket club. He had been in considerable pain for several months and had been
receiving physiotherapy. This had not led to any improvement and subsequently he

attended the local hospital following a scan of his knee. He was not diagnosed at this

stagebutwaswai ting to go to a specialist centre f

was central to Williambés | ifestyle and

context. The desire to remain in contact with his group was very strong, so much so that
even when he was advised that it was possible that his leg might fracture due to the
mass that had been detected on his scan and X ray, he was still determined to drive to
the cricket club and support his team.® The consequence of this decision and desire to
make his own choice in asserting personal agency was to result in very serious

implications for him:

6 | knew that William had a strong need to be amongst his peers but | was shocked that he still
ventured out driving to the cricket club to
that there was something seriously wrong and had been warned that his leg might fracture.
Perhaps he did not realise the seriousness of his condition, perhaps he needed to distract
himself (reflection, interview one with William pg.3).
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and it could fracture yes that was on the Wednesday, (the hospital appointment)

on the Saturday | went wup the cricket

the cricket club (interview one with William p.26).

For Sam, William and Leah, whilst they had not left their family homes when they
developed their symptoms, they still maintained their level of independence by pursuing
their individual life plans. Their parents and those close to them, whilst available to help,
made | ittle difference to their desire

distressing symptoms. However, all three were medically assessed and both Sam and
William were diagnosed relatively quickly. Leah unfortunately was not and this was
probably due to the rarity of her disease One element that was different in terms of the
situational context of those who lived at home with family and those who had moved
away was that Ellen and Sophie had less daily face to face support from their immediate
families than those who lived at home. Arguably this may have had consequences for

the two young women who lived independently as their families were not able to

t

physically see them, al t hough i n El | e nskype as a anethod of e

communication. Therefore it must have been difficult for parents in particular to note how
they looked. This is important as both the families of Ellen and Sophie commented on
how seriously ill they looked and how shocked they were by their appearances when
they finally arrived home. Had they ventured home earlier, then parents in particular
commented that they would have taken more of a lead in the situation at an earlier stage.
In both cases when the two young women did arrive home their parents immediately
took charge of their respective situations and ensured that they were both medically

assessed within a very short period of time.

This notion of holding on to control then is fraught with complexity, however, it does
appear that in each context and to some extent for each young person there was a need
to exert their personal agency in some way, evenasi h Leahds case

particularly restricted due to the limitations placed on her by her symptoms.
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5.4 HELP AND ADVICE FROM OTHERS
Although these young people continued to progress with their lives during the
development of their symptoms, during this period they were not without help and advice
from those closest to them. This however did not deter them from exerting personal
agency. In essence these examples of help reinforce their desire to make their own
independent choices. Understandably those who were involved in the lives of the five
young people were concerned about what was happening to them and they tried to offer
assistance with the aim of acting in their best interests. This was strongly evidenced in
Sophieds case durith thg frienchwhomi shet had nomireated. Sophie
relied on and was close to Pip as they had started their jobs at the same time. They were
a similar age and came from the same part of the country and had become great friends
both professionally and socially. Sophie had told me that she trusted Pip and respected
her judgement, however, she repeatedly refused to take her advice in relation to what

she should do about her symptoms:

she really started to lose colour, every day she would come in and she was very

out of breath and she was sayi offpreath candt

and | was like Sophiet hen go to the doctor but
and she just kind of had this anti- doctor thing going on and anti- doing anything

she

W

about it that then made me kind of lose interestd (i nt el Sopéwewist iri e

Pip pg.3).

Pip was really worried about her friend but because she did not take her advice, she
began to doubt Sophie and even resorted to thinking that she was attention seeking. She
commented in her interview that she had lost patience with her and felt that Sophie was
attention seeking. Pipbs view was al so

relating to the social lives of their peer group. The importance of peer alignment has
already been highlighted and in Sophieb
playing hard had been a feature that was central to her life in terms of maintaining her
position in her group. On one occasion she had sustained an injury on a night out, which
had resulted in a significant bruise, which following a degree of alarm from her friends

still did not lead to her taking any action:
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Yeah and umm and she sent me a picture of it the next morning and | said oh

my god and then we went to the pub that day all the girls went to the bathroom

and she got it out again and we were going oh my god Sophie, oh my god do

you bruise this easily normally and she was going oh you know do you

remember falling that hard because it was severe (interview withSo p h iriend s f

Pip pg.5).
The need to Okeep paced with ,padieularty iniygingnot t
adults. Following the completion of education, it is a time when this group will begin to
build on their emerging identity and lifestyle choices are an important part of this process.
Socialising forms part of this picture and young people would be expected to play their
part in participating. Sometimes alcohol consumption can be part of this and this is of
course when minor incidents can happen as was the case for Sophie. Rather than the
bruise being viewed as something that she was going to worry about, it could possibly
be contended that i tsomething tonteempreud offand ahow dfftoo p h'y 6
her friends. She certainly played down any thought that it was unusual or could be related
to something more serious. It could of course be that it was something that worried her

that was not revealed but this was certainly not the impression during data generation.

Ellen was also in a position where those who cared for her were worried about what was
happening as her symptoms developed. She made adjustments to her daily routine as
her initial symptom of shoulder pain began to compromise her everyday activities but still
continued to go to university. Young people who are committed to high achievement in
their education are unlikely to be absent from lectures for fear of missing content and
falling behind. They would also commonly undertake extra hours of study to enhance
their understanding and thus produce higher quality work and Ellen certainly fell within
this student type. Ellen continued to live in halls whilst her parents lived many hundreds
of miles away and they were keen for her to return home. However, whilst she recognised
that there was something wrong, her priority was to continue with her work at university

and thus maintain her personal agency:

and going through it in a fair amount of detail she was obviously in discomfort
and pain and this was of concern to us as parents and we were encouraging
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then because itwas oh,okayt he doctor thinks itds this
up for these appointments and then you get questions like, well there is a

lecture then because sheisveryconsci ent i ous 0 (ElInlteenrdvsi efwa twhi e
Phillip pg. 5).

