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Summary 

This thesis applied a narrative inquiry methodology to explore the 

experiences of the early career nurse (ECN) working in adolescent/young 

adult cancer (AYAC) specialist settings in the United Kingdom. Nine 

nurses came forward and their stories were elicited over Zoom 

technology during the COVID-19 pandemic. Individual and whole cohort 

data were analysed using Clandinin and Connelly’s three-dimensional 

framework of temporality, sociality and space. Meanings were developed 

and synthesised that drew on wider theoretical perspectives such as 

emotional labour, intergenerationality and competence development 

theory. 

The findings revealed the work of these nurses as multi-faceted, 

involving a complex range of effort and labour. Significantly, this study 

highlighted the emotional labour enacted by the ECNs as a consequence 

of working with AYAC (aged 15-25yrs) and their parents, whose cancer 

treatment extends over prolonged periods of time. The ECNs, some of 

whom are of similar age to patients, contend with managing physical, 

organisational and cognitive demands in the highly pressurised NHS where 

nursing shortages are at an all-time high. The need to develop 

competence and strategies to manage the emotional burden of this work 

has been revealed along with tensions and risks, not only for ECNs, but 

also for managers and funders.  

The study places emphasis on recognising and learning how to nurse AYAC 

and attend to their developmentally appropriate healthcare needs. 
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Chapter 1 Introduction 

1.1 Introduction  

This chapter sets out the rationale for the study. Background information is 

provided to orientate the reader to the context of the phenomenon being 

examined. The rationale, methodological approach and scope of this study will 

be introduced. This study seeks to generate meaning from the narratives of early 

career nurses (ECNs) who care for adolescents/young adults (AYA) with cancer in 

specialist age-appropriate settings/units. This study is based in the United 

Kingdom (UK) where 28 of these cancer units have existed within National Health 

Service (NHS) oncology settings with financial and political support from the 

charity Teenage Cancer Trust (TCT) since the early 1990s. I am a cancer nurse 

academic in a UK university who has worked alongside this charity since 2005 

developing and delivering accredited and non-accredited interprofessional 

education programmes; thus, I have watched this specialism emerge and develop 

over this time. Nurses who work in these units can be a registered nurse (RN) 

(Adult) or RN (Child), unlike most other clinical areas where sick adults can only 

be cared for by a RN (Adult) or in paediatrics where only a RN (Child) can work. 

These units usually care for adolescents/young adults with cancer (AYAC) 

between the ages of 15 and 24 years old. Given the variation in terms that can 

be used and seen in the literature, adolescent and teenager are taken to mean 

the same and are used interchangeably, thus AYA/AYAC are same as TYA/TYAC.  

1.2 Current issues in nursing and healthcare 

The timing of this doctoral study, which took place over the COVID-19 pandemic 

of 2020-21 cannot be ignored. Healthcare across the world has been severely 

affected by the pandemic, making it even more challenging for healthcare 

professionals (HCPs) and services to meet the health needs of all communities. 

Regulators and healthcare service providers have experienced a serious shortfall 

of healthcare professionals which was evident before the pandemic, but the 

pandemic has added further strain on staff and services. A recent report said the 

government needs to exceed its target of 50,000 new nurses in England by 

2024/25 if it wants the NHS to fully recover from the coronavirus pandemic 
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(Buchan et al., 2020). According to recent analysis of current trends, in 10 years’ 

time there will be a shortfall of around 108,000 full-time equivalent nurses in 

the NHS (Beech et al., 2019). 

These nursing shortages are across the board in nursing and no specialism 

appears to have escaped their impact. Some clinical and geographical areas 

appear worse hit and some cancer services in London were stopped because of 

these shortages, even before the pandemic (Wise, 2018). Reasons for this 

situation include poor workforce planning; insufficient funding for training 

places; challenging immigration policies that have been exacerbated by Brexit; 

capped pay increases; and very high numbers of nurses exiting the profession 

well before retirement age (The Kings Fund et al., 2018). The personal cost to 

those nurses who remain in practice against the backdrop of this extreme 

shortage is that they experience higher workplace stress caused by excessive 

workload demands and highly emotive and stressful work conditions (Challinor et 

al., 2020; Currie and Hill, 2012). 

Stress and coping in caring work are not new phenomena and, over time, 

theoretical perspectives have been applied to many specialisms of healthcare, 

professions as well as life in general. In the book The Primacy of Caring in 

Nursing (Benner and Wrubel, 1989), the transactional model of stress and coping 

(Lazarus and Folkman, 1984) is used, and they argue that stress occurs when 

things that matter to the individual are under strain. In essence, when things 

that matter to the individual are threatened or challenged, stress is the result.  

These negative personal positions impact on the HCP’s own well-being (Health 

and Safety Executive, 2020; Health and Social Care Committee, 2021) as well as 

their ability to cope with or manage work-related stress which have been linked 

with poorer patient outcomes (Francis, 2013; Maben et al., 2012). Additionally, 

there are negative workload and well-being consequences for other team 

members (Westman and Bakker, 2008). Stress and burnout also result in an 

economic cost to organisations in terms of absenteeism and in poor retention 

(Dyrbye et al., 2017; Knapp and Lemmi, 2014). Growing evidence of the 

association between health professionals' well-being and patient and 

organisational outcomes draws attention to the need for effective staff support.  
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1.3 Cancer nursing workforce 

Cancer nursing as a specialism that is evolving to meet the global cancer burden 

(Bray et al., 2018) with its growing incidence and prevalence, and complex 

treatment options. Cancer nursing is a term recognised in high-income countries, 

and the principles of care along the cancer continuum worldwide strive to 

provide optimal care within the context of healthcare settings (Young et al., 

2020). The need for generalist, specialist and advanced roles in cancer nursing is 

also increasing (Charalambous et al., 2013). Challinor et al. (2020) advise that in 

addition to the implications from the COVID-19 pandemic, challenges to a robust 

oncology nursing workforce still exit. These include nursing shortages, 

recruitment barriers (e.g., perceptions of a demanding specialty with complex 

care and hazardous work environments) and burnout. Arguably, the strength of 

the cancer nursing workforce determines the quality of cancer care and patient 

outcomes in all settings, so these risks are ever more present. Srivastava et al. 

(2021) recognised the substantial shortages in oncology nursing and the wider 

multi-disciplinary team (MDT), all of whom are key to successful patient 

outcomes, and identified that cancer nursing recruitment is difficult because the 

profession is emotionally, physically and cognitively demanding.  

Research shows that working in professional caring roles can be gratifying but 

also emotionally challenging (Bowden et al., 2015; Kinman and Leggetter, 2016) 

and caring for patients (adults or children) with cancer is viewed to be innately 

stressful for healthcare professionals. This leads to a negative personal impact 

which can be labelled using any number of terms such as stress, burnout, 

compassion fatigue and emotional suffering (Boyle and Bush, 2018; Cañadas‐De 

la Fuente et al., 2018; Pfaff et al., 2017).  

Causes of stress and burnout in cancer nursing are multifactorial. They can 

include the nature of the disease; complexity of cancer treatments; high-acuity 

patients; dealing with death; communication issues; intense patients and family 

involvement; interdisciplinary conflicts; ethical challenges/decision-making; end 

of life (EOL)/palliative care issues; workload and workplace; role strain; and 

work environment issues (Barnard et al., 2006; Duarte and Pinto-Gouveia, 2017; 

Isikhan et al., 2004; Mazzella Ebstein et al., 2019). These do not include any 

additional personal or intrinsic factors that nurses may also face.  
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Early work by Hinds et al. (Hinds et al., 1994; Hinds et al., 1998; Hinds et al., 

2003) and others asserts that nursing children and young people (CYP) with 

cancer has the potential to cause significant emotional distress to professional 

caregivers (Bowden et al., 2015; Mukherjee et al., 2009). Despite this evidence, 

a survey of children’s oncology Principal Treatment Centers in the UK revealed 

there is wide variation across these centres and amongst staff groups in the 

number and types of staff support interventions that exist (Beresford et al., 

2018). This also shows the lack of understanding given to the need for staff 

support and subsequent interventions in paediatric oncology, which would merit 

further robust evaluation. The picture is similar in adult oncology and 

haematology where recent literature revealed that RNs who worked in 

substandard staffing units often express job dissatisfaction, stress and burnout, 

which prompt them to seek new employment out of the oncology specialty 

(Cañadas-De la Fuente et al., 2018; Ortega-Campos et al., 2020; Toh et al., 

2012). Clearly, this is a problem for health services, the nursing profession, as 

well as nurses themselves.  

Nurses are not the only professional group who are personally impacted by 

caring for patients with cancer. Banerjee et al. (2017) surveyed 737 young 

oncologists (up to age 40 years) in Europe to investigate prevalence of stress, 

work and lifestyle factors that potentially affect burnout they experienced.  

They arrived at the conclusion that burnout is a significant problem among young 

oncologists. Despite there being some geographical variations, they also 

revealed that work/life balance, access to support services, living alone and 

vacation time were identified as being key factors that contribute to burnout. 

Banerjee et al.’s (2017) findings echoed those reported from earlier studies 

undertaken in the USA and France (Blanchard et al., 2010; Shanafelt and Dyrbye, 

2012; Shanafelt et al., 2014). Without doubt caring for patients with cancer is 

emotionally demanding work for different reasons, and for many disciplines.  

Compassion fatigue (CF) is a form of secondary traumatic stress and burnout 

(Figley, 1995). CF is thought to be experienced mostly during and/or following 

prolonged interactions with distressed individuals and to be the result of stress 

when combined with ongoing self-sacrifice (Potter et al., 2013; Potter et al., 

2010). There seems to be high prevalence of CF in cancer settings (Arimon-Pagès 
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et al., 2019; Potter et al., 2013; Yu et al., 2016) where MDT members have 

regular interactions with patients and families who are suffering the physical, 

emotional and spiritual traumas caused by cancer and its treatments. As with 

stress and burnout, the phenomenon of CF exists in both adult and paediatric 

oncology settings across the world (Hesselgrave, 2014; Sullivan et al., 2019). 

However, little is known about any of these challenges for nurses in an AYAC 

setting thus far.  

1.4 Adolescent and young adult cancer care  

The specialism of adolescent or teenage/young adult cancer care (AYACC or 

TYACC) has developed over the past 20 -30 years in the UK and has gathered 

pace internationally (Cable and Kelly, 2019). Some might say it’s currently in its 

own adolescence. The age of the AYA population has been defined in various 

ways: in the USA, the National Cancer Institute's AYA Oncology Program proposed 

an age range from 15 to 39 years, but there are still inconsistencies, particularly 

as regards the upper age limit (Close et al., 2019; Geiger and Castellino, 2011).  

However, for the UK, most of Europe and Australia the age ranges that are 

referred to are 13-24 yrs. and services have developed to cater for these 

requirements (McCabe, 2018).  The inconsistencies in defining an age range for 

AYA exist primarily because of the realities of the complex biologic and 

psychosocial developmental processes experienced in the lengthy transition from 

childhood to adulthood in Western cultures. The implications of this can create a 

broad set of challenges, particularly in terms of service provision and cancer 

outcomes in this group. Included in these challenges are biologic variations in 

tumours, treatment effectiveness and tolerance, adherence, fertility 

preservation, and early death (Geiger and Castellino, 2011).  

In the UK, where this study is based, the clinical service provision for AYA cancer 

is based on a patient range of 15-24 years (National Institute for Health and 

Clinical Excellence, 2005). In 2005, the Improving Outcomes Guidance document 

(National Institute for Health and Clinical Excellence, 2005) first set out 

recommendations for the care of CYP with cancer based on the best available 

evidence. This guidance suggested that TYAC/AYAC should receive tailored 

treatment and support specific to their needs, but subsequent data show that 
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this has not been the case for all those affected (O’Hara et al., 2015). Updated 

UK government guidance is awaited at the time of writing.  

Cancer in AYAs aged 15–24 years is uncommon, with 2,490 new cases of cancer 

diagnosed and 270 deaths each year (2015-2017) in the UK. This accounts for 1% 

of the total cancer population (Cancer Research UK, 2021). Despite the 

relatively small numbers of AYAs affected by cancer, the specialism would not 

have developed without a combined contribution from nursing and other HCPs, 

researchers, policymakers and philanthropists. The UK charity TCT started in 

1990 by building a specialist ward within a London Hospital (Whiteson, 2003) and 

since then, a further 27 specialist wards/units have been opened. Whilst the 

momentum may have started because of a building programme, further service 

developments have occurred that acknowledge that the unique needs of AYAC 

cannot be met by buildings alone. Hence the emphasis on specialist multi-

professional AYAC teams who acknowledge the transitional life stage issues for 

AYAs that are fundamental to meeting their specific clinical and care needs. 

Integral to this has been the contribution of nurses and their leadership (Cable 

and Kelly, 2019; Morgan and Soanes, 2016; Olsen and Smith, 2018; Smith et al., 

2016; Taylor et al., 2016). The emergence of the specialism was viewed through 

the perspective of Michel Foucault by Cable and Kelly (2019) at the start of this 

doctoral journey (Appendix 1), arriving at the conclusion that because of an 

initial process of problematisation, the subsequent generation of an evidence 

base has helped shape health policy to develop a new cancer specialism that is 

distinct from paediatric or adult oncology care. The multiple perspectives of 

different disciplines and stakeholders has resulted in the creation of new 

discourses and practices which have led to the acceptance of AYA cancer 

services in the UK, with the distinct difference being an emphasis on the youth 

element of the lives of AYAC. This transitional life stage, whether from 

biological or psychosocial perspectives, will continue irrespective of a cancer 

diagnosis and is seen to shape the distinct needs of this patient group (Chisholm 

et al., 2018).  

What is globally acknowledged, however, is that what makes AYA care unique is 

the chronological transitional life-stage involved, during which individuals are 

undergoing remarkable bio-psychosocial changes. Not only are AYAs (with or 
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without cancer) trying to make sense of these bio-psychosocial changes, but they 

are also living through an ever-changing global landscape that is undergoing 

significant economic, demographic, societal and technological change. These 

challenges are of particular importance for those at the lower end of the broad 

age range that is noted in the literature. The needs for those who are in the 

higher age bracket, 25-39 are very different to those aged 13-24, with those in 

the upper age limit capable of being the parents of those in the younger age 

bracket; another reason for challenging the age bracket of the AYA population. 

Biologically, financially and socially those in the upper age bracket are also 

remarkably different and they have reached adulthood and independence 

(Sawyer et al., 2018).  For those nursing AYAC, particularly in the 15-25 age 

range, they must remember that these insecurities and realities of life remain 

constant as AYAs progress through bio-psychosocial development which is shaped 

further by cancer and its treatment. Thus, it is important that approaches to 

service delivery and care provided for this age group, are set against an age-

appropriate and evidence-informed model (D'Agostino et al., 2011; Morgan and 

Soanes, 2016; Smith et al., 2016). Nurses who care for AYAC are urged to have 

insight into these foundational issues when approaching their care (Smith et al., 

2016). 

 

1.5 Rationale for the study 

Whilst research has explored the emotional impact on nurses caring for adult 

and paediatric patients, little is yet known about the experience of all types of 

nurses caring for adolescents with cancer and the emotional challenges that it 

may bring. This study hopes to illuminate this area to provide better 

understanding of the needs of nurses caring for AYAC. In particular, the focus 

will be on frontline, early career (ECN) caring for patients in the 15-24 age 

category. In turn, this could inform potential support strategies to minimise the 

impacts. Additionally, it may contribute to understanding factors that affect the 

retention of nurses caring for AYAC. It may be helpful to enquire what makes 

those nurses who continue to care for AYAC stay in their roles, and what is it 

about caring for these young people that interests them. As so little research on 

nursing AYAC has been done to date and given this is a distinct specialism within 
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oncology care with nurses at the helm of much of the care that is provided, it is 

fitting that nursing continues to develop its own body of research. This research 

will contribute to AYAC literature and to the wider general cancer nursing care 

evidence base.  

If these issues are considered in relation to AYAC nursing, we begin to see some 

of the daily stresses facing nurses in this field. Whilst this may appear obvious, it 

is an under researched area from which we can learn and offer an original 

contribution to knowledge.  

1.6 Why early career nurses? 

My interest is in the experiences of junior nurses in frontline clinically oriented 

roles rather than those in specialist or formal management posts. In the UK, 

Band 5 is the entry band for a person who has studied to become a registered 

nurse. Thereafter, levels of pay are calculated according to experience and 

qualifications within pay bands that are determined by the structured pay 

system of Agenda for Change (NHS Employers, 2021). Nurses can choose to stay 

at this pay band or progress to higher banded jobs where they are expected to 

take on more specialised roles such as clinical nurse specialist (CNS) or more 

line-management responsibility in clinical settings. I wanted to focus on nurses 

who remained at this pay grade/band and had at least six months of experience 

where they were more established in their preceptorship period of being newly 

qualified. I did not wish to assume that all Band 5 nurses would be newly 

qualified as some may choose to stay at that pay band indefinitely. I wanted to 

focus on nurses whose primary function was to give direct clinical care to AYAC 

and I felt that higher bands of nurses would have had other responsibilities that 

would take them away from this; therefore, their time with these patients may 

be less. I did not want to make any assumptions about these nurses’ gender, age 

or length of experience as a RN. For the purpose of this thesis, I refer to these 

nurses as ECNs as I felt it reflected where they were on their career trajectory. I 

could have chosen several potential labels to categorise them and I outline 

reasons why I discounted them in Table1.1.  
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Table 1.1 Discounted potential labels of ECN 

Potential label Reason for discounting 

Band 5 staff nurse Not recognisable beyond the UK 

Ward based nurse This could have included senior staff 

nurses with management 

responsibilities who I did not want to 

include. 

New graduate/newly qualified Some of the nurses I could have 

interviewed may have chosen to 

remain at this band for many years 

and would therefore no longer be 

considered ‘new’. 

Junior staff nurse I felt that this was slightly derogatory, 

especially to those who may have 

chosen to work at this band for 

several years and may be at the top of 

their pay scale within Band 5. 

 

As I was recruiting in the UK, the language I used during recruitment was Band 5 

so that nurses would know exactly the type of nurses I wished to engage. 

However, for the most part in the thesis I used the term ECN as it may be better 

understood beyond the UK. 

1.7 Research question and aims 

The research question that evolved was, What are the experiences of early 

career nurses (ECNs) who care for adolescents/young adults (AYAs) with cancer 

in specialist age-appropriate settings? 

The aims were: 

a) To generate meaning of the experiences of ECN who care for AYA with 

cancer in specialist settings by exploring their narrative accounts. 

b) To identify aspects of uniqueness attributed to the nursing care of 

AYAC.  
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c) To examine the personal and professional impact on ECNs associated 

with caring for AYAC. 

d) To identify training/education and support needs for ECNs to support 

them in their care of AYAC. 

The research question is generic and open, thus I purposefully steered away 

from directional, leading questions such as, ‘To what extent does caring for 

AYAC cause you emotional distress or burnout?’, which could have been 

considered given what has been outlined in the earlier background literature. 

What was key for me was that participants had an opportunity to tell me about 

their experiences of this type of work. Arguably, the question itself held some of 

my assumptions – that the experiences of these nurses would have meaning for 

them. This assumption was based on my past experience of being an ECN who 

cared for AYAC as well as more recently, when I educated and supported ECNs, 

that this type of work would be emotive because of the patients’ ages. In this 

study I believed that the nurses would consider the meaning of their work before 

telling me their story, which I would then reflect upon and interpret. This is 

termed as ‘double hermeneutic’ (Brogden, 2010) and the meaning of nurses’ 

experiences posed in this thesis are co-constructions of nurses’ stories and my 

interpretations. 