Ell enbs parents were essentially attempting
situation and felt that the priority for her was to make sure that she kept her appointments

so that her health problem could be managed effectively. However, she was constantly
thinking about her lecture commitments and it was clear that her decisions centred

around the importance of this. As with Sophie whilst this phase of her illness may well

have been frightening for her, the preference for remaining with her group of friends who

were high achievers and in particular her boyfriend Nigel who was intent on doing well,

was somet hing that domi nat ed her deci sion
described the importance of this period in her life and disclosed that she did eventually

return home but this was only once she had completed her examinations. She was in
considerable pain at this point and had been experiencing symptoms for six months. The
difficulty in functioning whilst enduring chronic and worsening pain has the potential to
severely disrupt the lives of all who have such symptoms. However, in a young person

this might arguably be a different experience. It is unlikely given the good health of this

group that they will have had these types of symptoms. Would it perhaps be more likely

that they would seek help quickly because the symptom of pain provides a significant
deviation from their everyday pattern? If this is the case then the tenacity which Ellen
showed in forging ahead with her studies is quite remarkable. Her father illuminated this

very usefully:

El | e n 6 ®hillip:é&Shercanme home but what it was she went through a month
of university exams which she was determined to do

JD: Yes

El | e n 6 &hillip:andhalthough she passed her first year relatively straight
forwardly she was struggling much more the second year because she was in
more pain than anything else. But she still passed those exams (interview with
EIl | en & &hillip pgtéh e r

Educational examinations and the completion of them were a phenomena which formed
an important element of the data generation. Equally this context also demonstrated
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important examples of the need to maintain and protect an agentic position during this
time. Leah experienced some very distressing symptoms which included frequent
episodes of vomiting. She continued to go to school during this period and made a
decision to continue preparing for her GCSEs despite these episodes. When interviewing
her father Kevin, he was clearly distressed by this but he still colluded with Leah as a
proxy agent in terms of accepting that she needed to continue having control in her

situation:

in the end | was having a phone <call
school phone to phone me she would have to use her mobile because | would
have to make sure she had money on her mobile to phone me so she phoned
me one morning and said dad | have been sick all over the classroom come and
get me so | go get her (interview with L e a h 6 s Kdvia pgi2)e r

As with Sophie and her friend Pip who thought she was attention seeking, the school
which Leah attended also appeared to lose some patience with her situation. They too
wondered whether she was attention seeking and as the above extract suggests were
not particularly helpful towards her. The underlying issue here though is not one of
seeking attention but rather to continue with everyday life as an attempt to maintain

personal agency.

The importance of achieving qualifications to provide impetus for future life in adulthood
is a central factor in the data generated by the study. It is a crucial phase for young
people as they make decisions about how they build their future lives.

5.5 COPING WITH SYMPTOMS

Throughout the data generation there were some interesting accounts of the nature of
the symptoms experienced by the five young people in the study. Some of these were
distressing and serious. As time progressed they also escalated, however, there appear
to be examples of each young person coping with what was happening to them in order
to keep progressing with their 1|ives. I

reflected on how she had coped with her symptoms before diagnosis. The severity of
her situation was alarming, however, she still found a way to manage everyday activities:
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you know living in a house where | remember feelings how I felt before | went
away, you know | could | remember even silly things like | had a shower there

and | remember thinking oh my god the lasttimelwas i n this shower
stand up | was sat on the floor because | was so ill and | noticed things like that,
that play onyour mindandyoucand you know | dondét think

there again actually (interview three with Sophie pg.2).

It was only when she returned to her old flat following treatment that she realised the
gravity of what had happened there and that the memory of this was not something she
wanted to be reminded of, despite the fact that she had somehow coped with the
situation. S a mo s, Linda,tproveded a different example of coping with symptoms in
an attempt to continue with immediate commitments. These were social commitments
but no less important. Just as he was at the point of diagnosis, he had come to the end
of his A level examinations, he remarked that at this time he felt very unwell. He attended

his first consultation with the haematologist and was prescribed steroids:

we went down to pharmacy and got the prescription and he wolfed them down
the car because he wanted to go out that night. It was the last night of his
exams, | ast day ofinterviewsvithiSaimé s d dhindadr e @ ms

pg.16).

Sam was desperate to alleviate the effects that his symptoms were having on him and
was determined to go out and celebrate following his exams. His way of trying to achieve
this was to take his first prescription as quickly as possible, even before he arrived home.
This demonstrates Samds desperate need to t
whilst taking action to enable him to go out with his friends, in the same way that Sophie
was prepared to go to great lengths in caring for herself so that she could go to work

despite her symptoms.

Pain was a common symptom within the group
used pain relief medication as a way of coping with their increasing distress. This enabled
them to continue with their daily routines. However,i n E| | eaven thougheher pain
became particularly severe but she was still intent on completing her second year at
university. Her boyfriend Nigel was on the same programme as her and she enlisted his

help as a way of coping and preparing for her examinations. She was beginning to lose
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some control as the situation worsened but as with the others in the study, she was
steadfast in her resolve to hold on to personal agency in decision making and succeed

despite her situation:

I think as the pain grew she started, it
not so sure that she lost control, but like other aspects. It started affecting other

aspects of her life really hard. Like she was really, really worried how her exams

were going to be because either the pain was going to affect them or the
drowsiness from the strong painkillers were going to affect them but we got it so

we revised togetheréwe revised a Iwast tog
any problem with anything, | have a really good memory so | can remember what

seven lectures and | could sort of try and work together (interview with E|l | en & s
boyfriend Nigel pg.11).

The support of Nigel was crucial here in enabling Ellen to continue with her studies and
he was certainly a catalyst and | believe at this time a proxy agent for ensuring that she

could continue to cope despite her symptoms.

Leah had made a decision to continue attending school and her parents had helped her
to maintain this choice. However, her symptoms were such that she was not always able
to do so. She nevertheless coped by sometimes adjusting her decision making and
maintaining personal agency so that she still had some control in terms of her

attendance;

JD: did you stop going to school altogether?

Leah: no

JD: you always went?

Leah: yeah at least an hour a day, not if | felt really bad but if | was feeling a
little bad because by the end there was points where | would be randomly sick. |
would be fine in the day and then | would have to go the toilet and the sickness
would come on so

JD: so you would be sick in school?

Leah: yeah sick in school sometimes yeah (interview one with Leah pg.8).

The symptoms that Leah described must have been certainly very distressing and were
compromising her ability to have her usual full time at school. In spite of her continued
vomiting she coped with this in a way that she had determined. Her ability to cope was
not something that was however applauded by the school. During data collection the

school raised some concerns that her behaviour might be possibly that she was seeking
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help or attention and at one stage they asked if she was being bullied. Regardless of this
she was undeterred, it was clearly very important for her to be at school rather than at

home.

It is of course acceptable to suggest that in adulthood there would generally be an
attempt to cope with symptoms as they develop. The key question in the context of this
research however is concerned with the particular stage of development within the life
cycle. Adults move through a number of transitions in their lives and these may include
for example, establishing long term partnerships and undertaking marriage, having
children, promotion during work life, becoming a grandparent and retirement. These are
it could be argued, all different to the experiences of this age group. In adult situations

individuals have a base line or a platform that they have likely built over time.

In the teenagers and young adults, this platform needs to be established. Young people
find themselves at a number of cross roads in their lives where they are required to
concentrate their energies in order to place themselves in the most beneficial position to
achieve success in their future lives. Of course this does not happen in all situations.
There are examples of this type of activity happening at a later stage in the life of an
individual and they still no doubt achieve success as a result. However, it is most likely
that the majority of young people will in a number of ways be building these early adult
life platforms. It is arguably one of the most crucial phases in the life span and because
of the lack of life experience young people have, it can be a challenging stage to
negotiate despite support from others who are close such as parents.

5.6 SURRENDERING AGENCY

Inevitably all the young people in the study arrived at a point where it was no longer
possible for them to navigate their own course, asserting their full independence and
their personal agency in the context of their situations. Their symptoms were so serious
that without intervention, the consequences would have been irretrievable. The evidence

supporting the seriousness of their symptoms and their actions during this time was both
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stark and worrying in terms of their wellbeing. This was most demonstrable in Ellen and
Sophi eds erthey bad already left home. Sophie was at a crossroads in terms
of her symptoms, she was at a stage where she could no longer work. She made the
decision to leave work without warning and whilst she was very unwell, would still not
surrender her choice to control the situation and told her friend Pip that she was going
to drive home to see her mother. This was not an inconsiderable distance, her mother
lived approximately 150 miles away by car. Pip was very concerned but was powerless
to stop her from proceeding withthej our ney . Sophieds mother on

aware of how her health had deteriorated when she arrived home:

So she got in the car and drove to (city) and yes given her counts, |, you know
try not to think of that but | still think of horror, so she got down here
Wednesday afternoon and when she arrived, | just though jeeze you look
dreadful, she was as white as anything (interview with S o p h imetliesBrenda

Ppg.6).

This extract relates to the earlier narrative which made reference to the circumstances

of those young people who lived away from home. It was more difficult for families to be
fully aware of what was happening to their <c
meant that they were not in a position to make a decision to intervene because they did

not have the evidence to do so. A very similar t hi ng happened in EI
completed her second year examinations and then returned home, again alone, arriving

in a poor state of health and much to the distress of her father, Phillip. He commented

on how pale she looked and that he immediately felt the need to take action to help. For

Sam, William and Leah there was al so assista
have witnessed that this was something he asked for when he wanted his mother to take

his blood. With William and Leah, parents made suggestions about decision making to

t hem. I'n Williambs case his father, Martin,
his physiotherapy and the persistence of his pain and therefore made a decision to take

William to see a friend of his who was a physiotherapist privately. This led to a private

scan to try and determine what was happening
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there were many visits to the GP to try and establish what was happening to her and
whilst she was maintaining some personal agency in terms of attending school, both her
mother and father were beginning to take the lead in trying to make progress in ensuring
that she received the treatment that she required. Indeed both were becoming frustrated
with the lack of a diagnosis and her father Kevin was particularly concerned in speaking

for his daughter:

so | went in one afternoon | said look | said hold on (mumbles) | want her to be

seen now and they said oh alright then if youwanttoand | sai d dondt
Leah should be referred now sheisinheremor e t han she is in s
get her referred so he got her referred then down to (local hospital) and they

started doing tests then, well not tests it was just he thought, they thought what

did they think, that it was to do with Crohn & sseaskej they thought she had

Crohn 6 s d i(istezevéew withL e a h 6 s Kdvia pgi2)e r

However, even in these circumstances there was an emphasis from the professionals
involved in the situation to focus their consultation on Leah rather than on her father.
This appeared to frustrate him further. However, it would be expected that a young
person of 16 would be approached in this way during a consultation. This would be based
on an array of evidence stemming partly from the legal framework focusing on
competence in this age group. The need to respect the competence of young people has
increasingly become a central feature of care and is framed very clearly within the young

peopleds rights agenda. Nedificultt hel ess Kevin s

one thing at (name) age you want to say, because you are the parent and she

is only 16 and she is my baby, | want to do all the talking to say to the doctor

what is going on, everythingbdrausesteisdoct or
talking to (name) so | am trying to say something and the doctor is saying woh

let me talk to the patient here so that is a bit, that done my nut in (interview with

L e a father Kevin pg.6).

It is not unusual during the transitional phase between childhood and adulthood that
families and most usually parents will do all that they are able to help their developing
of fspring. It is inevitable for most familie
they will take more control over the decisions that they make and parents begin to move

into the background and are there but usually only when help is needed.
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What was of interest in this phase of

previously there had been a strong sense of needing to control their situations, all five
young people were in many ways overtaken by the seriousness of their symptoms. Their
ability to choose what would happen to them next was not something that they could
control. The most usual course of action in this situation led then to the intervention of
parents in trying to help with establishing a diagnosis. Parents became involved in visits
to healthcare professionals and were instrumental in making ground with the
management of each situation. Some of the group were more dependent than others
purely in terms of their symptoms. Sophie was severely affected by her fatigue for
example and when she arrived home her mother, Brenda, had to completely take control
of the situation and made an appointment with her own GP. An extract from her interview

demonstrates the gravity of the situation:

I think it was agreed that Thursday afternoon | could ring to see what the results
were meanwhile a nurse and a phlebotomist had well they had got Sophie to
walk out of the clinic room and umm | was at reception and | just turned round
and | just saw her go like and she just went and that was a whole different story
then because we had everyone on her and umm they were doing various
things, blood pressure and what have you, one thing they were doing was the

pin prick thing and after | think you

then | had to wait to see the GP again so we were put on chairs away from
everyone you know she couldnét wal k
is just around the corner here, she was just like a little invalid she could not
walk, she had to have my support for 10,15 yards all the time | was thinking
how are we going to get here umm so got her in, so we had to wait about half
an hour to see a GP again (interview with So p h i e 0 sBrenda pgBR’r

It is therefore no surprise that Sophie was not really in a position to exert choice and
control in decision making any longer, although she had refused to go to the local
emergency department between the time of the appointment and her subsequent blood

results as Brenda was becoming exasperated by her condition. During data generation

7 In this extract Sophie health had deteriorated to such an extent that she was seriously putting
herself in danger. | found it difficult to imagine how her mother must have felt at this time as she
tried to sort out what was happening (reflection, interview with mother Brenda pg.2).
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when each young person talked about their parents becoming heavily involved

retrospectively they were clear about their opinions.

Thiswasa ti me when they were happy to hand
acknowledged that they had no choice because of their medical conditions, all five were
acutely unwell. However, they could technically have still resisted and made their own
decisions, this just did not happen. Would this be the case with older adults, who had
more life experience, would they have resisted doing anything about their symptoms?
Would they havedelayed unt i | they were at a O6point
be some argument that they would have sought help at a very early stage and in some
cases have been diagnosed more quickly? In that sense they would be using their control
and personal agency in an informed way, perhaps thinking that something was wrong
which needed attention immediately. The question at the heart of this is, would older
adults have behaved in the same way as teenagers and young adults in holding on to
their control? This might well be the case. The key difference is the context in which
these decisions take place, one group are as | have said creating that early life platform
and just beginning to emerge as adults and so their loss of independence in the face of
this feels somehow more acute or abrupt having only just become accustomed to their
situation. An older adult might be more adaptable and willing to accept this change in

their circumstances because their life platforms are more established.

5.7 CONCLUSION
This chapter has presented a complex series of events which were all concerned with

the experiences that occurred as the five young people in the study were making the
transition to independence. It was relevant to set the scene in terms of how their lives
were developing, intellectually, professionally, socially and emotionally as this provided
the backdrop to each of their situations. These were varied by reason of their own
individual life plans and each of their stages of development. Leah was at the beginning

of her adult educational journey and preparing for her GCSESs, she was still to decide on
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what path she would like to take in the future. William had completed his school
education and attended a specialist sports academy and was in the process of deciding
how he would like to develop his future career. Both Ellen and Sam had already begun
degree programmes in higher education and had both independently chosen their
degree programmes and were progressing successfully. Sophie was also experiencing
a productive and exciting time working for a design firm after obtaining excellent degree
results. Their paths were in many senses unremarkable in that they were all engaging in

the type of activities that one would expect to see in teenagers and young adults.