My axiological stance in this research was that I hoped to make a positive 

contribution to my profession and that knowledge identified would be of value 

to nurses, managers, healthcare professionals, researchers, educator and 

ultimately for the benefit of AYAC. 

1.8 Methodological approach 

This study lends itself to taking an interpretivist or constructivist approach, thus 

adopted a qualitative research design. The methodological choice is based upon 

my ontological belief about what is real and what is valuable. I believe that 

reality is subjective and that the meaning of an experience can only be told by 

one who has had an experience, that everyone has a past which shapes their 

present experience, thus has the likelihood of influencing any future experience. 

I felt that the most appropriate methodology to address the research question 

was to take a qualitative approach and selected narrative inquiry (NI), as 
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proposed by Clandinin and Connelly (2000) and Kim (2015). This approach values 

the stories of individuals and is based on the work of John Dewey (1938) who 

notes that experience is understood to be relational, interactional, continuous 

and social . This will be further described in Chapter 3. 

The research design could have taken several qualitative research approaches, 

such as grounded theory, discourse analysis, phenomenology or action research 

to name but a few. However, this qualitative study used a narrative research 

approach to describe the personal stories of 8-16 AYA ECNs, which was explored 

in-depth to derive meaning from those experiences. I believe that every 

individual has a past which shapes current experience and has the potential to 

influence future experience.  

1.9 Thesis overview 

Chapter 2 outlines the literature review process and findings that justify the 

rationale for undertaking this study. 

Chapter 3 sets out the methodology and methods from theoretical and practice 

perspectives, clarifying the processes undertaken and highlights the ethical 

considerations. 

Chapter 5 discusses inquiry findings in the context of theoretical perspectives 

and previous nursing and AYAC care research, as a means to bringing new 

understanding to the experiences of ECNs who care for AYAC. Recommendations 

for research, practice, education and policy are presented. 

Chapter 6 concludes the study.  
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Chapter 2  Literature Review  

This chapter aims to contextualise the study within the existing knowledge base 

by describing and reporting on a systematic scoping review (ScR). Debate exists 

on the inclusion of literature reviews within NI methodology theory. Holloway 

and Freshwater (2007) warn of the influence of pre-existing literature, whilst 

others prefer to locate the review after the narratives (Clough, 2002). Kim 

(2016) advises the review should include theoretical and methodological 

literature and as such, I elected to review literature before collecting data. This 

pragmatic decision was in part due to time constraints of the doctoral course 

and the fact that I was a part-time student. 

ScR, an increasingly prevalent method for synthesising research evidence, can be 

particularly valuable when a topic has not yet been extensively explored or is of 

a complex or heterogeneous nature (Daudt et al., 2013; Peters et al., 2015). 

ScRs are particularly relevant to disciplines with emerging fields of evidence 

where the paucity of randomised controlled trials makes it difficult for 

researchers to undertake systematic reviews (Levac et al., 2010). 

Often criticised as having little systematic critical appraisal because of resource 

constraints and lack of time (Aveyard et al., 2016; Gough et al., 2017), ScRs are 

frequently used to describe the nature of a research field rather than present an 

exhaustive synthesis of findings (Arksey and O'Malley, 2005). As is customary 

with ScRs, in this review an assessment of methodological quality was not 

conducted (Armstrong et al., 2011; Levac et al., 2010) and this is considered a 

limitation of the review. However, a critical lens approach was applied 

throughout and used to draw conclusions. 

The structure of this review followed the six-step methodological framework set 

out by Arksey and O Malley (2005), further developed by Levac et al. (2010) (see 

Table 2.1). This review stopped at stage 5.  
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Table 2.1 Steps taken in the search 

1. Identifying relevant studies  

2. Study selection  

3. Charting the data  

4. Collating  

5. Summarising and reporting the results 

6. Knowledge translation component of scoping (optional)  

 

The chapter begins with detailing the search strategies used and follows with a 

discussion of the identified themes that support the justification for this study. 

2.1 Identifying the research question 

Levac at al. (2010) recommend that researchers combine a broad research 

question of the literature with a clearly articulated scope of inquiry. Arriving at 

the review question was supported by using a tool/framework (Booth, 2004; 

Booth et al., 2016) - see Table 2.2. for the key concepts included in the search 

strategy. In this case I focused on setting, perspective, interest, context and 

evaluation (SPICE). 

Table 2.2 Formulating the question using the SPICE framework 

Setting Perspective Interest Context Evaluation 

Hospital, 

community 

or hospice 

settings 

early 

career/ward-

based nurses 

(WBN) 

Caring 

for 

Adolescents/young 

adults with cancer 

Age-specific 

care at any 

point in the 

cancer 

experience 

 

The research question was, What are the experiences of early career nurses 

(ECNs) who care for adolescents/young adults (AYAs) with cancer in specialist 

age-appropriate settings? 
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The aims of this ScR were:  

a) To identify recent empirical research that investigated ECNs’ 

experiences or perceptions of caring for AYAs with cancer (AYAC) in a 

variety of clinical settings. 

b) To produce a narrative account of existing evidence defining the 

experiences or perceptions of nurses working with AYAC in healthcare 

and any challenges that have been documented. 

c) To identify gaps in the current literature in terms of methodology, 

perspective and design that may inform future studies. 

2.2 Identifying relevant studies 

Methods adopted for identifying literature in a ScR ideally need to achieve in-

depth but broad results (Arksey and O'Malley, 2005). This leads to the outcome 

stemming from an iterative, rather than a linear process with the researcher 

engaging with the available literature in a reflexive and comprehensive way.   

In outlining the parameters of the ScR from the outset (Arksey and O'Malley, 

2005; Levac et al., 2010), I took an intentionally wide approach to include nurses 

within HCP data sets to generate a breadth of coverage of the literature. The 

terms early career/ward-based nurses (WBN) and nurse are used interchangeably 

with ECN, as the focus of this study is on these types of junior nurses working 

with AYAC and as such I would only include studies where these nurses were 

easily identifiable. 

The international age range of AYAC spans a large range in the literature, from 

13-44 years. For example, in the USA, the age range for AYAC spans from 13-44 

years, whereas in the United Kingdom it is 13- 24 years (National Institute for 

Health and Clinical Excellence, 2005). Therefore, this ScR included both adult 

and paediatric literature, looking for where AYAC care (AYACC) is clearly 

delineated, to gain a consensus of relevant issues. This follows Levac et al. 

(2010) who advise that researchers justify their decisions and acknowledge the 

potential limitations of their studies. 
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2.2.1 Database searches 

Several health and social care, subject-specific and journal databases were 

explored with the advice of a librarian (Aveyard and Sharp, 2017) – see table 2.3. 

Table 2.3 List of databases searched 

Academic Search Complete (EBSCO)  

CINAHL(EBSCO) 

Cochrane Library 

PubMed  

Psycharticles (EBSCO) & Psychinfo (EBSCO) 

SCOPUS 

The Joanna Briggs Institute (COnNECT) 

 

2.2.2 Grey literature and hand searching 

Sources used for searching grey literature include direct contact with experts 

and organisations in the field of AYACC and nursing, to identify any ongoing 

studies or other unpublished data, e.g., (Kelly et al., 2004); (Olsen and Harder, 

2011); and (Avery et al., 2019). Other search strategies included reviewing 

reference lists of retrieved papers, hand-searching of key journals, engaging 

existing networks and exploring relevant organisations for outputs. 

2.3 Study selection 

I conducted the study selection and extraction processes independently and 

clarification was sought on processes and outcomes with librarians and doctoral 

supervisors as good practice suggests (Arksey and O'Malley, 2005; Gough et al., 

2017; Levac et al., 2010). Whilst books/chapters and editorials have been 

written about AYACC more recently, these have not been included because 

whilst they refer to research, they are often opinion-based publications, not 

peer reviewed nor identified in the electronic searches. They were held for 

possible inclusion in the discussion chapter. Unpublished theses and conference 

papers were excluded for the same reasons. The initial review was conducted 

June 2020 and updated March 2021.  
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2.3.1 Eligibility criteria  

Inclusion and exclusion are presented in Table 2.4 

Table 2.4 Inclusion and exclusion criteria for scoping review papers 

 Inclusion Criteria Exclusion Criteria 

Types of 

participants 

 

Studies where ward-based or early 

career nurses and HCPs were 

involved in the care of AYAC. 

Studies where ward-based or early 

career nurses or AYAC were not 

clearly identified. 

Infants, young children or elderly. 

Student or assistant nurses, nursing 

associates or nursing auxiliaries/ 

healthcare support workers. 

Care of AYAs with non-cancer 

illnesses. 

Transition or survivorship of AYAC. 

Types of 

interventions

/phenomena 

of interest 

 

Nurses and HCPs who care for AYAC. 

Experiences, motivations and 

perceptions of HCPs and nurses 

working in AYAC settings. 

The emotional impact, discomfort, 

distress or suffering of caring for 

AYAC. 

Any nuances outlined by nurses and 

HCPs that are specific to caring for 

AYAC. 

 

Context 

 

Nurses and professionals who care 

for AYAC in a variety of clinical 

settings to include hospitals, 

hospices, home settings and 

community. 

 

Student, assistant nurses, nursing 

associates or nursing auxiliaries, 

healthcare support workers. 

Care of AYAs with non-cancer 

illnesses. 

Studies where AYAs were not clearly 

identified within the papers. 

Time limits 

 

2000-2021 given the recent 

emergence of the specialism. 

Studies older than 21 years. 

 

Language Only studies published in English. Non-English publications. 
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2.3.2 Search terms 

Table 2.5 outlines the search terms that were used whereby truncation, spelling 

variations and Boolean operators were considered. In Medline, MESH headings 

were searched and in CINAHL databases, subject headings were searched. 

Limiters are also described. 

Table 2.5 Identification of search terms and limiters 

 

2.3.3 Search results 

An initial yield of 8,235 references were retrieved. The titles and abstracts for 

these citations were screened and 477 (with 34 duplicates noted) were 

considered for further assessment of the full paper, resulting in 85 papers read 

in full text for eligibility, three of these were located through hand searching. 

Twenty-five papers were selected for review. The PRISMA extension for scoping 

reviews checklist (PRISMA-ScR) was used to guide reporting (Tricco et al., 2018). 

The search results are presented in a PRISMA diagram in Figure 2.1. 

  

 Perspective Interest Context 1 Context 2 

Terms used in 

research 

question ➔ 

Registered nurses Experience of caring Adolescents/ 

young adults  

Adolescents/

young adults 

with cancer 

Alternative 

phrases ➔ 

nurs* or “health* 

professional*” or 

"health care 

professional*" or 

“health* 

provider*” or 

“health care 

provider*” or 

clinician 

impact* OR effect* OR 

perspectiv* OR 

attitude* OR percepti* 

OR experienc* OR 

distress* OR stress* OR 

burnout OR impact* 

OR affect* OR suffer* 

OR retention OR 

recruit* OR attrition 

OR retain* OR 

motivat* 

teen* or 

adolesc* or 

"young adult*" 

or youth or 

"young person" 

or "young 

people"   

cancer or 

neoplasm* or 

tumor or 

tumour or 

oncol* 

Limiters 2000-2021 

Peer reviewed articles only 

English language only 
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Figure 2.1 PRISMA diagram (Moher et al., 2015) 

2.4 Charting the data 

A data charting summary (section in Appendix 2) recorded information related to 

database(s) sourced from author(s), publication year, article title, journal or 

publication title, type of source, type of publication, target population, 

intervention, research design, methods, sample size, major themes/findings and 

recommendations. This iterative data synthesis process was led by me as there is 

little clarity on how best to achieve this, or what should be included (Levac et 

al., 2010; Peters et al., 2015). Discussion with doctoral supervisors clarified 

inclusion and exclusion of papers. 
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2.5 Collating, summarising and reporting the results 

The data charting summary helped develop a narrative account of the papers 

(Arksey and O'Malley, 2005). In reporting this narrative account, I present a 

characteristic analysis of the papers illustrating the paper type, geographical 

location of the studies and dates of publication. Further review of the papers 

identified the study types, sample used, sample sizes and research approaches 

used. This analysis helped to identify key themes which were checked and 

refined at doctoral supervision meetings, thus demonstrating the importance of 

checking the validity and reliability of results and these are featured in the 

Summary of Included Papers (see Appendix 3). This iterative process led to the 

identification of two main themes, which are discussed further in this chapter. 

2.5.1 Review characteristics 

Twenty-one empirical studies and four literature reviews were included - see 

Table 2.6. The empirical papers were heterogeneous in methods and approach, 

the nature of the data presented, types of experiences and perceptions of nurses 

and HCPs, and issues studied. 

Table 2.6 Review characteristics 

Empirical Studies Literature reviews 

Albers et al., 2020a; Albers et al., 

2020b; Avery et al., 2019; Bahrami et 

al., 2017; Berger et al., 2019a; 

Bradford et al., 2018; Day et al., 

2018; Essig et al., 2016; Essig et al., 

2019; Gibson et al., 2012; Kelly et al., 

2004; Laryionava et al., 2018; 

Lavender et al., 2019; Norton and 

Wright, 2020; Olsen and Harder, 2011; 

Pearce et al., 2018; Smith, 2017; 

Taylor et al., 2016; Thompson et al., 

2013; Tutelman et al., 2019; 

Williamson and Rumsey, 2017  

Barlevy et al., 2016 ; Smith, 2004; 

Tennyson and Griffiths, 2019; 

Vindrola‐Padros et al., 2017 
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2.5.1.1 Country of study/authorship 

Table 2.7 shows countries of authorship. Several papers were written by authors 

from two countries highlighting the absence of literature from the East/Orient, 

South Americas and Africas, though one from Iran is co-authored. 

Table 2.7 Country of study/Authorship 

Country(ies) Authors 

Australia Berger et al., 2019 

Bradford et al., 2018 

Thompson et al., 2013 

Canada Avery et al., 2019  

Tutelman et al., 2019 

Denmark Olsen and Harder, 2011 

Germany Laryionava et al., 2018 

Netherlands Albers, Bergsma et al., 2020  

Albers, Haj Mohammad et al., 2020 

Switzerland Essig et al., 2016 

Essig et al., 2019 

United Kingdom Day et al.,2018 

Gibson et al., 2012 

Kelly et al., 2004  

Lavender et al., 2019 

Norton and Wright, 2020 

Pearce et al., 2018 

Smith, 2004 

Taylor et al., 2016,  

Tennyson and Griffiths, 2019 

Williamson et al., 2016 

USA Smith, 2017 

Co-Authors from multiple geographic 

locations  

Iran and Australia  

Switzerland and Canada  

UK and USA  

 

 

Bahrami et al., 2017 

Barlevy et al., 2016 

Vindrola-Padros et al., 2017 

 

2.5.1.2 Population 

Three empirical papers engaged with nurses solely, but not especially in AYA 

units (Norton and Wright, 2020; Olsen and Harder, 2011; Smith, 2017). The 
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remainder explored the views of nurses (of varying role types) within wider 

groups of HCPs, patients and/or caregivers. Of the four literature reviews, none 

focused specifically on nursing though nurses did feature within all. No study 

referred specifically to early career nurses although those that are included here 

did include ward-based nurses as a group. 

Ten studies engaged HCPs who predominantly work with AYAC in age-specific 

specialist settings as opposed to caring for AYAC in adult or paediatric oncology 

settings (Berger et al., 2019b; Bradford et al., 2018; Gibson et al., 2012; Kelly et 

al., 2004; Lavender et al., 2019; Norton and Wright, 2020; Olsen and Harder, 

2011; Pearce et al., 2018; Thompson et al., 2013). This highlights the paucity of 

research on nurses in AYAC settings. 

2.5.1.3 Chronological order of papers 

The numbers of papers and the year of publication are presented in Figure 2.2. 

This highlights that the contribution of specialist care for AYAC has been 

researched steadily and increasingly over the past 20 years, particularly between 

2016 and 2020.  

 

Figure 2.2 Chronological order and number of papers selected 
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2.5.2 Thematic analysis 

From the data charting summary, a thematic matrix was developed (Appendix 

4). Two overarching themes, each with sub-themes were identified. The first is 

working in AYA cancer care with the sub-themes: recognising AYA specific issues, 

decision-making and the emotional impact of the work. The second theme is 

communication/conversations with sub-themes: sexuality/oncofertility, parents 

and EOL care.  

The development of these themes and sub-themes were aided using a digital 

mind map, represented in Figure 2.3, because it reflects our natural thinking 

patterns, which can be non‐linear (Buzan and Buzan, 2006). These themes are 

discussed separately and presented forthwith. 
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Figure 2.3 Mind map representation of themes 

2.5.2.1 Working in AYA cancer care 

Varying perceptions of those who work with AYACC appear in all selected 

papers. Smith (2004); Kelly et al., (2004); and Olsen and Harder (2011), three 

nurse researchers, focused specifically on working within AYAC units. Smith’s 

(2004) literature review on quality nursing and AYACC reported in the same year 

as Kelly et al.’s (2004) ethnographic study in one of the early AYAC units in the 

UK. Kelly et al. (2004) interviewed 14 HCPs including nurses of undisclosed 
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levels. Olsen and Harder’s (2011) grounded theory study included nurses (n = 7) 

and explored network-focused nursing in a youth cancer unit in Denmark.  

Smith (2004) highlighted the unique needs of AYAs and sought to explore the 

evidence base as to what would constitute quality nursing care in these clinical 

areas. From 27 papers, she identified key themes, including the significance of 

the specialist environment, attitudes and knowledge of HCPs and adolescent 

development issues. Until that point, adolescents were treated in children’s or 

adult wards, neither of which were equipped for adolescents. She added that 

the approach to care for AYAC was as important as the environment. She 

highlighted that the literature on the hospital experience for AYAC was both 

inadequate and fragmented, with no published evaluation of existing services, 

and that there was a lack of research activity in adolescent oncology. 

Smith (2004) postulated that staff attitudes and specialist knowledge have a 

direct impact on the hospital experience for adolescents. Additionally, she 

espoused that staff caring for these patients must have an interest and 

commitment to this age group and that continuing education was required for 

those working in these units. She concluded that AYAC patients should be cared 

for within an adolescent unit, nursed by staff with experience and expertise 

specific to this client group.  

From the title of Smith’s (2004) paper, one would not determine that it was a 

literature review; similarly, the type of literature review is not stated. It 

provided an overview of the state of knowledge in the early 2000s when the 

specialism was still in its infancy, thus arguably, Smith was attempting to 

generate debate and champion this emerging specialism. 

At a similar time to Smith (2004), Kelly et al. (2004) reported on the first 

ethnographic study of the first TCT unit in the UK. Kelly et al. (2004) recognised 

the complexity of challenges facing AYAC and were keen to establish the extent 

to which specialist AYAC units were more effective, or more acceptable than 

general cancer settings. Two data themes, cancer and the cancer care unit, and 

changes over time, were presented in their paper.   

The fact that the unit was concerned solely with AYAC emerged as highly 

significant. Kelly et al. (2004) revealed that the unit appeared to help people 
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cope with negative images of cancer, which had impacted on these adolescents 

and their families. All participants agreed that there were merits in caring for 

AYAC in one area, encapsulated when one participant referred to it as “being in 

the same boat” (p. 847). The relationship between patients, families and staff 

appeared central to the creation of an atmosphere of mutual support and 

reaction to what could be an optimistic or pessimistic situation. Kelly et al. 

(2004) identified that professionals clearly set the tone of the service but were 

also required to manage the emotional demands of their work. This required a 

balance to be struck between purposeful informality and maintaining 

professionalism – with Kelly et al. (2004) suggesting there was a high level of 

emotional labour when working in this care setting.  

The second theme related to time and highlighted how patients and staff 

interact together over long periods (Kelly et al., 2004). This interaction was 

particularly difficult for adolescents, families and staff when cancer recurred. 