All but one of the group were either in or had been in a long term serious relationship
and as with the development of their life and career plans, this is a common feature of
this stage of development. For the four young people these partnerships were the first
serious relationships that they had encountered and as such they were a central part of
their everyday lives. As with young people of this age, this was a time when they were
moving away from their immediate family being the centre of their attention to partners
beginning to take this role. Sam,f or exampl e spent a | ot

sleeping over several nights a week, even though technically he was living at home.
These relationships involved high levels of personal agency, choice and control as did

their pursuance of their chosen life courses.

As each young person began to develop symptoms, there were a number of cross case
examples resulting in several sub themes. The first of these was identified as holding on
to control. All of the five young people in various ways maintained their agentic position.
This was explained in the context of two environments, living away from home and living
with family. Ellen and Sophie who were living away, had a longer period of time in terms
of action being taken to try and ascertain their problems. Both had important priorities
and were determined to meet their commitments. It was apparent that in both cases
although help was sought by Ellen from her GP, the two young women both made

decisions to continue with their choices and importantly not to return home. Those who
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were living at home however, still maintained agentic positions as they continued with
their daily lives. They controlled decisions, for example Leah was determined to try and
go to school even if this was for a short time. Sam took control of his symptoms in a
di fferent way. His motherés role as a GP pl a

her6 as she put it to undertake some bl ood t

These agentic positions continued to be a fe
their symptoms progressed. Despite their level of independence and their need to

continue to exert their personal agency, those who were closest to them wanted
desperatelytohel p t hem. This help was not dismisse
her mother and fathero6s offer of assistance
gladly accepted. However, Leah was still maintaining her choice by continuing with

school on her terms. Sophie in contrast was offered help repeatedly by her good friend

Pip but chose not to take it and made her own decisions. In both cases choice was
maintained by the young person. For those who were not living at home, fear could

possibly have been influential in their decisions to not seek more help but equally neither

Ellen nor Sophie thought that their symptoms represented cancer.

Coping with symptoms was a feature of the data set and in some cases these were
alarmingly serious. Nevertheless by making adjustments the young people were able to
manage and continue to function albeit in a compromised way. ElI'l enés pain
shoulder was severe and started to restrict her mobility. She therefore got up earlier so
that she still had time todressbef ore she attended | ectures.
progressed he was unable to weight bear but still made the decision to attend a cricket
game, even though the consequences of this decision were to result in serious
implications for him, namely the fracture of his leg. Leah decided to cope with the
distressing symptoms of vomiting and despite her school suggesting that she might be
seeking attention or help, she continued to attend when she was able. All five young

people unfortunately reached a point where they were no longer able to maintain a
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position of choice in their view, instead they acknowledged that some choices would be
made for them and that in the lead up to their diagnosis they would lose a significant

amount of control.

This loss of personal agency close to diagnosis was however something that they did
not resent or feel the need to contest. On the contrary they were at a stage when they
needed assistance from those closest to them and they recognised that this help was in
their best interests and borne out of the love of their family and friends. Some of them
were so ill that when reflecting on the situation during data generation they commented

that they felt they had no choice.

Thischapter has focused on 01l i dhace,tcdnteohaddlaagehd t h e
the use of personal agency, coupled with the eventual surrender of that choice
immediately prior to diagnosis. The following chapter will raise a second cross cutting

theme which follows sequenteanentliy | fedoml @lIfief é r
This will detail the further changes in agency as the young people are diagnosed and

progress with their treatment.

157



Chapter 6: Life Interrupted: Disrupted Agency

6. LIFE INTERRUPTED: DISRUPTED AGENCY

6.1 INTRODUCTION
The last chapter provided evidence focusing on the experience of emerging

independence in teenagers and young adults. Some of the early generated data was
firmly situated in their everyday lives and aspirations for the future. This provided an
observational lens which demonstrated what is largely a positive and exciting time in the
life trajectory. Commonly young people are healthy and largely without any demanding
commitments and can focus on building what was referred to in Chapter Five as an early
adult life platform. Unfortunately the development of symptoms which lead to a diagnosis
of a life threatening iliness can undoubtedly have a significant impact upon this period of
what could be viewed as a time of high optimism. Nevertheless as the data suggest, the
young people in this study held on to this concept of control and personal agency which
accompanied their independence, despite their worsening and in some cases dangerous

health status.

This is the second of the three cross case chapters, which will provide an explanatory
account of the experience of the five young people from the point of diagnosis, followed
by their subsequent treatment. The first act of the play, recalling the analogy adopted for
the three cross case chapters, essentially sets the context of the participants worsening
health and introduces their presenting symptoms and their subsequent deterioration.
This 6ésecond acté develops the analogy of t#h
is the O6heartd of t he thatthsrpgesentsifor yong pelodleint he c |
this situation. The concept of the three act structure has often been debated as inhibited
because not all the content of a story can fit easily into the three component parts, some
therefore contest the restrictive nature of this model. In this study there is an element of
the nature of this restriction in all three cross case chapters as the young people manage
their lives during the onset and subsequent treatment of their disease. In the second
chapter this is most acutely witnessed as their health status during treatment is

unpredictable. In the evidence which follows, whilst the journey is largely sequential in
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terms of their treat ment pl an, t here ar
t r ou g h s §ournep, which provide a complex set of events relating to their choice

and control.

Subsequently it appears that whilst their personal agency was severely disrupted on
many occasions as the title of this chapter suggests, there were glimpses of their need
to take control of events by making decisions and managing some areas of their lives,
despite the way in which the cancer severely limited their life journey. As this chapter
develops and following the findings of the last chapter, a pattern of choice and control
begins to emerge which is further evidenced in the third cross case chapter which follows
this and explains the latter part of their journey. The development of this pattern of choice
and control will form a central part in the forthcoming theoretical discussion and
subsequent recommendations for practice resulting from the study.

6.2 DIAGNOSIS: THE TURNING POINT

In the period leading up to diagnosis, there were many accounts from the young people
and those close to them of the general decline in their ability to manage their situation.
In terms of their personal agency in the context of their situation, when they came to the
point of diagnosis their control over events was very limited. It was apparent and perhaps
expected that it would be those who were closest to each young person and had the
most enduring relationships with them who stepped in to help.

6.2.1 PARENTS TAKE CONTROL

The data clearly revealed that it was the parents of the young people who were central
to the experience of helping their grown up children in reaching a diagnosis. Whilst the
control that parents took was for a number of different reasons, in essence the goal for
all of them was the same, to ascertain what was happening to each young person. As
discussed in the last chapter the two young women who lived away from their parents

delayed their return home for a relatively long period of time. Subsequently their

symptoms werethemostdebi | it ati ng when they finally we
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her father who made decisions about what should happen once she returned home. This
did not prove to be particularly straightforward and he had to utilise his assertiveness

and experience to try and ensure that he had control of what would happen next:

| started taking her to the doctors but the doctors would not see her because
she is not registered with ndmedioa recérdsu
down to (home town) health centre. Before they become registered you are
seen there by an out of hours doctor so we did a couple of times as out of hours
but they carried on giving, now then, again check the meds. | have forgotten the
name of them but | will remember it soon (interview with E | | dathér &hillip
Ppg.6).

This difficulty in being able to make progress in this case is interesting. One contemplates
how the situation would have been played out had Ellen exerted more decision making
control in her situation. Therefore rather than a matter of her losing her agency, this
situation is perhaps an example of her father trying to protect her agency. Her father did
not manage to make much progress and subsequently had to resort to further measures
in finding out what was wrong with Ellen. It is highly doubtful that Ellen would have been
in a position to exert the level of choice and control that her father did in the situation

because his next action involved financial costs:

andwewent t o €é umm privatelyéa consul ti

operations there and then in fairness we had to wait a week to get a slot

because heds a rheumatologisté and to

have

ng h

be

out whatds wrong wi t hthgrbeumatpledistbacauso ns ul t at

they can point you in the right directior

brilliantéso waited a week umm because he

and in that time | had persuaded (city) health centre to send copies of the

recor ds downébecause and that was a | ot of

because you phone up and ités no and | dc

(country) | but we cand6t do this, we cant

phone calls of dgternnmisneckedlezdl@&gionmn basi cal

through to the practice and explaining the situation then the lady who was head

of the practice was very, very understanding but you have got to go through

three | ots of barrier £Itl datgehilliptptn&.r e d (i nt
This extract demonstrates the difficulty of bei ng abl e to make prog

situation. During all her interviews she did not make reference to what happened in terms
of the consultations close to her diagnosis in a negative way. Indeed she did not seem

to crave control of the situation. She was clearly at a stage where she was very unwell
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and welcomed the help of her parents. She was nevertheless becoming more anxious
about her situation and also wanted confirmation of the nature of her symptoms. This
feature of her trajectory was sustained past early diagnosis and her father Phillip
continued to play a prominent role in her care in acting as a proxy agent. Following
observation of an outpatient appointment however, | wondered if despite his desire to

help and protect Ellen he wondered if he had intervened too frequently in conversation:

The consultant then asked if the family had arranged a holiday in the summer

and Dad said yes in the UK. He started to speak again but then stopped. After

this the consultation ended. We went outside and along the corridor and dad
said to me fAwas | (acbsewaidnione fjeldinates Ellenu ¢ h 0 ?

pg.3).°

Despite his worries these examples demonstrate very clearly this idea of the protection
ofagencyasaproxy. Thi nki ng about the notion of O&6prox
to this aspect of data generation in other cases within the study. | pondered whether the

young people, not personally agentic themselves, were no longer with the free will and

choice to make decisions. Instead they had someone who, acting in their best interests,

was able to advocate on their behalf in helping them to make the choices that they
desired and achieve a sat i sdaawedleamedinthalst o me .
chapter, her health had deteriorated to such an extent that she was barely able to
mobilise. In a similar way to Ell enbés dad Ph

the situation in terms of securing an appointment when Sophie returned home:

on Friday, Friday morning | was leaving for work and | just said | cand leave her
you know and started the GP route and phoned up my GP and said any
appointments, no not for ages and | said oh well she does need to be seen you
know what do we do here and she said well we have an emergency clinic
tomorrow, Friday afternoon so | said fine okay so took her along to the
emergency clinic, she saw the GP (interview with S o p h imetltesBrenda

pg.7).

8 | returned to the field notes for this observation and counted the number of times that Phillip

had intervened in the conversation and in essenceé¢
amounted to several occasions and as the consultation progressed it happened more frequently

(observation one field notes Ellen pg.2-3).
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Once again this example of Brenda leading was something that there was no evidence

of objection to in the data generation. Bren
mumbdés woul dedes@ meruts einn etnte i n contrast, sai d
mumé perhaps indicating that this is not son

ot her parents were not O6épushyd as Brenda put
with the young person and not intervened even though they were very unwell? This is

doubtful as it is probably the case that almost without exception parents would intervene

and assi st at this ti me. The idea of 6pr ox
advocate is again clear.

6.2.2 PARENTS WITHOLDING INFORMATION

At the point when the diagnoses were confirmed, for some of the young people the
disruption to personal agency became more marked. Parents made conscious decisions

to withhold information for a variety of reasons. They therefore did not provide any choice

to their grown up children and all those involved in this felt that this restriction was a good
decision given the circumstances. I n Samébs
examinations, this was a crucial time for him in terms of his education and his mother

Linda was convinced that she had made the right decision not to tell him straightaway

about his diagnosis:

Samds nhmdahaadryou know the way levels are now they do them over

such a long period of time and he happened to be doing two history subjects

that couldndét be re taken in January he v
thatdéds going to be really depressingé hayv
and then all you do then is turn round and

JD: and was this maybe because in the back of your mind there may be

something wrong?

Samds nmdahwelryeah | thought that there may be something

JD: the blood picture was ummé ?

Samobds nbo tnhdear: yeah, so what I d ididgnasia s | d
for about three weeks

JD: okay, can you talk me through that

Samoés niimdahyeah, Thursday we did the blood and got results back and

Ithinkohmy godé rang my brother in | aw
JD:whobs anstBncol ogi
Sambés nhoitnhdear: yeah, umm heb6s a Pam@s atric

mother Linda pg.11).
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Like Linda there were others in Sambs

more specifically with children and young people. Linda felt it was important to obtain

their view before taking any further acti

knowledge. She was also keen for Sam to be fully examined by one of her partners
before he was referred to a specialist. Again when he went to the surgery she did not
disclose her concerns to him. When interviewing Sam, it was interesting to note his
response to these occurrences at diagnosis. He was aware that his mother had withheld
information of his diagnosis and said that he was pleased that she had done this. This
was because had she told him immediately, he felt that this news would definitely have
had a negative impact on his subsequent A level grades which he revealed he was very
happy about. So whilst he had no choice in whether or not he knew, this did not seem
problematic to him. However, he had become increasingly suspicious, so whilst Linda

had kept it from him she was not quite able to make this last until the end of his exams:

f ami

|

(O

Umm she was | i ke oh yeah likehdidpretytwellin di dnot

my A |l evels | think I got |ike two AOGs

before | got told that | had cancer because | actually asked my mum like is there
something wrong? (interview one with Sam pg.13).