This, along with fear of death in adolescence, was also noted to be particularly 

challenging for nurses. One said “the downside is they can’t be protected when 

someone comes back with a relapse, somebody dies on the ward…. they come in 

feeling well and you look around and everyone is suffering, you want to run out” 

(p. 854). The perceived informality of the unit seems to be a very strong finding; 

as it allowed AYAs to ‘be adolescents’ during cancer treatment. They noted 

differences such as late waking times, a more recently well-recognised 

adolescent developmental need (Bartel et al., 2015).  

The culture of the unit also emerged as a pivotal source of support and expertise 

which was perceived to be more beneficial than having facilities or professionals 

available. Of equal importance were the values, skills and personalities of the 

staff, as well as the contribution made by patients and families treated on the 

unit over time. Kelly et al. (2004) felt that this resulted in the creation of a 

‘therapeutic milieu’ which captured the essence of the setting. What is not clear 

from this paper is the relationship the researchers had with the ward team or 

the patients and families. The professional disciplines of the researchers are also 

unclear which could have led to bias of findings depending on their previous 

professional experiences. 
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Olsen and Harder (2011) explored the processes and strategies of oncology 

nurses engaged in a specialist AYAC nursing programme in Denmark that strived 

to maintain, establish and strengthen support from the social networks of AYAs 

during the cancer treatment period. They established that it was challenging for 

the nurses to create ways to help AYAs continue with their normal growth and 

development during the treatment phase. They conceptualised this nursing act 

as ‘bridging’. The relationship building and communication between nurses and 

patients was fundamental. Some nurses in this study were as young as the 

patients and others were older and may have been considered as a mother 

figure. These age-related perceptions were proffered as potential challenges to 

breaching professional boundaries, though conversely, they were also perceived 

as advantages in developing therapeutic relationships with patients.  

As with Kelly et al. (2004) and Smith (2004), Olsen and Harder (2011) recognised 

that nurses had exceptional commitment and involvement with young cancer 

patients and their significant others. Establishing a trusting and respectful 

partnership with an emerging independent young person and their family 

requires a highly sensitive approach, assessment and cooperation. Olsen and 

Harder (2011) add that specialist care that embraces the lives and close 

involvement of the others impacted by AYA cancer is a complex and highly 

demanding practice that needs to be addressed by nurses, educators, 

researchers and health policymakers. Olsen and Harder (2011) also recommend 

AYAC be cared for in specialised units and that nurses use their unique position 

to carefully consider and facilitate involvement of the patient’s social networks 

and focus on the AYA’s developmental needs and youth culture, all of which are 

underpinned by the need for high quality professional communication skills. It is 

interesting that these authors see nurses as taking the responsibility for 

promoting patients’ social networks without questioning whether this might be 

achieved alternatively by other disciplines, such as social or youth workers. 

Taking a grounded theory approach to arrive at this conclusion may be 

ambitious, particularly as the sample size was small and taken from the only 

youth cancer unit in Denmark, leading to questions of the practicability of all 

young people with cancer being treated on specialist units. Indeed, it is arguable 

that aside from geographical distance, some young people may not want to be 

cared for in such environs at all.   
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Thompson et al. (2013) undertook an exploratory study of oncology HCP’s 

understanding of the preferences of AYAs living with cancer in one Australian 

AYAC unit that was embedded within a generic cancer centre. More than 50% of 

the HCPs recruited (n = 60) were nurses. Data were collected via a questionnaire 

and investigated professionals’ top five perceived issues for AYAC. Results 

highlighted that with a strong focus on survival and physical well-being, 

professionals significantly underestimated the breadth of AYAs’ psychosocial 

concerns. In a previous study by this research group, AYAs reported different 

healthcare concerns compared with HCPs, (Palmer et al., 2007). Thompson et al. 

(2013) add that there are varying levels of professional skill, experience and 

confidence; significant workforce development and support needs for HCPs; and 

AYAC models of care require rigorous evaluation to ensure the improvement of 

outcomes for AYAs living with cancer. This study showed there is wide 

recognition among HCPs of the challenges and cumulative impact of working 

within this field of complex, clinical multidisciplinary AYAC practice in this unit 

and arguably it is not representative of broader Australian services for young 

people with cancer. They advocated the need to invest in strategies that focus 

on workforce development, education and training, and support.  

Whilst AYAC services appear to be slowly growing internationally, these studies 

remind us of the emotional challenge for nurses and HCPs working with this age 

group. They suggest improvements in the quality of care for AYAC occurs if 

professionals are specifically trained in the elements that define this field of 

practice. The results of these studies indicate that recognition and commitment 

by organisations are essential to ensure appropriate infrastructure is put in place 

to monitor the impact of this work and support those delivering care. 

Additionally, there is also a need for ways to enhance staff support in this field, 

such as through multidisciplinary peer groups and supervision models. It is worth 

noting that the sample sizes are also small, and it is difficult to generalise on the 

impact of this work on ECNs. 

Recognising AYA cancer specific issues 

All papers refer to the specific needs of AYAC. Some of these are described 

further in the ScR such as communication and conversation issues, altered 

appearance, EOL, sexuality and fertility preservation (FP). In this section, four 
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papers will be discussed, Gibson et al. (2012); Taylor et al. (2016); Williamson 

and Rumsey (2017); and Bradford et al. (2018) which broadly refer to AYA cancer 

specific issues. 

Gibson et al.’s (2012) scoping exercise identified the preferred competencies of 

HCPs, including nurses involved in AYA cancer care in the UK. Data were 

generated during two workshops and from an education day with AYAC HCPs, 

dated as far back as 2006. Knowledge, attitudes and 13 principal skills were 

derived from using the participatory visual research method, a diamond activity, 

at the workshops. The top two competencies were expertise in treating 

paediatric and adult cancers and understanding cancer. Further cataloguing of 

key competencies noted that being an expert was the most important area of 

competence with communication skills as the second. Whilst findings from 

participants led to generation of themes, arguably only those who were 

motivated or empowered attended these events, participated. They also had 

insight into the unique needs of AYAC, when it was already known that not all 

AYAC are treated in specialist units, meaning that some education needs to be 

considered for those areas that treat AYAC but are nor specialist in delivering 

age-appropriate care. Yet this is not considered in the paper, however the 

ambition to work and develop an international set of competencies is mooted.  

Findings from this study were used to inform an international electronic-Delphi 

study (Taylor et al., 2016) aimed at determining what the international 

community believed to be the competencies required for working with AYAC. It 

has been enlightening to see this team of researchers generating and reporting 

on evidence on the work of HCPs in the UK.  

The Delphi study reported by Taylor et al. in 2016 used an electronic survey, 

which included 87 closed questions with responses on a 9-point Likert scale and 

further open-ended responses to identify other skills, knowledge and attitudes. 

In round one, 158 participated. Round two contained only items with no 

consensus in round one, with additional items on competency. The areas of 

competence rated most important were agreed as: identify the impact of 

disease on AYAs’ lives (skill); know about side effects of treatment and how this 

might be different to those experienced by children or older adults (knowledge); 

honesty (attitude); and listen to AYAs’ concerns (aspects of communication).  
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What is apparent in Taylor et al.’s (2016) study are the lists and themes that 

were presented to participants in round one and two that feature AYA specific 

aspects of care such as having knowledge of adolescent development, paediatric 

oncology and adult oncology; knowledge of how side-effects of treatment might 

differ to those experienced by adults or children; having specific communication 

skills; understanding and having the skill to consent AYAC to clinical trials; to 

address AYAs’ concerns on spirituality; and to be able to discuss sensitive 

subjects such as sexuality and fertility. Gibson et al. (2012) and Taylor et al. 

(2016) espouse that the outcomes of these studies could help when designing 

new AYA services and forming workforce planning for new and established 

clinical teams, directing national and international education and training, be 

used as a benchmark against which expectations about standards can be 

assessed and lastly, to inform a competency-based assessment of performance. 

Again, because of the generic inclusion of nurses within the HCP demographic, it 

is difficult to determine what specifically is required for nursing as a distinct 

discipline. 

Bradford et al. (2018) undertook two surveys of the educational needs of HCPs, 

including nurses, in a different Australian youth cancer service to Thompson et 

al (2013), discussed earlier. The first survey (n = 122, of which nurses = 52) was 

used to develop an education programme, delivered between 2013-2017 and the 

second survey (n = 73, of which nurses = 36) was completed in 2017. The most 

prominent educational needs in 2013 focused on palliative care and biomedical 

topics such as understanding AYA growth and development as well as specific 

AYA cancers and treatments. The second survey identified that palliative care 

education remains important; however, there was a shift towards health 

professional requests for more psychosocial and practical education on topics 

including fertility, sexuality and managing late effects.  

Interesting to note is the shift of focus from biomedical AYA cancer topics in 

2013 to more psychosocial and practical topics in 2017. This may be attributed 

to the emphasis of the educational programme during the preceding years, 

indicating that HCPs are more aware of adolescent specific issues such as normal 

growth and development. Findings from this study identified that there is an 

ongoing need for the provision of educational opportunities and support for 
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professionals who provide care to AYAC. It is surprising that Bradford et al (2018) 

did not refer to Thompson et al’s (2013) research from another Australian state 

given the similarities of findings. However, they did allude to the fact that their 

findings may not be generalizable to other settings.  

Thompson et al (2013), Gibson et al. (2012); Taylor et al. (2016); and Bradford 

et al. (2018) all highlighted the generic knowledge skills and competencies 

required of HCP’s as a broad group. Each research group took a systematic 

approach to elicit information from a variety of stakeholders through surveys 

and interviews. From this review, it can be seen that a picture of educational 

need and the potential content for curricula began to emerge across the UK and 

Australia.   

As discussed, we can see research emerging that highlights generic AYAC 

psychosocial needs that nurses and HCP should be educated about.  Another 

specific aspect of this psychosocial need was examined by Williamson and 

Rumsey (2017). They explored perspectives of HCP on the psychosocial impact of 

an altered appearance on AYAC using a sequential exploratory mixed method 

design, drawing from 62 HCPs including nurses, from a range of UK oncology care 

settings. Of the participants, 87% believed appearance related distress was 

common amongst AYA cancer and that although both boys and girls experience 

concerns, boys may appear more reluctant to discuss these. Participants felt 

that at the heart of appearance distress is the experience of looking and being 

treated differently by their peers, feeling unattractive compared to society’s 

beauty norms and fear of negative evaluation by others, including being teased. 

Here we see some very specific adolescent development issues: appearance and 

peer relationships. Fundamental to this, they maintained that HCPs needed to 

develop trusting relationships, using a patient-centred approach to hold 

discussions about appearance concerns.  

Participants felt appearance can be difficult to discuss, particularly in the 

context of practical and emotional pressures associated with managing 

vulnerable AYAs with a life-threatening illness and their parents (Williamson and 

Rumsey, 2017). Organisational constraints and reluctance to discuss appearance 

concerns were identified more frequently than barriers associated with personal 

competence. Training and education were also acknowledged as a barrier to 
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information sharing, communication and support strategies to address 

psychosocial concerns around appearance changes for AYAC.  

The studies reported in this section all point to the need for further AYAC-

specific education for HCPs, though the operationalising and evaluation of this 

situation appears to be lacking. 

Decision-making 

Four studies have focused specifically on information needs/decision-making 

relating to AYA cancer treatment. 

Bahrami et al. (2017), based in Iran, assessed the viewpoints, experiences and 

preferences within the clinical communication triad (parent, adolescent, HCP 

team) concerning the information sharing process for AYAC. In-depth, semi-

structured interviews with 33 participants including AYAs aged 15-20, their 

parents and HCPs (which included six nurses) were conducted and data were 

analysed using constant comparative analysis. They identified three main 

themes: disaffiliation of adolescents in information-sharing processes; barriers to 

information-sharing; and cornerstones in information-sharing processes. 

Participants believed information-sharing processes need to be gradual and 

based on the adolescent’s need and mental capacity, thereby signalling the need 

for age-appropriate information. They noted that the cultural background of the 

research setting may have created an obstacle during the information-sharing 

process, with the medical team holding a negative attitude towards information 

sharing. They stated that the Iranian culture is rich in feelings and emotions and 

accordingly, parents avoid giving information to adolescents to protect them 

from bad news. This is the first study to refer to geographical culture in any 

way. 

A barrier identified was the negative attitude of HCPs towards sharing 

information with adolescents. Nurses often tried to avoid situations requiring 

their response to adolescents’ questions and referred them to the physicians 

believing that adolescents do not have adequate spiritual and psychological 

capacity for tolerating news related to their disease, would lose hope and 

abandon treatment. Nurses believed that, sometimes, giving information to the 

adolescent would interfere with the treatment process. This contrasts with a 

study from the West where the absence of adolescents from initial information-
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sharing leads to more tension and anxiety in adolescents (Gibson et al., 2010). 

Gibson et al. (2010) proposed that an AYA shifts positions with their parent(s) 

and only adopts the role of primary communicator in consultations once 

autonomy has been gained (or regained). It can be argued that this is a key goal 

in AYA cancer care, particularly transitioning to self-management in survivorship 

(Smith et al., 2020). In particular, the more involved parents are in care, the 

less control and interest AYAC may have in their own disease management.  

Bahrami et al. (2017) suggested that adolescents’ and parents’ information 

requirements be considered along with adopting a culturally sensitive approach 

for HCPs to facilitate triadic communication to clarify information-sharing 

preferences using a validated context-based tool. The notion of culturally 

sensitive communication approaches is not included elsewhere in AYACC 

literature so it is of value to see this highlighted in the Bahrami et al study. 

Day et al. (2018) examined the role of HCPs in the involvement of teenagers 

with leukaemia in decision-making in a tertiary referral hospital in the UK. Data 

were collected by observations of MDT meetings and semi-structured interviews 

with HCPs. Within the dataset, 19 nurses were included. HCPs revealed 

principles relating to the involvement of teenagers with leukaemia in decision-

making to do the right thing, to act on the care and treatment preferences of 

the teenager and openly disclose information about the teenager’s condition. 

These principles were prioritised and utilised uniquely in each situation and 

were reliant on three mediating factors: family communication styles, stage of 

the illness and the nature of the disease. regarding ‘doing the right thing’, HCPs 

spoke explicitly and implicitly about this when making decisions about care and 

treatment and accepted that the decisions where there is little possibility of 

long-term cure lies mostly with HCPs rather than teenagers and their families. 

These decisions would be made where possible with active engagement with the 

teenager to help elicit their preferences. Open communication was essential to 

enable the teenager and HCP team to come to the right decision, though it was 

acknowledged this could very difficult.  

Common tensions about the influence of parents and families on a teenager’s 

choice were noted by Day et al. (2018). They recognised that the family and 

teenager were inextricably woven together and attempts to separate treatment 
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and decision-making from each other were not always possible. Day et al. (2018) 

felt that any combination of these factors could lead to sub-optimal HCP 

communication and that such barriers need to be understood before any 

interventions are proposed. This highlights the need for the MDT to be aware of 

the individual situational preferences of teenagers and their families; an 

additional complexity when working with AYAC not often seen in the care of 

children or adults, where adults generally take all the responsibility for decision-

making. Arguably, as this was a single site study, these findings are not 

generalisable. In addition, only adolescents with haematological malignancies 

were included which does not represent those who are being treated for other 

cancer types, particularly where treatment regimens differ in their approach 

and complexity. 

Pearce et al. (2018) and Lavender et al. (2019) reported on different elements 

of a study investigating the participation of AYAs in bone cancer trials. The 

former reported on the perceptions of AYAs and HCPs in the study whereas the 

latter reported on the HCPs’ perceptions in greater detail. The research team 

conducted semi-structured interviews using narrative enquiry with 21 AYAs aged 

15-24 years and 18 HCPs. HCP participants included oncologists, registrars and 

various nurse types. Pearce et al. (2018) outlined the following influencing 

factors were identified in both datasets: perceptions and understanding of 

clinical trials, communication and information, support and coping, in the 

context of clinical trials and the culture of AYA specialist care. Trust, support 

and rapport developed over time with other staff, including medical staff, being 

highly valued. Pearce et al. (2018) remind us of the importance of working 

within an ethical framework and that nurses and HCPs develop high levels of 

awareness and reflexivity within themselves and across teams when obtaining 

clinical trial consent. 

Lavender et al. (2018) established that having credibility within the professional 

expertise of the team was central to supporting AYAs with bone cancer in 

clinical trial participation. This is especially needed in order to improve trial 

accrual for this cancer type, which has well-documented low survival (Stiller et 

al., 2013). The study findings based on interviews with 18 HCPs (including nurses 

of unknown quantity and type) showed this credibility develops through 
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reflecting on the practice of others in the healthcare team. A second theme 

identified that developing strategies to communicate with AYAs about bone 

cancer trial participation was important. Key to all of this appears to be patient 

and family-centred conversations that emphasise the need to individualise the 

approach when respecting autonomy of the AYA and their family. The timing of 

this is important and may not be achieved at the first meeting. An effective 

team approach to facilitating the development of these trusting 

patient/professional relationships is key to the success of trial participation. 

Like Day et al. (2018), this study was conducted with patients with a specific 

tumour type and only in one cancer centre, so are not generalisable. However, 

finding from such studies are of benefit and can help the wider HCP team to 

consider key issues when communicating with AYA with cancer, in particular 

regarding decision-making about cancer treatments.  

Across all these studies, key aspects of developing therapeutic working through 

effective communication and relationship-building are evident, taking note of 

the developmental needs of AYAC. The cultural difference within countries and 

built environments are notable also. 

Emotional impact of the work 

A broad theme from this ScR is that there are aspects of caring for AYAC that 

nurses and HCPs report as being emotionally challenging.  

Kelly et al. (2004); Olsen and Harder (2011); and Thompson et al. (2013) are the 

only studies that were undertaken in specialist AYA cancer services that refer to 

some of the emotional challenges. Olsen and Harder (2011) described the 

continuous and demanding challenge of balancing professional and personal 

involvement with AYA patients and families. They established that the nurses 

felt a long-term commitment and profound knowledge of the AYA and their 

family created conditions for bonding. The primary care nurse often became an 

anchor, a trusted person the AYA and their significant others turned to when 

overwhelmed by feelings or practical problems which could extend beyond the 

treatment period.  

Olsen and Harder (2011) noted that young nurses who experienced friendly 

communication with the AYA could confuse their perception of the nurse’s role. 

These young nurses felt they sometimes moved into a ‘grey zone’, partially 
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because of the informal nature of the purposefully created clinical environment 

making them feel at risk of behaving unprofessionally. This showed how they 

tried to balance being professional and part of a more informal social network. 

Several participants from across HCP groups in the Thompson et al. (2013) study, 

commented on the challenge of working with AYAC which were greater than 

those associated with working with adults. These included having a lack of 

confidence and clinical skills in working with this age group, poor understanding 

of AYAs’ developmental life stage and limited AYAC-specific knowledge. These 

HCPs added that workload pressures, delivering complex and prolonged 

treatment regimes, exposure to death and dying, and the intensity of the 

emotional involvement with families without appropriate support mechanisms in 

place, can have a significant personal and professional impact. 

HCPs in this study demonstrated there is wide recognition of the challenges and 

the cumulative emotional impact of working within the complexity of the AYA 

cancer specialism. HCPs journey alongside AYAC for a very long time and 

Thompson et al. (2013) and Olsen and Harder (2011) recognised the absence of 

research into the accumulative emotional impact of caring for AYAC, which 

supports the rationale for undertaking this study. 

Laryionava et al.’s (2018) study of 22 oncologists and seven oncology nurses 

sought to understand their perceptions of treatment decisions when cancer was 

incurable in young adult patients (18-40yrs) and to investigate the extent to 

which age was a factor in these decisions. Participants reported that decisions 

about limiting cancer treatment with AYAs are the most challenging and stressful 

in clinical practice. They noted that overtreatment in AYAC often occurred 

approaching EOL. Three major reasons for overtreatment were identified: 

patient’s preference for further treatment, the oncologist’s perception of 

unfairness of dying at a young age and identification with the patient. The 

patient’s age was a significant factor in oncologists’ reluctance to discuss 

treatment limitations with patients. Laryionava et al. (2018) advocated the 

importance of starting a timely discussion with AYAC about treatment 

limitations. However, they argued that oncologists act in accordance with the 

ethical principle of respecting patient autonomy, a key value in western medical 

ethics, and see conflict between autonomy and non-maleficence. Another key 
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factor from Laryionava et al. (2018) was the identification and emotional 

entanglement with the patient being some of the most common 

countertransference reactions. Younger oncologists in the study appeared to be 

especially vulnerable to countertransference in comparison to older oncologists 

when treating AYAs. These emotions increase the risk of acting for the sake of 

action and the patient-doctor relationship, and the consequent overuse of 

chemotherapy near EOL. Whilst much of this appears to focus on doctors, it 

highlights the emotional labour associated with caring for AYAC and that 

communication is key to managing ethical dilemmas. 

Laryionava et al. (2018) used a grounded theory approach to analysing these 

data, yet no theory development is seen in the reporting of this study, as might 

be expected, leading to questions as to the use of this particular research 

approach (Charmaz, 2014). That said, in this paper they have not justified this 

qualitative research method so may never have had an ambition to generate new 

theory. This adds to the suggestion that a grounded theory method, although 

widely applied, is often mis-understood (Timonen et al., 2018).  

Three other studies explore HCPs’ experiences caring for AYAs with incurable 

cancer: Avery et al. (2019); Berger et al. (2019); and Tutelman et al. (2019). 

Avery et al. (2019) conducted semi-structured interviews with 19 HCPs, including 

doctors and nurse practitioners that relate to difficulties they experienced when 

dealing with AYAs (15-39yrs) with advanced cancer, as opposed to adults. Four 

key themes were identified: challenges helping AYA/families to engage in and 

accept palliative care, uncertainty as to how to involve the family, a sense of 

tragedy for the HCP and the HCP’s sense of emotional proximity. 

Participants recognised some similarities in caring for adults, but it was 

challenging when AYAs were less accepting of incurable cancer, making it 

difficult for HCPs to approach the topic of palliative care. One nurse noted that 

“AYA were more willing to undergo additional treatments to maintain hope of 

living a normal life because it remained inconceivable from the patient’s 

perspective that they would die of cancer at a young age” (Avery et al., 2019, p. 

4). There was more resistance, hesitancy and uncertainty when introducing and 

discussing palliative care with AYAs and the family, particularly around death 

and dying. This was further compounded by uncertainty regarding how to involve 
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family and that appeared to make it more challenging for the AYA to remain 

autonomous and make decisions for themselves as they deteriorated. 

Participants described feeling a sense of loss, sadness and shock when knowing 

they were treating such young patients. HCPs expressed feelings of helplessness 

at not being able to fix or cure the cancer and the sense of failure was linked to 

a feeling of frustration that cure was not possible. 

These participants experienced a different sense of identification with 

connection to AYAs than with other populations, which caused them to reflect 

on their own experiences as a young adult or as a parent of a young adult. Avery 

et al. (2019) noted the sense of relatedness or emotional proximity that 

increased the burden of care for HCPs. This type of proximity amplified the 

emotional duress HCPs already felt when providing palliative care to AYAC. They 

suggest the findings support the development of dedicated training and support 

for HCPs involved in palliative care for AYAC. 

This study was conducted in two hospitals in one city in Canada, which is a 

limitation. The lead author acknowledged that most of the coding was done by 

the lead author, which could suggest the presentation of a potential single 

perspective on the findings. However, the paper further indicates that there was 

a whole team approach to data analysis and interpretation which adds some 

confusion on this matter.  

Tutelman et al. (2019) revealed similar findings to Avery et al. (2019) when they 

interviewed four nurses and five physicians in a single Canadian hospital so may 

not be comparable with other larger cancer centres, or those with specific AYAC 

units. Data were analysed using interpretive phenomenological analysis. The first 

of four themes highlighted, were that there are many unknowns and 

uncertainties in providing care for AYAs. Participants noted that even when 

education or training is available, it can still be difficult to maintain their skills 

and expertise due to the infrequency of having AYAC at the EOL. The second 

finding focused on the intense emotional experience compared with caring for 

patients of other ages and was described as more difficult. This seemed to be 

particularly difficult for those caught off-guard given the relatively low 

incidence of terminal illness in this population. The third theme revealed 

challenges in responding to and identifying with AYAs and their families. Some 
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reported an acute wish to avoid as much patient/family suffering to avoid a 

negative outcome. Similar to Avery et al.’s (2019) findings, participants 

recounted how the nature of their identification with patients evolved over their 

careers, identifying more closely with people their age when they were younger 

and with patients’ parents now that they were parents themselves. The last 

theme focused on trying to make sense of the experience where a cognitive 

dissonance appeared for the HCP. Participants suggested that younger children 

live more fully in the moment and do not have the lived experience that AYAs 

have to understand the opportunities they will miss in the future. AYAs had the 

perspective of what their life could have been which was difficult to witness and 

make sense of. 

The HCPs interviewed may not have had much experience of caring for AYAC as 

compared with those that might work in a specialist AYAC unit so their 

experiences may not reflect general AYAC care. Given the low numbers of AYAC 

who die from cancer, it is likely that these are rather unique professional 

experiences to those who might work in specialist units where this sadness is 

more commonplace. However, it must be acknowledged that whilst AYAC death 

is uncommon, it can occur in specialist and non-specialist setting so these 

perspectives are important to be explored. 

Berger et al. (2019) used semi-structured interviews with 12 HCPs working in 

medicine, nursing and allied health caring for AYAs with incurable cancer in a 

major cancer centre in Australia. They identified HCP challenges and enablers to 

this work. HCPs lack of professional knowledge and experience was reported as 

the greatest challenge in caring for adolescents at EOL. This was further 

compounded by an absence of professional development, education, training 

opportunities and clinical practice guidelines. Another theme, communication, 

was felt to be central to the delivery of quality care with AYAs and families. 

There appeared to be a lack of sufficient care-planning forums to discuss AYAC 

that involve joint decision-making, in addition to having limited age-appropriate 

information. Another challenge identified was the lack of institutional, 

formalised support structures and lack of skill-building opportunities for HCPs. 

Three main enabling themes were identified by Berger et al. (2019). The first 

was the benefits of multidisciplinary care, which considered shared decision-
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making and promoting collegial support at critical time points. The second was 

age-appropriate care delivery by utilising a developmental framework that was 

recognised by all the HCP team. This included understanding the life stage in the 

context of incurable disease and the role of the specialist AYA oncology service. 

The last theme was HCP support, which recognised the emotionally burdensome 

impact of this work and that the role of senior colleagues in providing support 

was imperative. Maintaining professional boundaries was seen to promote quality 

AYA palliative care and clinician self-care. They highlight that for younger nurses 

who may be of a similar age to patients, the need for greater awareness as to 

how to maintain professional boundaries was important. 

These four studies, though small in participant numbers and the types of clinical 

settings represented, highlight the complex and emotionally taxing nature of this 

work for nurses and HCPs. The significance of multidisciplinary team support and 

the need for specialist education on adolescent development, EOL care and 

communication skills is mooted as key to improving practice and care outcomes. 

2.5.2.2 Communication/conversations 

So far in this review we have already seen where information sharing, effective 

communication skills and knowledge appear to be central to AYACC practice 

(Avery et al., 2019; Bahrami et al., 2017; Berger et al., 2019; Bradford et al., 

2018; Gibson et al., 2012; Lavender et al., 2019; Taylor et al., 2016). All these 

papers suggest that further dedicated training and information for HCPs is 

needed to enhance practice and care for AYAC regarding specific communication 

needs. 

Thompson et al.’s (2013) study highlighted that HCPs often do not communicate 

well with adolescents. Adolescents have a desire to understand their condition, 

be involved in decision-making, be treated respectfully and to feel supported in 

trusting relationships. It would appear from the literature that some HCPs find 

communicating with adolescents and their parents particularly difficult (Bahrami 

et al., 2017; Smith, 2017; Thompson et al., 2013). Laryionava et al. (2018) and 

Avery et al. (2019) were the only groups to report on the ethical challenges that 

accompany difficult communication conversations. Other aspects of 

communication skill are presented forthwith. 
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Communication skills training 

Three papers in this review focused specifically on developing communication 

skills training for HCPs working with AYAC. Smith (2017) focused on simulated 

advanced care planning communication training, whilst Essig et al. (2016, 2019) 

reported on two studies they undertook with professionals working with AYAC.  

Essig’s (2016) multi-perspective study draws from patients, parents, doctors and 

nurses (n = 54) to gather suggestions for improving communication in AYACC. 

Eighteen nurses participated in a series of focus groups. Three themes were 

identified including the framework in which professionals communicate with 

AYAC; communication difficulties between professionals, patients and parents; 

and effective professional communication. All parties agreed that the framework 

in which communication occurs was unique and different for AYAC particularly 

around regression in a time of detachment, what they know about cancer, the 

discrepancy between cognitive and legal maturity and lastly, negotiating 

transition between paediatric and adult oncology. 

Doctors and nurses found it hard to communicate with adolescents who 

responded to their situation by withdrawing and showing indifference. This made 

it particularly difficult to communicate when the adolescent's priorities 

conflicted with their treatment, often leading to tensions for parents and HCPs. 

Doctors, nurses, patients and parents thought that nurses should be effective go-

betweens for doctors and patients. There was an expectation that nurses would 

spread good humour and cheer, balance professionalism and close relationships 

with parents, and check to make sure patients have all that they needed. The 

nurses felt they communicated more effectively when they showed respect for 

adolescent autonomy and were connected with patients by explaining what they 

were doing, reading between the lines and taking advantage of quiet times to 

make personal contact and give massages. This study shows that good 

communication by nurses and HCPs overlaps with the therapeutic alliance, the 

collaborative bond between provider and patient. Nurses tend to focus on 

building a strong relationship with AYAs and their parents rather than imparting 

information. What this study shows is that the type of relationship AYAs seek 

may differ from AYA to AYA but also between professionals (e.g., doctors and 
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nurses). Therefore, it is paramount that all HCPs working with AYAs develop the 

relevant skills to support relationship-building over long periods of time. 

Later in another study, Essig et al. (2019) reported on a pilot study to evaluate 

communication skills training (CST) for HCPs (n = 50, doctors 26, nurses 24) 

based on the discipline's needs. A two-day CST programme for doctors and 

nurses in adolescent oncology was delivered to those who volunteered to 

participate. The training programme consisted of presenting role-plays with 

simulated patients where the HCP participated in simulated training. Self-

assessed questionnaires on skills were collected before, immediately after and 

six months after training. Thematic analysis identified that the training’s 

practical orientation and intensity increased self-confidence and assisted in the 

application of communication techniques. Arguably, it could be proffered that 

education in this may in part assist nurses and HCPs cope in these emotive 

situations.  What is unknown from this study is whether having more clinical 

experience in the self-selecting participants influenced findings. 

End of life conversations 

Tutelman et al.'s (2019) study with five doctors and four nurses in one small  

adult oncology centre in Canada, highlighted the need for further education and 

research on the impact that HCPs can have on the perspectives of AYAs with 

terminal cancer. They argued that training in palliative care alone does not 

always meet HCPs’ information and emotional needs around caring for AYAs with 

terminal cancer, revealing a need for specialised training and support. They add 

that whilst guidelines for palliative care education for HCPs of AYAC may exist 

(Wiener et al., 2015), there are few formal opportunities to receive this type of 

specialised training. Again, these findings about a very specific element of 

AYACC reflect what Berger et al. (2019) found in relation to lack of specialist 

education and communication skills training for HCPs who care for AYAC at EOL. 

These studies may not reflect what nurses and other HCP may experience in 

larger specialist centres where AYAC are cared for at EOL, though arguably, 

there is a need to recognise the education and development needs of all those 

who care for AYAs in many clinical areas, as to ignore them would be at a 

disservice to AYAs with cancer and indeed the HCP who care for them. With so 

few AYAs at EOL overall, it may be difficult for many HCP to develop 



 
 

42 
 

competence, skill and confidence at holding these difficult conversations, 

particularly those who work in areas where they are cared for infrequently, as 

seen in these reported studies. 

Smith (2017) reported on a simulated learning experience (SLE) for 18 paediatric 

nurses using an advanced directive guide (Voicing My Choices) to initiate 

communication about advanced care planning for AYAs with high-risk cancer. A 

pre-test-post-test non-experimental design was used to describe the nurse's 

confidence and attitude towards the advanced directive guide as well as 

satisfaction with the guide to use within the SLE. There were overwhelmingly 

positive responses to the simulation activity. Participants felt that the SLE 

should be held routinely, and that advance care planning should be a regular 

part of conversations with patients. They felt that advanced-care planning was 

often missing in the care of young adults with a life-limiting condition. However, 

few nurses said they had training or experience in having these difficult 

conversations. Smith (2017) advocates that offering a SLE enables the learner to 

develop competence and confidence in the communication skills required for 

these conversations in a safe environment. These nurses expressed a significant 

increase in self-confidence and skills, not only to discuss advanced care planning 

but to also initiate the conversation. Voicing My Choices was reported as being a 

beneficial guide to structure the conversation. A larger, more diverse sample 

that included nurses of AYA cared for in other settings (to include nurses who 

care for adults, and with varying years of experience) including specialist AYAC 

and/or adult oncology would enhance the transferability of the research and the 

application of findings to other contexts. 

Sexuality/fertility preservation conversations 

Three literature reviews (Barlevy et al., 2016; Tennyson and Griffiths, 2019; 

Vindrola‐Padros et al., 2017) and three studies focused on aspects of discussing 

sexuality/fertility preservation (FP) care among patients, parents and adolescent 

HCPs (Albers, Bergsma et al., 2020; Albers, Haj Mohammad et al., 2020; Norton 

and Wright, 2020,) are presented. The three literature reviews outline their 

systematic approaches to literature screening and arrived at similar themes 

which are outlined in Table 2.8 
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Table 2.8 Summary of literature reviews (sexuality/FP) 

Author Number 

of 

studies 

reviewed 

Themes 

  AYA 

factors 

Parent 

factors 

HCP 

knowledge/ 

beliefs 

HCP 

Education 

Institutional 

issues 

Barlevy 

et al., 

2016 

96 x X x x x 

Vindrola-

Padros 

et al., 

2017 

16 x X x x x 

Tennyson 

et al., 

2019 

15 x X x x x 

 

These reviews capture thinking of a total of 127 studies up to 2019, many of 

which are duplicated and will not be discussed here. As it is not the purpose of 

this ScR to focus specifically on discussing matters of sexuality, sexual health or 

FP conversations with AYAC, papers by these authors are not included here. 

Suffice to say, from these three reviews important conversations between HCPs, 

AYAC and their parents on these matters are not straight forward. They comprise 

multiple factors to consider such as barriers and facilitators to holding the 

conversation and HCPs’ own discomfort, attitudes, beliefs and education.  

Many HCPs were cognisant of the various challenges that impede successful 

oncofertility discussion and strive to overcome them, despite HCPs and parents 

underestimating the information and counselling needs of patients (Barlevy et 

al., 2016). Some challenges lay in determining who holds these conversations 

and which professional group takes the lead. How to have these conversations 

was also identified, with HCPs reporting numerous elements that help facilitate 
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oncofertility discussion despite various barriers. When armed with adequate 

education, as well as an informed approach and practice guidelines/standards, 

HCPs can well meet patient and parent needs in oncofertility discussions. 

Barlevy et al. (2016) identified that more research to understand the needs and 

preferences of both patients and families, as well as their decision-making 

processes regarding FP is needed. 

Vindrola-Padros et al.'s (2017) review identified five factors that influence HCPs’ 

discussion of FP with AYAs: (1) HCP knowledge; (2) HCP’s sense of comfort; (3) 

patient factors (i.e., sexual maturity, prognosis, partnership status, and whether 

or not they initiate the conversation); (4) parent factors (i.e., HCP’s perception 

of the extent of their involvement); and (5) availability of educational materials. 

They identified that HCPs reported embarrassment at discussing FP with 

children, AYAs and/or their parents. HCPs can feel uncomfortable questioning 

the AYA about their sexual practices, either in private or with their parents 

present. Concerns were also raised about proposing the use of FP procedures, 

such as sperm banking, which could require the use of erotic materials. Vindrola-

Padros et al. (2017) recognised that most studies were not specific on the ages 

of the patients the HCP cared for, making it difficult to extrapolate variance in 

the factors affecting the discussion of FP with children and AYA patients.  

Another research group sought to understand the barriers and facilitating factors 

to having these conversations given the risk of impaired fertility during cancer 

treatment (Tennyson and Griffiths, 2019). They established that the rates and 

timing of fertility discussions and a broad range of factors influenced fertility 

discussion. These were further divided into patient, parent and professional 

factors. This ScR only focuses on the professional factors. Professional 

discomfort when discussing infertility was related to the emotive and intimate 

nature of the subject matter. Lack of knowledge and false beliefs were 

highlighted as barriers to discussing fertility issues with confidence, which 

suggests a need for HCP education and development (Tennyson and Griffiths, 

2019). Who took responsibility for these conversations was also identified with 

some contention as to whether it is the place of the doctor, nurse or other allied 

HCPs, as Barlevy et al. 2016 also found. So, in general whilst this review 

established that HCPs recognise fertility issues as important, there are varying 
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views as to how well this is conducted, by whom and what level or type 

information should be provided. HCPs sometimes find these conversations 

difficult, though it is reported that it is easier to have conversations with males 

than females. Tennyson and Griffiths (2019) acknowledged this may be because 

more FP options for males than females exist. It was not clear to what extent 

these barriers may be due to HCPs’ own values and judgements or lack of 

knowledge. They leave this paper with an interesting and unanswered research 

question which is to understand why these factors prevent the conversations 

from happening. The extent to which they do so and the complex interaction 

between factors are unclear and require further qualitative exploration. 

Understanding this, as well as examining the differences across professional 

groups and services, would help guide the professional development of 

education and training and would be welcomed by many professionals. 

These literature reviews outline a systematic approach to exploration of the 

literature up to a given point in time and whilst they recognised limitations 

within each paper, they remind the reader of how difficult it can be to truly 

analyse literature as gaps can occur, particularly around determining age of 

AYAC patients, as highlighted in chapter 1. It also reminds the reader of how 

much in its infancy this specialism is and the lack of in-depth analysis of 

participants’ accounts of their clinical experiences.  

Since 2019, several other studies on this have been reported and are worth 

noting. Norton and Wright (2020) reported on the barriers and facilitators to 

fertility related discussions with 11 nurses working in TCT units in the UK using 

semi-structured interviews. Parents and family were identified as self-appointed 

informal gatekeepers who were perceived to hold power to control nurses’ 

access to communicate with AYAs about fertility issues. The supportive role 

nurses adopted was enhanced by the nature of their professional relationship 

with these AYAs. However, there was uncertainty expressed as to whether the 

AYAs had been fully informed of their infertility risk and potential FP options. 

The emphasis in this paper was that nurses should manage parental involvement 

sensitively if AYAs are to make informed decisions regarding their future fertility 

and reproductive health. The need for clear role identification for infertility 

discussions prior to commencing treatment was highlighted. Norton and Wright 
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(2020) advocate that nurse can cultivate the primacy of the relationship to 

improve fertility care. What appears significant in this study was the sense of 

the nurse’s willingness to engage with AYAs and contribute in a useful way that 

was personally meaningful to them, providing ongoing support along the 

continuum of their cancer experience. This study offered new insight into this 

contemporary issue and is one of few studies that focuses on work in an 

adolescent cancer unit in the UK specifically, despite it being a small-scale study 

in one centre from a self-selecting group of nurses. This highlights the need for 

more knowledge and education to assist nurses in holding these discussions. 