Subsequently Sam did manage to exert some choice even in what could be viewed as a
restrictive phase in terms of information giving. This was not the case for Ellen as her
father was not happy to reveal any information to either her or her mother until he felt
ready to do so. He again had made a conscious decision once they were in the specialist
unit, that he would disclose the diagnosis at the time that he thought was best. He gave
the very strong impression that he was giving both Ellen and her mother the most
protection that he could in an attempt to safeguard their best interests. He explained that
his first task was to make sure he understood the information before he disclosed it to
Ellen and her mother. Incidentally the referring doctor had said to Phillip and his wife that

he was glad that he had referred her promptly as he feared that she only had weeks to
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live. When speaking with Ellen, she too was grateful for the concealment of this

information:
Ellen: well within a week, by the end of the week Iwasher e i n t his unit
the doctor (consultant) told my GP that | only had a few weeks to live. My
parents didnét tell me that. They only toc
obstacles in treatmento.
JD:how do you feel about that?9o
Ellen: | think err | understand why they did tell me because | would have
freaked outéand | would have just cried e
because |1 6m panicky, Il &m susceptible to
to get worseéso | 6m grdaitde fauclt ufaolrl yt hhaetl pr enz
parents basically took over and just being parents you know (interview one with
Ellen pg.16/17).

Once again this provides an example of choice and control being restricted in terms of

receiving information, however, the caveat is the same in that it was acceptable to Ellen,

as in that moment of time it was helpful to her that not everything was disclosed as soon

as it became known. I n Leahds case the oppos

was disclosed to her in the first instance along with both her parents. Throughout the

interview the consultant who was taking care of Leah, was keen to point out his view of

the involvement of the young people that he treated. He was not only focused on the

young person in isolation but valued also the importance of, asheputit, 6t aki ng t he f

al ongé. T h i se fdr thellong leelsl practdca of child and family centred care.
This model holds that whilst the child is at the centre of the care process, the family are
integral to the experience and need, in varying degrees, to be involved in the care of
their child. In adulthood families are clearly still important to the patient, however, the
involvement in their care is arguably different. In early childhood the involvement would
be for example often negotiated on the premise of cognitive ability. Purely on this basis
the assistance and involvement of the family would be required and in most cases
preferable to the child. Unless there is a cognitive impairment, it is likely that in adulthood
the level of involvement on a daily basis would not be so profound. This is borne out for
example in the visiting arrangements in most acute inpatient settings where younger

children are cared for. Without exception in the UK following findings relating to
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t heoretical model s of s e \siing &yt fandlies isiopen, vithi | dr e

many parents being resident in these areas. In adult areas this is not the case with
restricted arrangements in place. Interestingly in the teenage and young adult unit where
this research took place the arrangements for parents families and friends fell between
the two above mentioned criteria. There were no overnight stays for parents and they
were not allowed to visit before 10.00hrs or after 22.00hrs, although there was some
flexibility in the evenings. This observation of being involved in the care of young people

in terms of the time families spend in ward areas is a useful analogy. The TYA unit

occupying this &6in the middimes fitpwed withitrein 6

transitional position as emerging adul't
case, he commented that as far as he wa
scenarios which discussed matters of the care and management process during

treatment:

with the teenagers is to involve them as much as they want involvement in all
the discussions and with Leah [ felt that at all times, | am trying to think if there
ever has a been a discussion where Leahh as nét b eteheniphave s e
spoken to her parents maybe there was one but in any case umm right from the
word go whenever | have had a discussion with parents | have had it across the
bed where you know | sit on one side, Leah on the bed and then either one or
both parents on the other side and then we have this discussion (interview with

Leahdés consultant pg. 2).

This extract it could be suggested describes as informal arrangement as is possible for
such matters. Whilst it is held at the bedside it does not demonstrate the formality of a
consulting room along with the usual office chairs separated by a desk. The environment
in which discussions about the lives of young people took place certainly impacted on
my own response to the dialogue between healthcare professionals and young people,

| will return to this in a theme towards the end of this chapter. Despite this openness on

S .

S

the consultantds part to discuss matters

i n

Re

con

ope

uncomfortable about the sharing of information atthisstage i n Leah®&s |jour ne

taken aback by the interaction at the poi
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emm yeh | was surprised that they done us all together because in my eyes
Leah is a child | know that she is 16, but 16 they are involved that is the rules

(mumbles) | think if | was told beforen and malpkeenl @ bit cal mer
like the fact she see me upset in front of her I 1 I, cos | want to be the strong one

so what was | going to say | know itbés t
me beforehand maybe | could have been a bit more composed, maybe | could

have handl ed my emot i onmwantlaahlevertseemgnet e r c

upset because | got to be the strong one for her so yeh she took it ok but she
was upset (interview with L e a h 6 s Jawuce pg&)r

This extract provides another but different example of the way in which parents might
want to protect their children in the context of information giving. In this situation Janice
did not indicate that she wanted information to be withheld as such, however, it would
appear that she would have preferred that Leah was not there when the news about her
diagnosis was given. Janice wanted to be in a position where she could provide strength
to Leah at this time and because she was crying she very much implied that she had let
her daughter down by showing her emotions. There is perhaps the notion that had the
news been broken to the parents without Leah, then they perhaps would have chosen a
time that they felt appropriate in which to disclose the information to her and that of
course would have given them control over this particular aspect of her care. This theme
whilst presenting different and sometimes conflicting views about information giving and
also varied reasons for withholding information, essentially demonstrates the same
phenomenon. This is illuminated in the lack of choice and control the young people had
in terms of information disclosure even though they were happy with the way that
matters were managed, apart from Leah whose mother wished that the information had
been withheld so she could provide what she felt was more robust support.

6.3 MANAGING TREATMENT

Following their diagnosis each young person entered into a new phase of their lives as
they grappled with the demands of their treatment protocols. Each of them had a different
cancer and therefore implicitly their treatment paths varied widely. The severity of their
disease was also an important factor in recognising the different challenges that they

faced as individuals. Leah for example faced a particularly intensive course of therapy
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as the healthcare team attempted to treat her stage four disease, Sam had to face further
treatment, which included a bone marrow transplant following his relapse and William
had to cope with the loss of his leg as part of his treatment. As was outlined in Chapter
Four, the within case chapter, the young people were also at different stages of their
lives in terms of their aspirations. Their level of independence was variable as was their
family formation, size and occupational background. Despite this variability, there were
a number of examples in the data set which demonstrated that in terms of their personal
agentic position, which was governed by their choice and control, there was marked
disruption to their agency. In contrast there were also cross cutting examples of the ability
of young people to exert some control during decision making. Before treatment
commenced the young people in the study were faced with where their treatment would
take place.

6.3.1 THE CARE ENVIRONMENT

The opening chapter outlining the background to the study briefly describes current
models of service provision for this age group. Significant progress has taken place
during the last decade to promote the care of teenagers and young adults with cancer in
appropriate environments, consistent with their age and stage of development. As is
apparent the point of diagnosis is fraught with dilemmas around information giving and
who controls events during this process, however, there was some evidence in the data
to suggest that the young people themselves were offered the choice of where they
would be cared for during their treatment. William provided an account of this during

discussion:

ok umm one of the first decisions | had to make was where to have my
treatment to because when | was referred to (adult cancer centre) | should have

had my treatment at (adult cancer centre) but when | saw my oncologist ( d r é )

said to try out a (TYA) unit in the (hospital) which is sort of young adults so |
fitted into that age group so | went to (unit) to see the nurses and because of

(the adult cancer centre) had been fu | | of the ol der patients

been the nicest environment for me to have my chemo so | went to (unit) and

saw that it was people my sort of age

nicer environment and that was my choice which | discussed with my parents
and they said do what you want to do and | just felt it was the best option for me
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to have my chemo which wasnoét exactly the
| guess (interview three with William pg.2).

I'n Wil liamds ctavasean ondolsgistovbonspeuidligecim his type of cancer

but was based in the adult cancer centre a few miles from the TYA unit. However,
arrangements were in place for young people to have their treatment in the unit. It was
something that William was particularly positive about and recognised that his personal

agency control and choice in this respect had resulted in a good outcome for him. This
became apparent when he had to be admitted to the adult unit on one occasion because

there were no beds in the TYA unit and he commented that this did not hold good
memories for him. I n Sophiebs case shgy was i
ward for investigation. Being the eldest in the sample at 24 it was not immediately made
apparent that she could possibly receive treatment in the TYA unit. There are many
examples of the help given to young people during this time of their livesandforSo p hi e 6 s
mum Brenda finding out about the TYA unit was no exception. She was keen to find out

where the best place would be for her daughter to be treated. There was no evidence

that Sophie was involved in the act of finding information on the TYA unit, this was driven
completely by her mother who quizzed staff in the haematology unit, namely one of the

specialist nurses:

Sophi edsBrneontdhae:r what 6s (the unit) (the nu
sounds, is there a chance we can have alookyouknowand t hat 6s when
(unit) decision came in and (the nurse) spoke to Sophie about what it was like

so she was transferred there

JD: did Sophie make that decision?

Sophi e 6 sBremda:tyds,egod yes she made the decision

JD: she wanted to go to (the unit)

Sophi eds mo tSheevas mBking theddacision yes the thought for her

of being in, | am sure lovely on (haematology ward) in a room on her own for

initially however long it was going and initially we thought it was AML so much

|l onger | think she was yes, no | didndot r
that and (the nurse) obviously painted a good picture of (the unit) as opposed to

the ward (interview with S o p h imettiesBrenda pg.10).
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The style of language usedby Brenda 6god yes6 indicated t
which without question belonged to Sophie. However, one could not help wondering
whether this choice would have been given to a patient of this age as a matter of routine.
6.3.2 IMMEDIATE TREATMENT DECISIONS

Following diagnosis, and for Sam a relapse of his disease he was treated for, treatment
began very quickly for all the young people in the study. In terms of the conceptual ideas
focusing on choice, control and their free will in deciding, negotiating and agreeing to
treatment, this was a window which stood out quite dramatically in the data set. The
magnitude of what was happening to each of them and those close to them was
significant and was bound up often in examples of high emotion, sadness confusion and
shock. These types of situations witnessed in my own practice experience were often
compared to those of grief reaction. Long held theories of this type of phenomenon,
outline a number of & pxpaienecsaidd inalidé shock, demial,i v i d u
anger,thought s of O6why The thoughtsdeellgs dnmd @mations of the
young people in this study were no exception. It was a difficult and challenging time in
terms of decisions which needed to be made. The first of these concerned the protocols
of treatment that each young person would undergo to treat their particular cancer. Apart
from Leah, all the young people were over the age of 18 years of age and therefore in
terms of the legal framework, providing they had capacity, had the power to decide
whether or not to accept treatment. However, understandably, this is not something that
any of them mentioned at the outset of their treatment. It may be the case that an older
adult, based on the information they are in receipt of, might make a decision not to
proceed with treatment and there are certainly examples of this in healthcare practice.
Further there are examples which have been tested in the courts resulting in decisions
which support adult choice to refuse treatment. This point highlights | accept,
dramatically perhaps, the difference between teenagers and young adults and the

position of older adults in treatment decision making.
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The young people were only at the start of their emerging adult life journey and therefore
their context it could be argued was different. Of course their families and those close to
them also played an important role in this aspect of their treatment course. In discussion
with colleagues, they accepted that technically there was a choice but referred to the
situation as a 0 Hordnforringdtkat te declinectreadmerd gas inat
realistically a choice which any of them would make. Ellen was quite clear about this in

one of her interviews:

lIdi dndt have any optitoms ayamtgéflr amdtnrde a th
optionsétreatment wise they gave you a ti
give you on what day and you know have lots of lumbar punctures and bone

marrow samplesé and they (nerviewlonekvth c¢c he mo i
Ellen pg.17).

She explains here that there was no choice but at the same time highlights that in

essence there is a choice and thatis,ei t her to have treatment or
choice referred to in discussion with colleagues). This view was one that resonated with

others in the study. William interestingly used very similar words in his interview as he

was diagnosed and again expressed his perspective about the inevitability of his

situation in his conversation:

basically yeahé t habtobust tihte ywauy kin otwh oéui gthdts
life you know a leg or life (interview one with William pg. 34).

In the early stages of the work William was succinct to say the least in the discussions

that took place in data generation. This was particularly marked during the first and

second interviews when he was in the middle of treatment. There could of course have

been a number of reasons for this. In analysing his full case, there was a theme which
related to the i mport an c eanddiHiswhsibmeflylalRidedtgin é o ne
the within case chapt er . Added to this the title of
particular story as he moved between the two positions on the journey through his
treatment. This pragmatic approach with his short and clear responses with regard to

treatment was indicative of not only where he was in his developmental process, but also
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how he wanted to portray himself as still parallel with his peers. The need to be identified

as a man rather than a boy was important to him.

The previous methods chapter also made reference to the difficulties of interviewing this
age group, particularly in terms of in depth discussion on the part of the young person
and this was &evident when Wi | latithe mnsew af der
treatment was also clearly stated by her when she was asked about choice in the
treatment process. Again her response was succinct but emanated from a different
position. As the youngest participant, her developmental position was markedly different.
The tone of her conversation about this very much reflected that you did what you were
told. Her response whilst still acknowledging that there was no control was very much
about not questioning what was happening, rather it was important to listen to the

doctors. She extended this position to her parents as well:

Leah: umm first of all chemo, then scans then bone marrow and biopsy and CT
scans and stuff like that and then operation and yeah

JD: right ok and then more chemo?

Leah: more chemo yeah

JD: ok so can you tell me if you can remember how you felt at that time about
the choice that you had?

Leah: no choice

JD: ok exactly dfeelthabthere wasachpioe@ di dnd
Leah: no

JD: no ok umm well umm the choice of you know when you would start the
treatment, how long it would be

Leah: no listen to the doctors

JD: really no choice?

Leah: no choice

JD: no choice did you sort of think about that at all?

Leah: no just listened

JD: just listened to the doctor?

Leah: yeah

JD: ok what about your mum and dad what did they say can you remember?
Leah: listened to the doctors

JD: ok, ok so in terms of the treatment the actual protocol like the chemo and
the surgery that just went ahead no choice?