Two qualitative papers from the Netherlands led by same author in 2020 report 

on HCP communication around intimacy, sexuality and sexual health with AYAC 

(Albers et al., 2020a; Albers et al., 2020b). Small numbers nurses participated in 

both studies yet similar findings are reported here.  

Albers et al. (2020a) reported on semi-structured interviews with doctors and 

nurses (N = 14). They identified five themes concerning the discussion of sexual 

health: (1) being responsible for bringing up the topic of sexual health; (2) 

finding optimal timing to discuss sexual health; (3) acquiring knowledge to 

enable discussion of sexual health; (4) facilitating communication about sexual 

health; and (5) providing informative material for AYAs. They advocated that to 

facilitate discussing sexual health, clearly defined responsibilities within the 

MDT and sufficient knowledge are important. Self-report questionnaires, 

handout material, a checklist for HCPs and knowledge of different 

communication strategies are mooted as needed when discussing sexual health. 

By applying such means, communication with AYAs might be improved. This 

paper was the only one to consider the inclusion of a sexologist in the healthcare 

team. They also recognised that not all HCP may be comfortable or competent 

in discussing the subject, which might lessen the expectation of everyone in the 

team feeling they had to do it.  

Albers et al. (2020b) reported on a cross-sectional survey conducted among self-

selecting AYAs and HCPs in the Netherlands (Albers et al., 2020b); 90% of AYA 

and HCPs believed communication about sexuality was important. HCPs felt that 

doctors and nurses were responsible for discussing sexuality and AYAs preferred 

nurse practitioners and sexologists to have these conversations. The main 
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barriers reported by AYAs to initiate a discussion on sexuality included the 

feeling of shame; however, the presence of a third party such as parents was the 

most challenging for healthcare professionals. HCPs also noted that written 

material and additional training to assist in having these conversations would be 

helpful. As in many of the papers in this review, the authors recognised the 

limitations, notably that the sample size was small and most participants were 

female.  

So as time progresses, it appears that attending to the sexual health needs, 

which can be as far reaching as discussing intimacy through to FP, remains a 

challenge for nurses and HCPs. The evidence, though small in terms of sample 

size, reveals there are many personal, professional and institutional barriers for 

HCPs. These patients’ needs cannot risk going unmet by HCPs who may be well 

educated on how to hold these conversations. Albers, Bergsma et al. (2020) and 

Albers, Haj Mohammad et al.’s (2020) studies pointed to a feeling of discomfort 

for both the AYAs and the HCPs in discussing this sensitive topic. Overall, it 

seems a juxtaposition between HCPs’ sense of discomfort and their duty to 

explore sexual health and FP conversations. There are some barriers identified 

that explain this, such as lack of services, educational materials, recognition of 

who within teams takes the professional lead on these conversations, as well as 

general gaps in professional education on this matter. It appears that this theme 

is a dominant one in this ScR given the papers that have been identified and 

presented. Arguably, to have missed key discussions and actions around FP can 

leave a negative legacy for AYAC survivors. Given the clinical advances in FP for 

AYAC in recent years (Burns et al., 2018; Diesch et al., 2017), it is not surprising 

that more research is emerging given the emotive nature of the topic. This 

review identified that the need for more education and research on FP and 

sexual health advice is one aspect of communication that needs to be improved 

as well as the need for training nurses on how to hold these sensitive 

conversations. Consideration of the nuanced details of managing parental 

involvement, and cultural and ethical matters need to be considered when 

approaching AYAC nursing care. 
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2.6 Chapter conclusion 

The aim of this ScR was to contextualise this study within the existing knowledge 

base to produce a broad map of the literature, relevant to the insights 

investigated in this study.  

The results confirmed the initial observations of a paucity of empirical data in 

the experiences of ECNs and nurses in caring for AYAC in specialist units. This 

ScR included 25 papers published over a 21-year period that investigated or 

described issues related to the experiences of caring for AYAC. Most studies 

were conducted in the late 2010s, all in the west bar one from Iran.  

Of the studies and papers examined, nurses were often referred to within HCP 

teams and were not always presented clearly within studies and rarely studied as 

a distinct discipline on their own, except for three papers (Norton and Wright, 

2020; Olsen and Harder, 2011; Smith, 2017). Of these, only two studies (Kelly et 

al., 2004; Norton and Wright, 2020) were conducted on a TCT Unit in the UK. 

Rarely are the ages or seniority of nurses mentioned enabling full extraction of 

the views of ECNs. 

Findings in this ScR indicate that overall there is a series of similar and 

intertwined themes that are important for professionals, including nurses, in the 

delivery of age-specific care of AYAC. Gaps in education for nurses that relate 

specifically to AYACC are highlighted but less so, are supportive care strategies 

for nurses who may find this work emotionally challenging, which is another 

aspect of practice that is reported. 

Often the emotional impact of AYA cancer caring work on nurses and HCPs was 

difficult to extrapolate from papers’ abstracts or titles, but when all papers 

were read, 11 of them focused quite clearly on some of these challenges, 

particularly around conversations about oncofertility and EOL care. It was clear 

from the general literature that professional caring work is emotionally 

demanding and caring for adults and children with cancer brings distinct 

challenges (Davis et al., 2013; Kendall, 2007; Wilkinson, 1994). It appears that 

caring for young patients is both rewarding and demanding in nature and this is 

reflected eloquently in Olsen and Harder’s (2011) study when one participant 
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stated “I simply couldn’t let go…the family had so much confidence in me. I 

couldn’t break. They were in such pain” (p. 156).  

It was noted that developing relationships with AYAC built on trust can take time 

and require significant investment on the part of the nurse. It appears that in 

working with these AYAs, particularly where there was a specialist AYA cancer 

service (Kelly et al. 2004; Olsen and Harder 2011; Thompson et al. 2013) the 

purposeful culture of the perceived informality in the ward environment could 

pose challenges for those who worked in it. The perceived informality lends 

itself to meeting the developmental needs of AYAC but has the potential of 

inadvertently prompting the HCP to over engage and breach boundaries, which 

could lead to emotional distress. 

Although there is currently little empirical evidence of the impact of emotional 

distress and burnout on nurses, in particular ECN, in AYAC settings, professional 

experience and insights from this ScR suggests the likelihood of its existence. 

Similarly, few studies referred to the age or the experience of the nurse caring 

for the AYAC, though it was more apparent as an issue for younger less 

experienced nurses in the papers that referred to EOL. 

Adolescence as a distinct time of rapid development, featuring surges in 

physical, cognitive and bio-psychosocial growth as the young person moves into 

adulthood. A common thread throughout the literature was that nurses and HCPs 

needed to be aware of age factors. The age of these patients gives rise to 

different challenges for nurses that do not appear for children or adults. This 

was established early on in Smith’s (2003) review. Kelly et al. (2004); Olsen and 

Harder’s (2011); and Thompson et al.’s. (2013) studies in specialist AYAC units 

placed stronger emphasis on the psychosocial needs of AYAC and the value of 

physical space when being cared for.  

Other age-specific issues were identified that pose some challenges and thus 

require some education for nurses and HCPs. These include holding 

conversations on sexuality and FP (Barlevy et al., 2016; Tennyson and Griffiths, 

2019; Vindrola‐Padros et al., 2017); EOL care (Berger et al., 2019; Tutelman et 

al., 2019); and facilitating decision-making (Pearce et al. 2016; Bahrami et al., 

2017; Day et al. 2018; Lavender et al.,2019). There appear to be notable gaps in 
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the confidence and knowledge base of nurses in having these conversations, as 

well as research on specific information/educational materials for AYAC. 

A key feature in many of the papers was recognition of need for specialist 

education and staff support for HCPs, including nurses who care for AYAC. In 

several papers, aspects of what should be taught in curricula for all HCPs, 

including nurses, was presented and included age-appropriate care (Bradford et 

al., 2018; Gibson et al., 2012; Smith, 2004; Smith, 2017; Taylor et al., 2016; 

Thompson et al., 2013). Without this understanding, the needs of AYAs may go 

unmet and lead to poorer outcomes for patients. Little was found on the 

supposed content of accredited and non-accredited AYA cancer education, just 

an acceptance that it is needed and many challenges prevent staff from 

accessing it (Bradford et al., 2018; Taylor et al., 2016). 

None of the papers reviewed addressed the motivation of the nurse or HCP to 

work with AYAC; therefore, a gap in this knowledge exists. Much is written in the 

broader literature about types of support systems for nurses working in 

paediatric or adult cancer services, but no others were found in this ScR about 

nurses who care for AYAC, hence there is a gap in the literature as to what may 

or may not be helpful for nurses caring for this group beyond what is available in 

general. 

2.6.1 Limitations 

The results presented in this ScR are limited by the specified combination of 

search terms. The age range and definition of adolescent or teenager varies in 

the literature internationally, so this also questions generalisability.  

Much of what is presented is based on literature reviews (n = 4) or small-scale 

studies (n = 25). Some studies are pilots, several are small qualitative studies 

with low sample sizes. Qualitative descriptive studies, which represent most of 

the available evidence, have been useful in highlighting some distinct 

experiences of nurses (and other HCPs) in the work associated with AYAC. This is 

reflective of the relatively low numbers of AYAs who get cancer and the 

specialist workforce commensurate with this. Most studies employed qualitative 

methodologies which are pertinent to understanding experiences and insights of 

nurses and HCPs in this field. Few studies used mixed methods which added 
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some quantitative perspectives, and it is difficult to see how quantitative 

approaches alone would solely illuminate the phenomena to be explored. Given 

the lack of formal quality assessment of the papers reviewed, a relatively wide 

range of papers was included which could have introduced selection bias. 

Attempts to reduce this were made by the supervisors acting in a review 

capacity throughout the review process. 

Additionally, there is a dearth of longitudinal studies, which in part may reflect 

the recent emergence of the specialism and challenges that have become 

apparent for HCPs who care for AYAC. The literature could also benefit from 

studies that incorporate multiple sites and/or that use methodologies that would 

allow generalizability. Most articles included in this review are single-site 

studies. For the limited number of multi-site studies included, the sample sizes 

are small, and sites are always within the same country. International 

comparative studies could shed light on how contextual differences influence 

stakeholders’ perspectives and professionals’ practices. Such studies could also 

assist in developing culturally specific guidelines. 

2.7 Evolution of research questions from the literature review 

This ScR reveals some of the nuanced work nurses and HCPs who are involved in 

the care of AYAC are exposed to. It is apparent that there is a paucity of 

research on the distinct work of WBNs/ECNs in AYACC. This specialism is still 

emerging, and specialist AYACC environments do not exist in every western 

country, unlike the UK, Denmark and Australia. Little is known about the 

experiences of WBNs, junior nurses or ECNs in AYAC or the impact of this caring 

work when it appears from the ScR that there are different factors these nurses 

may have to contend with that adult or children’s nurses do not. Therefore, this 

justifies the rationale for proceeding with this study to explore the experiences 

of ECNs in AYACC.  

What appears fundamental in many of the studies is that education and training 

is required for HCPs who care for AYAC, yet none of this is mandated. Little by 

way of strategy to support the emotional needs of these staff is described. 

However, there is some evidence to suggest that formal education for nurses is 

helpful, but it is unknown if this helps with the emotional aspect of this work.  
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What motivates nurses to stay in this clinical environment has not featured in 

the literature and if we are to seek to retain nurses in the profession, we need 

to reveal this so we can build on the knowledge thereafter to retain them in safe 

and healthy work environs. Adopting a qualitative methodological approach, 

using NI to determine this, is fitting with my epistemological stance. This 

approach will enable me to hear how nurses construct meaning from their 

systems of belief, attitudes, values and experiences that shape their sense of 

self and identity as an ECNs. It will allow me to move between the internal and 

external world of these nurses as they recount their stories to me (Clandinin, 

2006), more of which is described in the next chapter. 
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Chapter 3  Methodology and Methods 

3.1 Introduction 

This chapter outlines the philosophical and practical considerations regarding 

this study’s design. I present the rationale for the methodological approach and 

methods used in this research, and articulate the theoretical frameworks 

through which I view the data in seeking to address the research question, What 

are the experiences of early career nurses (ECNs) who care for 

adolescents/young adults with cancer(AYAC) in age-appropriate specialist 

settings? 

Firstly, I outline how my ontological, epistemological and axiological positions 

informed and contributed to the methodological decision-making and guided me 

in crafting this thesis (Kim, 2015; Savin-Baden and Major, 2013; Schneider et al., 

2016). 

3.2 My philosophical/theoretical perspectives 

I start with how I make sense of reality and portray my worldview. Philosophical 

perspective is important because it influenced subsequent choices as to how my 

study was conducted. Therefore, I needed to attend to the congruence of the 

nature of knowledge and being, and how I uncovered those views.  

When I entered the world of academia in 2000 to teach cancer nursing, how I 

learned and how I shaped the learning of others was brought to a new level of 

self-consciousness. Along with it came a real sense of responsibility. Move 

forward 20 years and that has been reshaped by studying philosophy where I 

began to explore the fundamental nature of knowledge, reality and existence. I 

understand and accept that my knowledge is drawn from a variety of sources 

which includes evidence derived from science plus my personal and professional 

experience, including intuition and tacit knowledge. It may be easier to explain 

and justify scientific knowledge when compared to intuition and tacit 

knowledge, as these both lack objectivity and an ability to rationalise them. 

Nonetheless, I cannot abandon this completely as it is inherent in the way I 

practice and think about a given situation. 
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My philosophical realm has evolved over time, and I accept that my truths are 

not static and they can be transformed by many things such as science, fact, 

culture, politics and social organisation, thereby situating me as a postmodern 

thinker. I believe there is little point in understanding for the sake of 

understanding and that knowledge is purposeful and must be, otherwise there is 

no point in generating or knowing it. That said, as a postmodern thinker and 

early career researcher, I am mindful of organisational, professional and 

external processes that impede this somewhat. Examples include the 

professionalisation of nursing as a career, the Research and Teaching Excellence 

Framework agenda that drives UK universities, and the expectation from my own 

university that academic staff will all hold doctorates to help them become 

more credible and score highly in league tables. I am also conscious that my own 

knowledge production and thinking will be modified by those opportunities and 

constraints. 

3.2.1 Postmodernist thinking 

Postmodernism is a philosophical and social movement against the intellectual 

foundation of truth, meaning, knowledge and universal values. The postmodern 

historical phase, developed in the mid-twentieth century, is aligned with the 

ending of the ‘modern’ period known as the Enlightenment (Lyon, 1999). The 

terms postmodernity, postmodernism and postmodern are used inconsistently 

and definitions of each filled with ambiguity. This makes for often difficult 

engagement and interpretation. Postmodernism mostly emanated from France 

and Europe, from the thinking of the following philosophers: Foucault, Deridda, 

Lyotard and Baudrillard, to outline but a few (Kim, 2015). It has served to 

grapple with human experience and beyond, striving to disown theory, method 

and dominating systems (Kroeze, 2012; Watson, 1995) which has resulted in a 

discourse formation that primarily serves political ends, often linking to notions 

of power, gender, sexuality, language and feminism.  

Early in the doctoral programme through the development of an academic 

assignment and subsequent publication (Cable and Kelly, 2019) (Appendix 1), I 

became introduced to Foucault’s thinking (Foucault, 1977) and examined how 

AYACC has evolved and progressed. It appears to have stemmed from a process 

of problematisation, to one that has increasingly become the focus of 
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philanthropic support and empirical research, where it attracts the attention of 

policy-makers, health services and professionals on a global scale. In our 

published article, Cable and Kelly (2019) argued that this shifted attention away 

from cancer purely as a biological malfunction, towards one where ‘the person’ 

is recognised with, in this context, the requirement to cope with a cancer 

diagnosis in a social sense (as a member of kinship of friendship groups) during a 

specific phase of the human life course (as an AYA). During this analysis I 

attended to the power dynamic that Foucault asserts and arrived at the 

conclusion that the power base of AYA cancer care (AYACC) is not static and is 

opened to further challenge despite many forces it must contend with. Taking a 

temporal view and looking to its future, Kelly and I (Cable and Kelly, 2019) 

suggest the specialism may benefit from understanding the ways that power and 

associated discourses have been challenged successfully to allow it to arrive at 

its present situation.  

The experience of taking this postmodern lens whereby there is no single grand 

design to the world, is in keeping with a Popperian view that our knowledge of 

the world is conjectural, falsifiable, challengeable and changing (Popper, 2005). 

Taking the lead from these philosophers led me to adopting this philosophical 

stance. 

Postmodernism and its principles have gained traction in nursing research and 

practice, which is important for me to bear in mind given that I am exploring the 

experiences of nurses. Watson (1995), a nursing scholar, asserted that 

postmodernism became a worldview that became associated with deconstruction 

of reality that stemmed from the quest for new meaning of the human science, 

(p. 61). Nursing recognises the importance of what it means to be human. To 

examine this goes beyond the view that the universe is a system that yields 

truths through careful observation and analysis, that any knowledge acquired is 

universal, singular and constructive, and that our practices are shaped by, and 

aspire to, the ideals these imply (Holmes and Warelow, 2000). 

This acknowledgement of complexity thinking as a postmodernist comprises 

multiple formations of thought, sources of ideas, multiple thinkers and their 

influencers from multiple disciplines (Peters, 1998). Having this freedom to 

consider a worldview outside the boundaries of grand discourses gives me 
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opportunity to embrace multiple ways of knowing. Whilst Cheek (1998 cited in 

(Holmes and Warelow, 2000) asserts that the views of postmodernists strive to 

be both atheoretical and post-disciplinary, I cannot be completely atheoretical 

in my approach to research and knowledge. To understand the world around me, 

critical thinking is required. Accordingly, it is espoused that qualitative 

researchers consider a systematic approach (of varying levels) about the general 

world; the justification of their belief (epistemological position); and the theory 

of value (axiology), though this can lead researchers to struggle to determine 

their own philosophical stance.  

My ontological position of what is ‘real’ and what is ‘valuable’ in that reality is 

subjective and may have multiple meanings. By this I mean that the meanings of 

experience can only be described by the person who has had those said 

experiences, that everyone has a past which influences current experience and 

this may influence any future experience. Therefore, this is a relational and 

temporal perspective which supports the study of experience based on Deweyan 

thinking (Dewey, 1938). Axiologically, aside from that mentioned in Chapter 1, 

for me, another value in this research will be if, by drawing attention to the 

experiences of ECNs, it has a direct effect on practice. I will see my research as 

of value if it influences the way people teach, learn or practice - for the better. 

Epistemology concerns the nature of knowledge and what is possible to know 

(Braun and Clarke, 2013). I believe that knowledge is subjective and in 

constructing knowledge I am mindful that in qualitative research the relationship 

between me, as the researcher and those with whom I collect data is integral to 

generating an understanding of the phenomenon under investigation (Savin-

Baden and Major, 2013). It has been discerned that “all qualitative researchers 

are philosophers” (Denzin and Lincoln, 2011, pg. 12). This perspective suggests 

that research is more than a technical act that follows systematic processes. Kim 

states that qualitative researchers are guided by highly abstract principles which 

includes their ontological beliefs, epistemology and methodology, (Kim 2015, p. 

32). She argues that these researchers operate within one or more theoretical 

paradigms and as such they employ philosophical, theoretical frameworks or 

paradigms to shape their studies. She suggests that theory is integrated at three 

levels: macro, meso and micro. Theoretical considerations thread through my 
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research approach and I portray how I integrate levels of theory as per the 

model in Figure 3.1. 

  

Figure 3.1 My theoretical integration based on Kim’s (2015) Levels of Theory 

It is important to point out that the integration of theory aids in the 

understanding, analysis and evaluation of stories (Bal and Van Boheemen, 2009). 

However, arguments have been proposed that NI ‘is not theoretical enough’ 

(Clandinin and Connelly 2000, p. 42) or that many NI studies fail to bring to the 

fore methodological and theoretical frameworks that underpin their conclusions 

(Hollingsworth and Dybdahl, 2007). Kim (2015) adds that theories should be used 

to ‘construct meanings of stories with conscious attention to the three levels of 

theory, but this is not to say that theory is more important than story’, (p. 34).  

It is suggested that theory, theoretical frameworks, theory of method and 

conceptual frameworks are terms that have blurred lines within qualitative 

methods literature and either suffer or benefit from widespread nuanced 

differences (Collins and Stockton, 2018, pg. 2). They determine that inclusion of 

a theoretical framework is considered valuable as it renders theory a valuable 

tool to the coherence and depth of a study, although others would contest this. 

It has been asserted that at times the exploratory nature of a study overrules 

the benefits of a theoretical framework (Guba and Lincoln, 1994), so I assert 

that theory-free research does not exist.  

Macro-level Theory (Holistic level)

My perspective: Postmodernism

Influences- Foucault 1977

Meso-level theory (Methodology Level)

My aproach: Narrative Inquiry

Theroretical Influnces: Dewey 1938, Clandinin and Connelly 2000

Micro-level Theory (Content level)

Potential theoretical influences: 

Emotional Labour (Hochschild 1983, Grandy 2000, Theododius 
2003, 2008)

Nursing (Benner 1982, Watson 1979, Jackson 2021)



 
 

58 
 

There are multiple ways in which theory can be used to frame a study, primarily 

either by testing an existing theory or by theory building, (Sim and Wright, 

2000). In this study no hypothesis or existing theory was to be tested. I used my 

theoretical propositions described earlier to consider the experiences of these 

ECNs so that concepts and themes were identified through induction. During the 

process, theoretical propositions were generated leading to theorising or theory 

building, with little emphasis on generalisability. I was mindful of Kim’s (2015) 

words: “we cannot make sense of stories told without the help of theory or the 

intersection of multiple theories” (p. 77). In this case, theory was used to guide 

sensemaking of the stories that were told by these nurses. 

3.3 Reflexivity 

Reflexivity is the process of reflecting upon the relationship between the 

researcher and the research. It is viewed as a means to assist researchers in 

considering their position and influence during the study by examining their own 

beliefs, judgments and practices during the research process as to how these 

may have influenced the research (Coolican, 2018; Savin-Baden and Major, 

2013). This is a personal, ongoing and nebulous process.   

I constantly enacted this practice across the research process through the 

design, fieldwork and interpretation phases as I viewed and generated new 

knowledge. It is an inherent part of my research practice as a qualitative 

researcher. Reflexivity grounded me in terms of establishing my philosophical 

positioning to arrive at the research question which underwent constant 

refinement. This is known as epistemological reflexivity (Willig, 2013). It was 

important to remember that reflexivity should be used in the service of the 

research question, not instead of it (Lazard and McAvoy, 2020). I was cognisant 

of my position as researcher and participant in the process of knowledge 

construction. I was not seeking to establish a single truth, as my epistemological 

approach is interpretative rather than reductionist. It was the meaning from the 

stories of ECNs’ experiences that I sought: the truth of their experience and not 

an objective decontextualised truth (Bailey and Tilley, 2002).  

In NI, Kim (2015) highlighted the risk of becoming too self-reflexive and shifting 

the gaze to one’s own narrative and beliefs rather than those of the 
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participants. By being reflexive in the early analysis I sought to listen to the 

individual narratives from the outset, as opposed to identifying themes too early 

in the process. I needed to listen to their story with as little impediment as 

possible, yet also recognise my potential personal influences and narratives 

which are pertinent to the listening and ‘retelling’ of narratives (Clandinin and 

Caine, 2013).  

I used a variety of reflexive strategies to assist with this process to ensure rigour 

in the application of my methodology. Examples include peer support, attending 

lectures and having doctoral supervision. I kept a reflective diary capturing 

thoughts at key moments, such as after supervision sessions and after each zoom 

conversation with participants. Examples of these are in Appendix 5, which were 

sometimes shared with supervisors. 

3.4 My research paradigm, question and methodological 

alignment. 

A research paradigm is considered as a worldview, a general perspective on the 

complexities of the world around us and is often characterised by our ontological 

and epistemological positions (Polit and Beck, 2017). As mentioned earlier, I 

adopt a constructivist approach (often referred to as the naturalistic paradigm), 

which is a counter approach to positivism or quantitative research, by offering 

an alternative system for research approaches in the social sciences and health. 

Like me, the naturalistic researcher believes that reality is not fixed but a 

construct of those participating in research, that reality exists within context 

and that many constructions of that reality are possible (Coolican, 2018; Polit 

and Beck, 2017). Moule espouses that constructivists, or interpretivists, believe 

that to understand and make meaning of the world, researchers need to 

interpret human behaviour in natural settings (Moule, 2020). To accomplish this, 

they employ distinctive research approaches and methodologies using analysis of 

qualitative material that are narrative and subjective (Parahoo, 2014; Polit and 

Beck, 2017). In this way, they interrogate data to develop a theory or 

description to understand more about a phenomenon under observation. It was 

my aim to meet ECNs in their natural settings at work, on a specialist unit. 

However, with this research being conducted during the COVID-19 pandemic, 
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this became impossible, so I had to meet them online. This is discussed further 

in this chapter. 

By being clear on our paradigm we sharpen our focus on a phenomenon. That 

said, both qualitative and quantitative approaches seek to understand more 

about phenomena and both types of research generate and gather evidence for 

analysis. Where humans are involved, both will be bound by having to have 

human interaction and with that, comes ethical constraints. Irrespective of 

which approach is used, in my view imperfection is not avoidable.  

Therefore, whilst it is important to recognise that researchers’ perspectives in 

general may be paradigmatic, knowledge itself is not, which is why I believe 

both paradigms are important and can sit side by side. 

3.4.1 My primary research question and methodology 

My primary research question was, What are the experiences of early career 

nurses (ECNs) who care for adolescents/young adults (AYAs) with cancer in 

specialist age-appropriate settings?  

My aim was to take an interpretative approach to understanding this using 

qualitative research. This would help determine what types of experiences these 

nurses have, what motivates them to stay in this type of work and understand 

the emotional impact of that work. Once understood, measures can be put in 

place to support and educate them to continue in their jobs effectively and with 

a sense of fulfilment, a reduction in job attrition and support the therapeutic 

value in working with AYAC and their families. 

Methodology is often confused as meaning the same as method. The 

methodology of any study determines the quality of the research and 

encompasses much more than the methods and techniques of data collection and 

analysis (Cordeiro et al., 2017; Parahoo, 2014). Assembling my methodology was 

important as it bridges theory (my research strategy) and my research practice 

(methods) (Cordeiro et al., 2017; Trafford and Leshem, 2008). 

As discussed earlier, I could have used other qualitative research approaches but 

after much reflection, I settled on adopting a narrative research approach to 

describe the personal stories of 8-16 AYAC nurses.   



 
 

61 
 

3.5 Narrative inquiry 

Narrative Inquiry is an overarching phrase that encapsulates personal and human 

perspectives of historic experience and acknowledges the relationship between 

cultural context and individual experience (Clandinin and Connelly, 2000). I felt 

NI’s underlying philosophy and accessibility illuminated the stories of real people 

in real settings by acknowledging their human experiences as dynamic entities 

which are in a persistently fluctuating state (Wang and Geale, 2015). 

Furthermore, it helps understand issues such as personal identity, life course 

developments and the cultural/historical domains of the narrators, which fitted 

with the perspectives I sought to explore. People’s lives are filled with stories, 

so the participants in this study had an opportunity to tell me theirs so that I 

could make meaning from their narratives.  

It is postulated that narrative approaches are theory, processes, data and 

product combined to create a unique form of inquiry (Savin-Baden and Major, 

2013; Savin-Baden and Niekerk, 2007). I believed it would help to depict the 

richness of data within the real stories that these nurses shared in a mean-

making and systematic way. Gilbert adds that a narrative approach takes 

account of both the content and the form of the interviewee’s explanation and 

engagement with the interviewer (Gilbert, 2008).  

NI was therefore posited as an appropriate form of inquiry as it offered a unique 

way of developing knowledge in this field. This sits comfortably with my 

ontological belief that reality is subjective; that the meaning of any experience 

can only be told and owned by the person who has experienced it and that it is 

relational and temporal. I chose this methodology as it can apply interpretive 

lenses through multiple theoretical and philosophical approaches which pivot 

from the centrality of stories as told by the nurses. 

 

3.5.1 Narrative thinking 

Becoming a narrative enquirer requires more than learning about various data 

collection techniques or understanding research standards (Connelly and 

Clandinin, 2006; Kim, 2015). Despite NI bearing some resemblance with other 

qualitative enquiry such as ethnography or phenomenology, Connelly and 
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Clandinin (2006) suggest that the following help us to learn to think narratively. 

These include imagining a life space; living and telling as starting points for 

collecting field texts; and balancing what they term as three commonplaces 

(temporality, sociality and place). I also considered my own investment in the 

enquiry as this is a process of making a story out of the experience of another, 

on which I reflect upon my experiences to construct new stories (Robinson and 

Hawpe, 1986). Thinking narratively began well before nurses were invited to tell 

their stories and this process extended throughout the research. The ECNs were 

viewed as narrators of their own stories as opposed to interviewees. In fact, I 

considered these as research conversations rather than interviews.  

Three components in the process of narrative thinking as outlined by Robinson 

and Hawpe (1986) were adopted. Firstly, the storyteller creates a narrative 

schema, a plan or a roadmap which organises various pieces of information that 

usually have causal relations. By that I mean considering what happened, to 

whom, why and so forth; in effect recalling relevant facts. This schema is drawn 

from the second component which acknowledges the storyteller’s prior 

knowledge and experience. The third component is cognitive strategies where 

the storyteller actively extrapolates, arranges, compares and postulates their 

facts to create a story, thus facilitating an understanding of the actions of others 

and oneself in relation to others (Kim 2015). This form of thinking is described 

by Robinson and Hawpe (1986) as a heuristic device enabling a perpetual 

construction of stories generated between “the particular and the general” (p. 

21) in human experience.  

My narrative thinking was strengthened by drawing on two key principles of 

narrative research as identified by Chase (2003). Firstly, that narration is a 

major way in which people make sense of experience, construct the self and 

create and communicate meaning, and secondly, that narratives are social as 

they have an interactional component (Chase, 2003, pg. 79). Therefore, these 

nurses’ stories must be socially recognisable if they are to be meaningful to 

them, me as a researcher and to others.  

The recruitment and data collection processes are described further in this 

chapter. In preparation for conversations with the nurses, I developed my own 

loose guided conversation schema (Appendix 6), which invited responses to 
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open-ended, broad questions, as opposed to closed questions that would a not 

allow for free-flowing conversation (Holloway and Freshwater, 2009; Kim, 2015). 

During the guided conversations, there were times when the stories being told 

were purposefully not interrupted to allow free flow of the participants; as if 

the interview dyad had been ‘travelled together’, where the nurses told me of 

their ‘lived world’ (Kvale, 2008). Thus, I had some degree of control over the 

process and content of the interview, taking into account my desire to have the 

flexibility to illicit unexpected stories from these overarching questions. 

I felt that it was important not to interrupt the nurses per se, but to merely 

guide the conversation and think narratively. I did this by using my transferable 

skills of using verbal/nonverbal prompts for encouragement to keep the 

conversation on track so that they spoke in their own voices; expressed 

themselves freely (creating their own narrative schema); and their stories 

became fluid and unexpected. I felt that this supported the development of 

rapport and a positive relationship between us (DiCicco‐Bloom and Crabtree, 

2006). 

By following Robinson and Hawpe’s (1986) second component of the process, I 

factored in my own prior knowledge and experience. My current role is as 

lecturer and researcher in AYACC. I no longer work in clinical practice, but I 

teach and support registered healthcare professionals whose day-to-day work is 

in AYACC. I have worked alongside AYAC senior nurses to deliver education 

programmes since 2006, so am connected vicariously with clinical practice, 

though no longer directly involved with patients. This positions me in a place 

where I hear from students (such as these ECNs) about their day-to-day practice 

through our online discussions. I have a symbiotic relationship with senior 

clinical colleagues from the field who co-teach with me. I hear first-hand of 

clinical service developments from them, whilst at the same time they glean 

critical thinking perspectives from me as regards education and research 

developments. We work together on research projects on competency 

development for nurses and youth support co-ordinators (YSC) in AYACC. So, my 

working life is in and around frontline carers for AYAC patients and families as 

opposed to working directly on the frontline.  
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It is 22 years since I was a clinical nurse specialist (CNS) and nurse manager in 

haematology and oncology in a district general hospital and there was no AYAC 

service then. To that end, I could not relate to this specialist environment the 

ECNs in this study were working in. Over the years, as a nurse academic in 

AYACC I am conscious that I have helped shape a significant part of the 

workforce development in this field through my teaching, research and 

consultancy work. The online course that I am responsible for is the only AYAC 

course outside of Australia. Over this time, I have taught more than 1,000 

learners from across the world in AYACC through accredited and non-accredited 

learning events I have developed and delivered. I was mindful that I had a 

reputation for doing this type of work and had to consider how I might manage 

this with participants. 

I was conscious of the ‘asymmetry of power’ between myself and the ECNs I was 

conversing with (Kim, 2015), and wanted to give the ECNs control over their 

story. I felt that an important way to manage this was to build a rapport based 

on trust early in the recruitment process (McGrath et al., 2019). This was 

important because it involved human interaction upon which the ECNs’ 

openness, trust and generosity to share their stories with me would be based. I 

was reminded that rapport is not a commodity and that it is relational 

(Darlington and Scott, 2020). I recognised that whilst I was to enable free-

flowing conversation that avoided responses concerning my opinion, I felt it 

important for them to know that I too was a cancer nurse so that we had 

common ground. In my attempt to avoid an over-rapport, I had to manage how I 

showed my genuineness and interest in their work as nurses and as human 

beings, and that they were treated with dignity and respect (Shea, 2000). 

The cognitive strategies suggested by Robinson and Hawpe (1986) were for me as 

the researcher to select, compare, contrast, infer and make decisions about 

these experiences to help guide me in determining relevant data to create new 

stories. Therefore, this helped me to understand my actions in relation to the 

nurses. All of these helped guide my narrative thinking as a foundation for data 

collection for NI which differentiates narrative methods from other qualitative 

methods (Kim, 2015). Narrative inquiry research seeks to explore depth and 

breadth of a chosen phenomenon, it requires a more holistic exploratory 
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approach from recruitment to data collection and analysis (Lindsay and Schwind, 

2016) and this is what I sought to do. 

3.6 Recruitment to the research 

I was interested in stories of particular nurses’ experiences which meant that I 

needed to engage with people with the required role, knowledge and experience 

for the study aims, in keeping with narrative research (Holloway and Freshwater, 

2007). This is known as purposive sampling and is a non-probability sampling 

method (Braun and Clarke, 2013; Coolican, 2018). A key feature in NI literature 

is that the relationship that develops between the researcher and the 

participants is what is important, rather than paying attention to the process of 

recruitment and sampling, unlike other research designs (Clandinin and 

Connelly, 2000; Clandinin and Rosiek, 2007; Holloway and Galvin, 2016; Kim, 

2015).  

3.6.1 Recruitment process 

In July 2019, ethics approval from Cardiff University was granted to proceed 

with seeking appropriate approvals from the Health Research Agency (HRA) as it 

was my intention to recruit 8-16 nurses from specialist AYA cancer wards in four 

specific NHS hospital sites across England. I aimed to interview them either 

onsite or via web conferencing software. I was granted HRA approval (IRAS 

project ID: 265008) (Appendix 7) in October 2019 and I was asked to engage 

further with the four NHS organisations to confirm capacity and capability. By 

February 2020, I had succeeded in acquiring a research passport so that I could 

go on to each site. 

I circulated an eye-catching paper-based flyer (see Appendix 8) to be pinned up 

in various sites on each of the four specialist units, as guided by Braun and 

Clarke (2013). By the end of March 2020, the COVID-19 crisis emerged and all 

non-essential research in the NHS was stopped. I was asked to suspend my study 

and not access any NHS sites.  

On discussion with supervisors, and working within the timelines of the doctoral 

course, I revised my recruitment approach. I switched to recruiting using social 

media only, using my Twitter feed (circa 1,800 followers) and offered to 

interview participants by secure web-conferencing/Zoom only. Using social 
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media platforms has gained popularity in healthcare research and has multiple 

uses such as sharing and discussing content among diverse audiences (Arigo et 

al., 2018). Doing this meant that I would not be accessing NHS property and thus 

not require further HRA approvals. I revised my ethics application at Cardiff 

University to this effect, which was accepted. I communicated with the four NHS 

Trusts to advise them of this change, and they agreed this was acceptable and 

the only viable option available to me at that time.  

This also meant that I could open recruitment from any specialist AYA cancer 

unit in the UK. Clandinin and Caine (2013) speak of “negotiating entry” on the 

participation in research. I was conscious of my desire to minimise the power 

differential linked to my role, especially if any participants were already known 

to me through my professional networks or my teaching. ‘Entry’ was initiated via 

two routes: posters at each of the four specialist units advertising my research 

pre-COVID-19, and secondly via Twitter post-COVID-19. 

I commenced online recruitment in September 2020 with a series of tweets and 

retweets (Appendix 9). The first tweet generated 42 ‘likes’ and 54 re-tweets. In 

November 2020, a further tweet generated 13 likes and 10 retweets. Through my 

clinical networks, I understood that many NHS staff were redeployed away from 

AYA cancer units and that the NHS was under unprecedented pressure. By 

December 2020, nine Band 5 ECNs working in specialist settings had come 

forward. I had just exceeded the minimum target of eight nurses and with the 

agreement of my supervisory team, we accepted this was sufficient for data 

collection. This discussion was not entered lightly and required thoughtful 

justification on the limits of accessing nurses amidst the COVID-19 crisis. In 

essence, I was not seeking to achieve data saturation to assess the sample size. 

The sample size used in qualitative methodological approaches are often 

deliberated (Kim, 2015; Newell and Burnard, 2010) These researchers suggest 

there is no definitive number requirement, and that the emphasis should be on 

whether the sample will “yield sufficiently meaningful data” (Kim, 2015, p. 160) 

which we felt would be achievable.  

In NI methodology, the values of the story of each individual are what yield rich 

data as opposed to looking for large sample sizes in order to generalise results. 

Data saturation, the point at which no new information, codes or themes are 
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yielded from data is often seductive (Braun and Clarke, 2021). In qualitative 

inquiry, there has been a move away from this being the unquestioned 

acceptance as the gold standard. Braun and Clarke (2021) concur with others 

who argue that saturation, “is a logical fallacy, as there are always new 

theoretical insights to be made as long as data continues to be collected and 

analysed” (Low, 2019, pg. 131). Given my methodological approach and 

epistemological stance, I concur. I felt that the number of participants in a study 

does not necessarily translate into quality of findings, particularly when each 

participant in this study has a different story to tell, even if they work in the 

same environment or care for the same patients. Meaning can be generated in 

many ways. Furthermore, a large cohort of research participants was not 

anticipated for this study, which was an important factor in selecting NI as a 

methodological approach. 