Leah: no ° (interview three with Leah pg. 1/2).

9 On reflection | remembered that Leah was almost laughing as this conversation took place
probably out of frustration or the fact that she thought | was perhaps trying to push the point too

171

t aki

n



Chapter 6: Life Interrupted: Disrupted Agency

Leah made it perfectly clear here that she did not have control over the nature of the
treatment. However, in all these conversations was it that the young people did make a
choice? Although they had no control about the type of treatment to be implemented, did
they make a choice to accept the treatment? This idea of control and choice extended
to Sophie, the oldest young person in the sample she too had no control over the type
or duration of treatment utilised in her cancer but again did she make a choice to agree?
The restricting structure of treatment was really evident in these conversations. However,
rather than the interaction with other structures such as families where structure might
change, the structur e hemotherBrarsia aganidid hohsea e d . S

that there was a choice and indicated the need for Sophie to proceed with her treatment:

she felt in her treatment, she wasno6ét in
protocol you donodt h ahoiee aad sbelwasiawage,ofthath e r e i
and she, she didndédt enjoy everything abol
done, t hat needs to be done ,no you canbét
she was aware that she wasnodét makireng any
thatshewasi n a si tuat i olfintewvievewiteSyphii e@an 6mot her

Brenda pg.11).

Again in this extract, the idea of choice and control are treated through the same lens. If
there is no control then there is no choice. In terms of treatment, in this extract there was
again a very clear account of the need to do what was asked, however, this is framed

understandably in a more mature response as it comes from an older adult.

Despite the complexity of the interplay between choice and control in this discussion, it
is clear that personal agency was disrupted. The agentic position of the young people
was compromised by the nature of the treatment they had to undergo in that it involved
specific protocols. Technically there still was choice but this concept was not adopted,
rather choice was not considered an option, the overriding priority was to begin

treatment. However, once treatment began, there were many examples of choice and

much. | wondered afterwards whether or not | had overdone the questioning (reflection,
interview three Leah pg.1).
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control which did not provi de teatmentcthautmee o f
young people faced.

6.4 OTHER TREATMENT ISSUES

Many aspects of treatment for cancer include a repeating set of procedures and
activities. Issues such as routine investigations for monitoring the progress of treatment
are undertaken on a regular basis. Equally there are aspects of care which are
concerned with medication management, these included medication management, the
maintenance of adequate nutrition, infection control, monitoring as an outpatient and for
some young people formal psychological support from specialist practitioners. These
treatments are a fundamental part of the overall management of the young person and
it is therefore important that these treatments form part of their overall plan. In all five
young people there were aspects of their care that they were not given a choice about,
times when they were advised that certain actions would be helpful to them and equally
time when they desired some control over these events. This discussion is in contrast
with the previous section where we saw the marked compromise and disruption to
agency at the onset of treatment. The disruption to agency continued, however, there
were challenges to these situations and evidence of times when young people made
choices that were not congruent with treatment plans.

6.4.1 MEDICATION MANAGEMENT

This aspect of care revealed that there were a number of issues concerned with the
freedom to choose relating to medication required in treatment. There were examples of
the actions of young people essentially demonstrating their desire to be agentic. This
provides some of the small peaks in the otherwise deep troughs where they believed
they had no choice. The choices that they made relating to their medications of course
were not always wise. However, in terms of capacity, statute in the form of the Mental
Capacity Act, provides in its general principles that decisions should be respected even
if these are unwise. Since the Act applies to all those over the age of 16 years, making

unwise decisions should be accepted. However, this is not borne out by the evidence in
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terms of treatment refusals by those under 18 as judged by the court as we have already

learned.

Sam was in the process of recovering from his bone marrow transplant when | attended
one of his outpatient visits as an observer. His mother Linda, the GP, was present as
was a student nurse who was also observing. The consultant who managed his

transplant led the consultation:

The consultant then asked what medication Sam was taking and at this point
there seemed to be some confusion. He said that he was not taking antibiotics,
he also said that he was no longer on magnesium, his mum added that he had
decided thathewo ul d n 6t .Afeekweiting doreesnetes and another

couple of questions about blood tests and attending the dentist, the consultant
thensaid t hat t he onl ythatSam waps hat takingantibibticswia s
is a dnute pointéthe consultant remarked, you started and then stopped early.

He then said that if your CD4 count was low then you should continue with

these drugs (observation two, field notes Sam pg.2).

It is difficult to know the reason that Sam stopped taking the medication but it was a
choice he made alone and one that his mother was aware of it seemed.® When he was
informed that he would possibly need to continue the medication, he did not respond
verbally. Given that he was in the early stages of recovery and there may have been
complications for his health in terms of his immunity, this perhaps was not a particularly
wise choice, however, he had clearly not been deterred by this and exercised his
personal agency in challenging the structure of treatment. Before and after the transplant
his personal agency had been severely restricted as he had to spend time in an isolated
environment, where he had almost exclusively no choice or control over most events in
his life at that time. His new found freedom may have influenced the choices he

subsequently made.

10 When | remembered the consultation, at the point when it was revealed that Sam had
stopped taking medication his body language changed and he was very reticent to engage in
conversation. The scenario put me in mind of a school child who had misbehaved. (reflection,
observation two field notes Sam pg.2).
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Chapter 6: Life Interrupted: Disrupted Agency

William also struggled with some of his medication, there were particular medicines
which he sometimes refused to take, despite the fact that these were the ones used to
help with nausea during chemotherapy. Willie
in the early stages of his treatment and this along with surgery for the amputation of his
leg, severely disrupted his personal agency. Nevertheless his choice was to not take
them and then cope with the consequences of his actions. The nurse who | interviewed

in Williamds case highlighted this issue:

The biggest battle | had personally with William was withhisme di cat i oné umm

his compliahwaywagnéat éwhen he was at hon
was that he was very good with his medications( i nt er vi ew wi t h Wi |
pg.7).

The use of the word battle here was interesting as it perhaps gives the impression that
there may be a winner and a loser in this situation. Equally it conjures up thoughts around
power and someone trying to exert this powe
particular) also raised this issue, however, their stance was one of accepting that he had
a right to make a choice in forming a decision and there was little that they could do

about it . Williambébs mot her il l uminated this:

he deci si on, -swlnésstabletsbith deci c
k so he is not taking themét
t hem | candét Wi 6t parenl®,s m can |

He has made t
him dondét wor
want to take
mother, Julie pg.25).**

In this extract the idea of force is an interesting use of the word. It resonates for me in a
similar way to the idea of the battle and the notion of having power over someone. | have
no doubt whatsoever that all those involved were acting in the best interests of William
as they believed that his symptoms would be alleviated if he were to take his anti- emetic
medication. Nevertheless in reality he had the right to exert his choice and did so a

number of times in this context.

11 When Julie articulated this view, her body language became more guarded as she said that
she could not force William to take his medication. | felt that his actions were something that she
did not agree with but had to accept. (reflection,i nt er vi ew wi th Wi lliamds pa

175