3.6.2 Inclusion and exclusion criteria 

It is important to offer an opportunity to participate in research to all those who 

fulfil the criteria of the research. In this case, the nurses had to have had a 

particular experience (Holloway and Freshwater, 2007; Holloway and 

Freshwater, 2009; Holloway and Galvin, 2016; Macnee and McCabe, 2008) and 

meet certain criterion as outlined in Table 3.1. 
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Table 3.1 Inclusion and exclusion criteria 

Inclusion Criteria Exclusion Criteria 

RN must be working regularly (or have 

worked with AYA with cancer in the 

past six months to allow for recall) on 

specialist AYA cancer clinical settings 

or day care facilities for at least one 

year continuously. 

 

Must be more than six months since 

qualified as a RN. 

 

 

 

 

Be a RN, child or adult   

 

 

 

 

 

 

 

 

Be working in the UK 

 

 

 

Be Band 5 nurses working on specialist 

AYA cancer clinical settings 

Not open to those qualified less than six 

months.  

 

 

 

 

 

Not open to those with less than six months’ 

experience of working with AYAC to allow 

for AYA cancer nursing experiences to have 

been developed for recall. 

 

Not open to nursing 

auxiliaries/assistants/associates or student 

nurses as they will not have completed the 

rigour of nurse education and professional 

regulation that registered nurses have.  

Not open to those who occasionally work 

with AYAC so that regular contact with AYAC 

can enable the nurse to select from a range 

of experiences. 

 

Not open to those working outside UK as this 

is beyond where the researcher works, and 

ethical approvals will have been sought for. 

 

Not open to nurses other than Band 5 Not 

open to clinical nurse specialists, nurse 

managers or nursing assistants. 

 

When nurses contacted me to register their interest in the research, I sent them 

a participant information sheet (Appendix 10) and asked them to contact me 

again if they wanted to continue. When they had agreed to participate, we 

negotiated a time to meet online to share their story. At the beginning of our 
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online meeting via Zoom, I revisited the information sheet and confirmed they 

were willing to continue. The consent to participate form was signed as an 

agreement to continue and returned by email prior to the online meeting 

(Appendix 11). 

3.7 Data collection 

3.7.1 Interview/conversations 

Advocates of NI based on Dewey’s theory e.g., Clandinin and Connelly (2000) and 

Clandinin and Caine (2013), encourage several meetings between the researcher 

and participants so that the ‘continuity’ of experience is encapsulated. Clandinin 

and Caine (2013) recommend there should be several opportunities to have 

relational conversations with the participants to gain as much insight as possible 

on the past and present influences on their interpretation of the experience, 

thus gaining relational insight. As this study was undertaken within the 

timeframe of a professional doctorate amidst a pandemic, I had to modify this. 

We only had one conversation and I offered them the opportunity to have a 

second should they wish to. I added that I may contact them to check for 

clarification of points after I had transcribed each conversation. This is a 

limitation; the ECN’s story was ‘time limited’ to one, which may have limited 

their selection of what to tell me.  

All nine interviews were conducted via Zoom using Cardiff University’s licenced 

Zoom account. The functionality of this meant that I could record both video 

and audio of the conversations. Zoom’s transcription function meant that I had a 

basic transcript of each conversation.  

The conversations lasted from 46 minutes to 93 minutes. The first meeting was 

the shortest. In part, this was because the nurse was less conversational than 

some of the others, and I acknowledge that I was developing my confidence in 

terms of allowing the conversation to flow naturally, whilst attending to the 

conversation schema that I had prepared (Appendix 6). In principle, open 

questions were used and all interviews used starting questions such as: “Tell me 

how you came to work with AYA with cancer.” 

As the conversation developed to thinking about what it is like being an AYAC 

nurse on a day-to-day basis, each conversation ended in asking where the nurses 
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saw their future so that I could attend to the temporal aspect of their 

experiences. As stories and experiences unfolded, new questions arose such as 

“You mentioned that XYZ happened earlier; can you explain more about that?” I 

was keen not to interrupt the flow of the conversation but to delve further into 

aspects of the conversations as they went on. This allowed thoughts, feelings 

and other experiences to emerge. 

As I progressed, I became more confident in facilitating the conversations. I was 

conscious that I would build trust and rapport with the participants, as the act of 

collecting data or stories now depended on this (Kim, 2015). Holloway and 

Freshwater (2007) reminded me that I needed to supress my own desire to speak 

so that the participant could tell their story of their “lived world” (Kvale, 2008). 

In the first conversation, I felt I had held back, almost too afraid to speak; that I 

perhaps curtailed the expression of the stories. I reflected on this with my 

supervisors and in my diary and reframed my thinking. I had separated my 

practice from being an experienced teacher of communication skills in 

healthcare work to that of a novice researcher. By reattending to my experience 

as a nurse, communicator and educator, I reminded myself of my capability to 

hold open facilitative conversations using warmth, empathy and genuine 

concern, and drew on this as I progressed with the conversations. I sent a copy 

of each transcription to the supervision team, and I recalled feeling positive 

when one of them commented that my conversation technique was “splendid” as 

I progressed. 

Clandinin et al. (2011) encourage narrative inquirers to avoid thinking about 

expected outcomes of stories and to work with them whilst they are being told. 

Given that both the nurses and I were “in the midst” (Clandinin and Caine, 2013, 

p. 43) of our personal and professional lives, and situated within the institutional 

and professional contexts, I was reminded of how complex stories were. I 

encouraged them to tell me their story of their AYAC nursing experiences in the 

midst of being an ECN. 

3.7.2 Data collection and storage 

Collecting data was an enjoyable part of the research process. The ECNs were 

willing, keen to share their stories and seemed comfortable with having an 

online conversation. They knew they were being video and audio recorded and 
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that I would be transcribing their data verbatim. They also knew that I would 

return each transcript for them to certify and I would check in with them 

regarding their well-being because of our conversation. As was I, the 

participants were in their own homes in a room where no one could hear us to 

maintain confidentiality. They knew their files would be kept on a password 

protected site that was only accessible by myself and the data would be 

destroyed at five years, all in keeping with good clinical practice guidelines 

(National Institute of Health Research, 2020). 

3.7.3 Transcription 

After each conversation, I reviewed each video recording before I started to 

review the automatic Zoom transcription but did not expect it to be word 

perfect and it was not. This meant that I had to listen intently and ensure the 

recording was accurate and audible, pick up on nuances as well as mis-quotes. 

During this time, I went over my own field notes/diary to ensure I had 

acknowledged facial expressions, body language, audible changes, silences and 

pauses. To further enhance the accuracy of the transcripts, I watched the video 

recordings of the interviews twice more, over a three-month period, making sure 

that I accounted for every word, ensuring anonymity of participants. 

3.7.4 Rigour 

All transcripts were sent to the three doctoral supervisors, helping me to reflect 

on my interview technique. I found their feedback helpful, and I was keen that 

my data were being reviewed by other academics who would also be noting their 

own thoughts on them. In addition, each participant was sent the full transcript 

of their recorded conversation for verification of accuracy as part of the process 

to further ensure rigour. 

By doing this, each of the participants story was given a voice and I was keen to 

ensure that the narratives were an authentic representation of the experiences 

as the nurses told them (Clandinin and Connelly, 2000). All participants agreed 

that my transcript was a true and accurate representation of the conversation, 

and several said they enjoyed the process. They added that they found it 

“almost therapeutic” and helped them reflect on the work they did. To ensure 

other aspects of assessment of rigour in this study, I deferred to the Four-
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Dimension Criteria (FDC) of Lincoln and Guba to establish trustworthiness 

(Lincoln and Guba, 1986) as outlined in Table 3.2. 

Table 3.2 Key FDC strategies adapted from Lincoln and Guba (1986) 

Rigour Criteria Purpose Strategies used 

Credibility To establish confidence that 

the results (from the 

perspective of the 

participants) are credible 

and trustworthy. 

Discussion with supervisors that I 

was a capable interviewer. 

Regular debrief sessions with 

supervisors. 

Maintained reflexive diary. 

Participants had opportunity to 

check transcripts for accuracy. 

Supervisors reviewed themes 

independently and these were 

discussed as a group. 

Dependability To ensure the findings of this 

inquiry are repeatable if the 

inquiry occurred within the 

same cohort of participants, 

coders and context. 

A study protocol was developed 

prior to commencement. 

Rich description of methods is 

outlined. 

Digital recordings of conversations 

were transcribed immediately and 

checked for accuracy by supervisors 

against video and written formats. 

Codes were checked by the 

supervisory team. 

Conformability To extend the confidence 

that the results would be 

confirmed or corroborated 

by other researchers. 

I kept a reflexive journal. 

I had regular documented doctoral 

supervision meetings. 

Transferability To extend the degree to 

which the results can be 

generalised or transferred to 

other contexts or settings 

ScR completed to check that this 

study has not been undertaken 

previously or repeated elsewhere. 

Detailed descriptions of experiences 

documented. Final report written to 

include data extracts to provide 

evidence to support analysis. 
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3.8 Ethical considerations 

Ethical approval from Cardiff University was gained. I have described other 

practical ethical issues such as informed consent, confidentiality and data 

storage elsewhere. Other moral judgements I made included balancing the need 

to obtain valid data against the rights of individuals and groups to privacy and 

autonomy. I agreed with each participant that I would anonymise their data by 

giving them a pseudonym and remove any patient or place name that might 

potentially make them identifiable. Holloway and Freshwater (2007) 

acknowledge that in narrative research there may be times when anonymity is 

difficult to ensure because of the holistic and contextual nature of this type of 

research. I was mindful of this, given the small number of participants that were 

recruited from such a small pool of potentials. I was also conscious that they 

may refer to some patients by name and that I had a moral and professional 

obligation to manage this according to the Nursing and Midwifery Code of 

Conduct (Nursing Midwifery Council, 2018). 

I respected the principle of beneficence by committing to the academic integrity 

of the research design which when upheld should ensure benefit by creating 

outputs that merit dissemination. An aspect of non-maleficence that I addressed 

was the small risk that emotional harm or discomfort would occur during the 

conversation, particularly if speaking about patients that had died or were dying 

or if it related to participants’ personal experiences. To address this, I checked 

they were content to continue during the conversation. At the end of the 

conversation, I asked again and offered a follow-up telephone call. I checked 

again in an email that asked them to verify the transcript. No participant was 

visibly distressed during the interview, requested a follow-up call or expressed 

this by email. I had a list of support services I could have signposted them should 

this have been the case. 

There has been extensive debate about the clarification of researchers’ roles in 

their research where they position themselves as ‘insiders’ or ‘outsider’ to the 

communities they study (Teusner, 2020). Insider researchers generally are those 

who chose to study a group to which they belong, whilst outsider researchers do 

not belong to the group under study. Whilst I did not work directly with any of 
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these nurses in clinical environments (I was an outsider to them), I had taught 

three participants on an online course but had never met them in person.  

I debated with the supervision team whether I should include them in my study 

or not. I attended to my exclusion and exclusion criteria, and I had not 

accounted for this. Yet on a broader scale, I felt I was an insider because of the 

duality of my role in the research. I was aware of my position within the field, 

having contributed to the development of national nursing competences 

(Teenage Cancer Trust, 2014); published several publications; and speak often at 

national and international AYAC conferences. I was conscious that I was the 

curriculum leader and developer of the only accredited AYACC course in the UK 

and I held a privileged position of having access to information on AYACC in 

general. I was also conscious of my power balance as a holder of knowledge. I 

became aware of the insider researcher challenges which accompany the 

fluctuating role (Drake, 2010). 

To manage those I had taught, my supervisors and I agreed that these three 

nurses had stories to tell and that they wanted to be heard by the fact they had 

volunteered to participate. I respected their offer, so they were included. I 

would be speaking with them about things we had not spoken of before in past 

teaching. I did not want to take for granted anything they would tell me because 

I had met them online for a short time previously. Afterall, as Kim (2015) 

espouses, I was keen to develop an ethical relationship with the participants, 

ascribed as relational ethics (Clandinin and Murphy, 2009), an important stance 

in NI.  

3.9 Narrative analysis 

Given the relational and interactive approach of NI, I moved between the stories 

gathered from the conversations, the research question, the literature and the 

methodological approach of Clandinin and Connelly (2000) that is founded on 

Dewey’s theory (1938). This was an equally exciting and daunting part of the 

process of developing narrative analysis. Clandinin and Connelly (2000) and 

Riessman (2008) warn of the struggle researchers have in letting narrative field 

texts speak for themselves (Clandinin and Connelly, 2000, p. 130) in order to 

preserve the uniqueness of the narration in analysis. Therefore, I sought to 
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explore within what was told, not told and how it was told by the nurses to gain 

a deeper meaning (Holloway and Freshwater, 2007).  

3.9.1 NVivo 11 

I used the computer package NVivo 11 to help me manage the data. NVivo can 

be used to assist with qualitative data management and give the user tools to 

discover tendencies, recognise themes and derive conclusions from large data 

sets (Mortelmans, 2019). It has several functionalities such as transcription, 

document storage, coding and categorising, making connections and comparisons 

between themes and general project organisation. For the most part, I used this 

package to manage the data and to look for broad themes and code the 

transcripts. I was mindful that I did not wish to reduce the files wholly to themes 

and worked hard to not lose sight of the research question. As a researcher with 

dyslexia, I felt I needed to physically handle the data so I also used manual 

processes such as highlighter pens and post-it notes to help me arrive at the 

themes.  

3.9.2 Early flirtations 

The nine nurses were given pseudonyms and any potential identifying 

information has not been used in this thesis. They provided me with basic 

demographic data. At this point, I introduce the reader to the participants to 

give some contextual information based on this demographic data. As well as 

transcribing the stories, I re-created a short biography of each participant which 

included a title of their story. These are discussed later in this chapter. By way 

of introduction to the nurses, Table 3.3 outlines demographic information on 

each nurse in this research.  
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Table 3.3 Demographic information 

  

 

 

 

 

 

 

 

Polkinghorne (1995) considers two main analytical approaches in NI: 

paradigmatic mode and narrative mode. The former tends to recognise 

categories and patterns. Kim (2015) postulates that this is an acceptable means 

to find patterns in stories and fit them into existing constructs or theories. This 

also connected me with the stories in my early flirtations. The narrative mode of 

analysis (Polkinghorne, 1995) advocates that the researcher relates to the stories 

in a more congruent way which is in keeping with NI methodology.  

I needed to consider how I was going to approach this aspect of my study very 

carefully given that no one procedure is deemed acceptable without taking into 

account the context (Holloway and Galvin, 2016; Riessman, 2008). Riessman 

(2008) describes various approaches to this such as thematic, structural and 

dialogic/performance analysis. In this instance I decided to adopt a thematic 

analytical approach (Braun and Clarke, 2013). I recognise that this can be 

interpreted as a reductionist approach, but I wanted to take a holistic view of 

the data and look to what is said within the whole story rather than ‘fracture 

the data’. By coding and categorising data I sought to identify patterns across 

the data, thereby taking a holistic perspective (Holloway and Freshwater, 2007; 

Holloway and Galvin, 2016). 

The narrative mode of analysis (Polkinghorne, 1995) advocates that the 

researcher relates to the stories in a more congruent way, which is in keeping 

with NI methodology. By adopting this approach, I focused on the whole story, 

Name Age Gender FT/PT 
AYA 
Unit 

Adult, 
Children’s 
or dual 
qualified 

Years 
Qualified 

Years 
working 
with AYAC 

Brian 25 M F 1 A 2 1 

Jade 23 F F 2 C 2 >0.5 

Anna 28 F F 3 A 7 6 

Claire 23 F F 4 A&C 1 1 

Jessica 24 F F 2 C 2 1.5 

Jemma 25 F F 5 A 2.5 1.5 

Lauren 48 F F 6 A 1.5 1.5 

Rachel 28 F F 6 C 6 1.2 

Amy 25 F F 6 A 4 0.8 
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considering aspects of the experiences that were relayed to me taking account 

of context, feelings and interactions whilst I remained present in the retelling 

(Chase, 2003). 

3.9.3 My analytical framework 

Clandinin claims that “moving from field texts [transcript, field notes] to interim 

and final research text is a complicated and iterative process, full of twists and 

turns. There is no linear unfolding of data gathering to data analysis to 

publishing research findings” (Clandinin and Caine, 2013, p. 49) and this was also 

my experience. Based on Dewey’s (1938) understanding of experience, Clandinin 

and Connelly (2000) suggest working in a relational way with the data and speak 

of a three-dimensional space in which all stories occur.   

The three-dimensional spaces are known as the ‘three commonplaces’ and 

include temporality, sociality and place. This was used as an analytical 

framework to find meanings and interpretations from the stories. The 

‘temporality commonplace’ refers to continuity, the past, present and future of 

an experience. The ‘sociality commonplace’ refers to personal and social aspects 

of the experience; and the ‘place commonplace’ addresses a place or places 

where an experience occurred (Clandinin and Connelly, 2000, pp. 50-51). This 

conceptualisation of research data is central to NI based on Dewey’s theory, is 

referred to by Clandinin and Rosiek (2007) as “Attending to experience through 

attending to all 3 commonplaces simultaneously is, in part, what distinguishes 

Narrative Inquiry from other methodologies” (p. 39). 

Clandinin and others emphasise the importance of thinking ‘with’ stories, to 

relate to the stories and to avoid imposing my presuppositions (Clandinin et al., 

2011). Clandinin and Caine (2013) also consider the contexts of stories and in 

this case, I constantly referred to the research question. 

Using NVivo 11, I read each story, gave it a title, and, during my flirtation with 

the data, began to highlight and code sections of the transcript, keeping an open 

mind as to where these early codes might take me. I arrived at 56 codes (Table 

3.4). 
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Table 3.4 Initial codes 

1. Initial codes 

1. Adult vs paediatric care 
perspectives 

2. Becoming clinically competent 

3. Being a junior nurse 

4. Being a similar age 

5. Being an older nurse 

6. Boundaries and being 
professional 

7. Communication strategies 

8. Coping in the moment 

9. Coping with losing patients 

10. CPD 

11. Dealing with death 

12. Dealing with sad news 

13. Different to adult or paediatrics 

14. Difficult conversations 

15. Doing something positive for 
the family or patient 

16. Early career decisions 

17. Emotion work 

18. Enjoy working with TYA 

19. Feeling special; that you make 
a difference. 

20. Getting on with it when 
patients are ill or dying. 

21. Getting to know patients 

22. If it was me 

23. Impact of COVID-19 

24. Impressions of physical 
environment 

25. Interpersonal interaction with 
TYA 

26. Learning to do the job 

27. Managing complex clinical care 

28. Moving beyond Band 5 

29. Negotiating the cancer journey 

30. Parental and family 
involvement 

31. Patient friendship or 
attachment 

32. Patient stories 

33. Poor outcome patients 

34. Pre-registration experience 

35. Relating to patients and 
families 

36. Rewards of TYA cancer work 

37. Self-care strategies 

38. Staffing challenges 

39. Support outside work 

40. Switching off from work 

41. The ward team 

42. Things I have learned along the 
way. 

43. Things that might be 
supportive for nurses 

44. Time 

45. TYA care differences 

46. TYA specialist care 

47. Uniqueness of TYA 

48. Using humour 

49. Using the physical environment 

50. Ward support mechanisms 

51. What keeps me going on 

52. When it’s difficult or sad 

53. When the news is bad 

54. When the news is good 

55. Wondering about patients 
when they're not there 

56. Youthful vibes on the ward 
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I revisited the data several more times and began to collapse codes (Table 3.5).  

Table 3.5 Collapsed codes 

2. Collapsed codes 

AGE OF NURSE 

COMMUNICATION AND ENGAGEMENT 

COVID* 

EMOTIVE WORK 

FAMILY & FRIENDS 

MOTIVATION 

PT STORIES* 

SUPPORT MECHANISMS FOR THE NURSE 

TYAC nursing 

 

‘PT STORIES* was removed as it gauged how often nurses talked of patients when 

telling their story rather than interpreting what they meant by said stories.’. 

Similarly, COVID* was also removed as this was inevitably spoken about because 

the study was conducted amidst the pandemic, and I felt this was an outlying 

factor. It was also not an aim of the study to examine this, though as said 

previously I had to acknowledge its presence.  

As I did this, I revisited the transcripts and audio conversations and looked for 

what the ECNs were saying within the three commonplaces. I was working in a 

relational way, backwards and forwards (Clandinin and Connelly 2000; Kim 2015) 

from the ECNs’ stories to my thinking within the three-dimensional spaces. Using 

NVivo I was able to create framework matrices and as I ‘flirted’ with this some 

more, I decided that elements from the stories would fit within the broader 

remit of all three commonplaces: temporality (which I shortened to time), 

sociality and place. An example of the data as it appeared on the NVivo 

framework matrix for time is given in Table 3.6, sociality in Table 3.7 and place 

in Table 3.8 
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Table 3.6 An example of framework matrix time 
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Table 3.7 An example of framework matrix sociality 
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Table 3.8 An example of framework matrix place 
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This in turn was helping me shape my representations of the stories. Each 

nurse’s experience was unique and within the dimensions of my framework, I 

found many interesting elements to the stories that often related to my own 

experience and knowledge base.  

3.10 Chapter summary 

Gradually it became apparent that there were also many interconnections 

between the various stories which I called ‘common strands’ and these 

eventually formed the basis of the findings and discussion in Chapter 5. I made 

choices about which elements of the nurse’s story to present to the reader. 

These choices were based on what I felt were relevant to the research question 

and influential to data analysis either because they made me think of something 

I had not previously considered; something they said provoked an unanticipated 

consideration; or they talked of something I eventually recognised as a common 

strand.  

The next section presents three of the nurses’ stories. Due to the word 

limitations of the thesis, six of the stories appear in Appendix 12, in part 

because I did not want to reduce some of the quotes for fear of diminishing the 

participant’s voice. For clarity, all narratives contributed to the analysis and the 

reader is reminded to attend to the additional narratives in Appendix 12. 

3.11 Nurses’ stories  

Brian’s story: Stepping up to the job 

Brian was a 25-year-old registered nurse (adult), qualified for two years. Straight 

after qualifying he did a full-time master’s degree and returned to clinical 

practice in an AYAC unit to consolidate his clinical skills. He went to an NHS 

open day where there were a variety of jobs on offer. He was intrigued by the 

AYAC unit and enjoyed adult oncology experiences whilst a student nurse but 

never worked in a youth setting.  

Brian was keen to consolidate his clinical skills set, become clinically competent 

and confident in managing complex care, recognising the accountability that 

accompanied that. He became skilled at managing IV lines/bloods, 
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chemotherapy administration etc., which he seemed to enjoy. He saw this as an 

asset for progressing his career.  

His view of meeting AYACs’ holistic or specialist needs depended on if clinical 

care was completed. “If I'm not too busy then we'll kind of try and watch a 

bit of TV with them or just have a chat.” He countered this by recognising the 

value of developing long-terms relationships with patients “but it's nice that 

you can kind of talk to the patients and build that relationship more than a 

lot of ones where it's kind of just in and out, don't really get to talk to them 

much.” 

He enjoyed building relationships with AYAC patients and felt rewarded when 

patients who he had got to know over time during treatment, were discharged 

and returned when in remission. Equally, he found it upsetting when he 

incidentally heard that patients he cared for had died. It was as if his job is the 

‘treater’ only, yet he was not afforded the chance to learn about the outcome 

of his efforts, good or bad. 

He recognised that when patients die it was sad but was not sure how he dealt 

with it; he seemed to be able to compartmentalise it: “I think you just have to 

remember that you can only try your best…I think you shouldn’t be in the 

profession if you don't [find it challenging when a patient dies], to be 

honest with you. I think I deal with it. I'm not sure. My mom always asked 

me about it.”  

He found it easy to communicate with TYAs, particularly because they were the 

same age and have shared common interests; he referred to seeing them as 

friends: “sometimes you have to treat them as friends to kind of get along 

with them” and seemed to feel comfortable with this. 

He valued his co-workers who were supportive, particularly when there were any 

difficult issues to deal with: “they [co-workers] are like whenever you have 

issues there, they are kind of dealt with very nicely.” There did not appear 

to be any structured support system for staff. He recognised that even if staff 

were troubled by poor patient outcomes which might affect their mood, the 

work still carried on: “everyone just kind of had to…get on with the day, to 
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be honest with you, I think you just can't dwell on it for too long or else it 

will kind of bring you down.” 

Brian appeared to have a plan that this job would help him consolidate his 

clinical experience and learn his craft of being a registered nurse: “And I think 

one of the positive things is that you get very skilled on this particular ward 

and so it gives you the opportunities to move on….”  

He had ambitions to further his learning in the field of TYA cancer care, despite 

not being offered any specific continuing professional development (CPD) in this 

field, and ultimately wants to work in research. In addition, he mooted that he 

did not want to be doing shift work long term. I was struck by his ambition to 

move beyond this which is synonymous with being an ECN where the expectation 

is to predominantly work shifts: “if you're working a lot of weekends, a lot of 

nights, it wears down at you after a while.”  

 

Jemma’s Story: Being responsible 

Jemma was a 25-year-old registered nurse (adult), qualified for two and half 

years. A post-qualifying rotational post in oncology meant she had a six-month 

AYAC placement which secured her passion for this specialism. She thought the 

environment was appealing: “it was just so bright and airy and they have a 

lovely games room as you walk in and I just thought, wow this would be such 

a nice place to work.” 

In the first year of qualifying, she had a lot to learn including many clinical 

competencies. In AYAC she was struck by the intensity of work with 

parents/families who were constantly on the ward: “I wasn't really prepared to 

kind of nurse the patient and the family all together.” She recounted where a 

parent became acutely unwell on her shift and she had to manage the parental 

emergency alongside the patients. She spoke of being the only RN on shift who 

could undertake specialist clinical skills such as administer chemotherapy and 

recognised the pressure/responsibility that this brings: “if anything happened 

to them [parents/family], I still have to nurse them as well. You know, so 

there's a lot to it. I know it's easy for the matron, cos sometimes it's all 

about numbers, but you have to realistically, think of safety, safety in 
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numbers.” She described where once she did not feel it was safe to give 

chemotherapy one evening as there were reduced nurses on shift and refused to 

do this. The next day the young person became acutely unwell during treatment 

when a full complement of staff were on duty. The patient was transferred to 

intensive care. She was relieved she made the right decision.  

She enjoyed seeing patients return when treatment ended: “It's so nice for 

that relationship, both for nurses and for the patients… It's just so nice to 

see people at the other end.” The opposite of this is if patients relapse or die. 

This could be carried beyond the shift: “when a death happens in the ward... 

and you're not on shift we’ll always get a message…. Because you’ll always 

be wondering I wonder how they are today.” She described how this can be 

further compounded if a patient is more accepting of their fate than their 

parents. Where this happened, it appeared to have been difficult for all involved 

and structured support was put in place for the parents and the staff by way of a 

facilitated meeting with psychologists/counsellors. She said she had very 

supportive colleagues. 

She enjoyed getting to know patients and building a rapport, in the knowledge 

AYA go through significant developmental changes. As a young person herself, 

she understood the nuances of life as a young adult. She recounted when she 

worked hard to finish all clinical jobs to create a movie night for three girls, one 

of whom was younger and shy. This was a purposeful action to encourage the 

younger one to engage with the older ones, so she was less socially isolated. A 

friendship between those patients blossomed afterwards. 

She used her youth to gain middle ground and gain trust with patients but made 

it clear to them that she had their well-being at the fore, as a professional. She 

described some feedback from a patient: “I trust you Jemma, I know you're 

like seeing that other side that's not just a friend…. you have to think of the 

well-being of the patient at the end of the day.” She acknowledged the need 

to have fun and humour at work with patients too: “I know there's always bad 

days but when the good days are good they are, you know, we always have 

good fun.” I was struck by the extremes of emotion she experiences, all of 

which could happen in very short spaces of time.  
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Outside of work she revealed she had support from nursing friends and her 

family, particularly her parents. Her parents appeared to play an important role 

in strengthening her resolve to do her work. She valued this very much and was 

conscious of maintaining professional boundaries here: “so my parents are very 

good at listening and kind of then, just kind of forget about it.” She 

recognised the difficulty for her friends of comprehending the work she does. 

She had a sporty active lifestyle which was key to her maintaining her own well-

being. Jemma was reflective, keen to learn and develop and had undertaken 

AYAC specific education. She was keen to educate colleagues too. Her ultimate 

ambition was to become a clinical nurse specialist.  

Lauren’s Story: Balance of hope and sadness 

Lauren was a 46-year-old RN (adult) qualified 18 months. This was her first 

nursing post on an AYAC ward. She had been a social worker for 20 years and 

studied family therapy. She had an AYAC placement experience in her training 

and was drawn to that field. From her previous work, she felt she brought 

transferable skills into this field of care, especially focusing on the family unit. 

Lauren focused on developing clinical competence as well as attending to the 

holistic needs of TYAs and recognised there were times when these aspects of 

care compete. She recounted a difficult situation involving communicating bad 

news to a 15-year-old patient whose treatment had failed. She spoke about what 

a lovely boy and family this was to deal with and of the disappointment on a 

personal level for her as well as for the patient and the family: “you know those 

moments are critical for people aren't they, and the emotions are going to 

be high.” She had to concentrate on delivering complex clinical care and balance 

her high emotions with those of the patient and family: “it’s just really 

emotional and yet... as the nurse. I need to be going in there dead on three 

o'clock… give him treatment… when he and mum are both full of tears and 

it's just sad.”  

She was very aware of AYAs’ emerging adulthood experiences. She used her 

intuitive knowledge to gauge the mood as to how and when to interact in 

emotive situations. Lauren told stories of several patients who resonated with 

her for different reasons, one because he had relapsed disease and another girl 

she cared for who was actively dying. She affirmed that she was not taught any 
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adolescent care in her nurse training. She appeared to know when and how to 

intervene, possibly strengthened by her previous experience as a social worker. 

However, as an ECN she recognised the tensions of managing expectations of 

being an autonomous practitioner and now having to work in a team when 

decision-making is shared. 

Working alongside a close team was important to her and she valued their 

experience and diversity. Bonds were made with colleagues on a shift when 

something significant happened: the value of a shared experience. Staff support 

was an informal process in her work but there were support systems available if 

she wanted to seek them out. She was not used to this as a social worker where 

supervision was mandatory. She was perplexed that it was not in nursing. She was 

a reflective person and read and wrote reflectively, finding this therapeutic. Her 

mother, an ex-nurse understood some of the complexity of her work which was 

helpful. Her husband was supportive of her work in a nonverbal sense and knew 

when she needed to self-care. She was motivated by this type of work with young 

people and spoke of the importance of maintaining their hope. She wanted to 

work clinically for the next five years and may pursue a research career. She has 

found fulfilment in working with TYAs with cancer: “I think there you get a nice 

balance of hope and sadness in cancer care.” It may have given her more 

fulfilment than she might have expected, and she recognised that it had 

longevity as a career: “I think the scope of learning is really big in cancer 

care. So, it's kind of grabbed me, I think.” 

 

As I revisited and retold each narrative the common strands developed. In 

undertaking narrative smoothing and retelling (Kim, 2015), perceptions 

progressed to enable the elaboration of common categories embedded within 

the three commonplaces. Through this analytical process, three overarching 

strands were formed: emotion of it all, age matters and AYAC nursing. The next 

chapter, Chapter 4, elaborates on the inquiry findings which are then discussed 

in the context of common strands in Chapter 5.   
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Chapter 4  Inquiry Findings 

4.1 Introduction 

This chapter sets out the findings in relation to Clandinin and Connelly’s three-

dimensional context (Clandinin and Connelly, 2000, p. 50), illustrating the 

connections made between temporal, social and place elements as I interacted 

within and across the conversations to make sense of them. I used this as the 

analytical framework by which to explore and analyse findings. Some individual 

narratives and descriptive analysis of the conversations with the ECNs are 

presented. Following this, common strands are discussed in Chapter 5.   

4.2 Temporality  

In Clandinin and Connelly’s (2000) framework, temporality considers past, 

present and potential future aspects of stories. When analysed in this way, it 

may reveal how change occurs over time and serves to remind us how past 

experiences influence how future events are perceived (Clandinin and Connelly, 

2000; Clandinin and Rosiek, 2007; Connelly and Clandinin, 1990). Often when 

stories are reminisced, subtle changes are retold which allow for new 

experiences that can add depth to a person’s narrative. Therefore, there is a 

notion of ‘process’, ‘journey’ or ‘continuity’ in narrative analysis as we listen to 

stories that are told and retold, (Carr, 1991; Clandinin et al., 2016). As I listened 

to these stories being retold, I recognised similarities that gave rise to several 

temporal themes to illuminate their experiences. 

4.2.1 Becoming an AYA cancer nurse 

Each conversation opened by inviting the nurse to tell me how they came to be 

working in AYAC care, signalling a temporal aspect to their story from the 

outset. Hence, the theme ‘becoming’ became apparent as it signalled the start 

of their AYA cancer nursing experience.   

Six of the nine nurses (Anna, Brian, Claire, Jess, Jemma and Rachel) gained 

insight into haematology/oncology and or AYA cancer from having had a student 

nurse placement in an AYA cancer or haematology/oncology unit which fuelled 

their interest in working in the specialism. Claire gave a good example of this:  
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“As a part of that placement, I got to spend two weeks in the teenage young 

adult cancer unit… and I just really, really enjoyed working there and 

enjoyed the fact that I could use paediatric skills and adult skills.” 

Anna recognised that she learned more about caring for AYAs in general from 

working in the unit than she was taught during her university course, suggesting 

she was unprepared to meet the specific needs of teenagers/adolescents as a 

newly qualified nurse: 

“I had also been a student, a management student on that ward and the 

patient was there at the same time and kind of the trajectory of her 

diagnosis and treatment really kind of impacted me and made me kind of 

see things from different perspectives to how we were being shown at 

university.” 

Jess had a second-year student nursing placement on the unit and was offered a 

job at that time. The manager capitalised on recruiting student nurses to grow 

them as potential employees in the future. This practice exists in part because 

of the challenge in recruiting nurses in the NHS:   

“I had a placement upon the ward that I'm working at the minute. I got 

offered an interview for the job in my second-year training and so went for 

it.” (Jess) 

Katie, Brian and Jemma were recruited to the AYA cancer setting as new 

graduates through a hospital-wide recruitment scheme, some of which offered a 

rotation between wards, to secure their first post-qualifying job.  

“I did acute oncology for six months, then I did the oncology day ward for 

six months and then my final placement within the TYA ward and so it's a 

nice specialist unit and that's where I've stayed.” (Jemma) 

Whilst Lauren did not have a student placement on the unit, she, like Anna, 

acknowledged that little was taught in her pre-registration nursing programme 

on caring for teenagers. Lauren had experience of this type of work from her 

previous career as a social worker, which gave her a unique perspective: 

“There's not a lot of that…I've made assumptions, probably, from working 

within it myself. But no, not a lot in the pre-reg training.” 
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This suggests that Lauren’s previous exposure to working with AYAs was a 

motivator for working in this field as a registered nurse, and perhaps that she 

was comfortably familiar working with this age group. 

The nurses felt that it took about a year before they became clinically 

competent in AYACC. Jade, Amy and Rachel all had worked in other 

environments (18 months to four years) before securing employment on the 

AYAC unit and all were pleased to have gained in confidence and clinical 

competence prior to starting work on the ward as reflected in Rachels comment: 

“I'm quite glad that I was [qualified for four years] before I’d gone there as 

is it's quite specialised and there's lots to sort of wrap your head around. 

So, I was glad I got sort of my basic nursing skills together first and learned 

how to sort of engage patients and their families and their parents and 

things.” 

It was apparent that all these nurses needed to learn to deliver very complex 

clinical care within weeks of starting on the unit. Once they were assessed as 

clinically competent, they would often be assigned as the senior nurse on the 

ward, mostly out of hours, delivering complex clinical care and making clinical 

and management decisions despite their junior position. For some this very 

challenging. Lauren summed this up when she said: 

“I feel like a fish out of water in the actual job because you've got so much 

health stuff to learn, you know, and in particular the skills bit I think… being 

older and trying to learn new skills is a little bit like ooh [took a big intake of 

breath and smiled].” 

Whilst all see this as something that must be accomplished, Brian saw this as an 

opportunity for developing clinical competence that may benefit him in the 

future; perhaps he saw this as clinical or professional currency: 

“It gives you the opportunities to move on with stuff like getting your 

chemo competence, you know your lines, you're taking bloods, calculations. 

You know, you become quite a skilled nurse with, you know, lots of chances 

to move on to other places.” 
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It appeared that learning to be an AYAC nurse came after they had developed 

their clinical competence as approved by the ward management. The priority for 

the service was that they became competent and safe at delivering clinical care 

such as administration of chemotherapy, IV-line management and dressings over 

what the specific AYAC needs might be. Claire gave a good example of this when 

she told me that:  

“I think I'm getting better at more sort of holistic care and because there's 

obviously less to focus on because you know how to get your drugs, how to 

do your PICC dressing for example, but then I think…one of the biggest 

things for me was at the start everything was so overwhelming and how 

busy it was.” 

This appeared to be all-consuming for these ECNs and as their competence and 

confidence grew, Claire, Jemma and Anna recognised this in terms of taking a 

year: 

“I got signed off from my chemo within, I suppose, like a less, just less than 

a year of qualifying so then when I went up to the TYA ward I had this extra 

responsibility because I was able to give chemo, I was able to do quite a lot 

of things.” (Jemma) 

Despite Laura being an older entrant to nursing, she acknowledged the 

challenges that learning these clinical skills brought and that they took priority 

over considering the unique needs of AYAC. She also wrestled with no longer 

being as competent as an ECN as she was as an experienced social worker: 

“I just focus on the nursing skills bit and learn those things... And sometimes 

I miss being capable, I suppose, because you know you go in and you're not 

capable are you when you start?” 

When she developed these technical skills and gained experience, she began to 

enjoy the specialism and communicate with patients more confidently. 

The ECNs recognised the ongoing importance of developing their 

technical/clinical competence in the specialist environment all of which was 

delivered by them over the 24-hour period, seven days per week. This care 

delivery was task-orientated and had to be signed off by managers indicating 
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they were competent so quite quickly they could be given responsibility for a 

group of patients as newly registered nurses. Those with a year or more previous 

experience prior to starting on the AYA unit, valued this preceptorship period as 

a new registrant but still acknowledged they were entering a specialism that 

required a very distinct technical and holistic care skill set for looking after this 

patient population. Arguably though, they could not quite define what holistic 

AYA cancer care was until they had accomplished specific technical skills.  

4.2.2 Time - shift work 

A recurrent factor for all these ECN was that they worked over the 24-hour time 

period, seven days a week, on the frontline, and I recognised this as another 

temporal feature in this study. They were often left in charge in the evenings 

and night-times from about one year after qualifying. Many of them referred to 

activities that happened out of hours, when there were no senior nursing or 

medical staff on duty, and how they dealt with them. These activities could be 

clinical or psychosocial in nature. I was struck by the amount of activity that 

went on outside of normal working hours and the responsibility that they felt 

encumbered with. It was almost as if once they were signed off as clinically 

competent, they were left with hugely complex clinical responsibility as well as 

feeling responsible for lodging parents. Jemma explained: 

“One night a couple of months ago I heard them saying that all you know 

you'll be the only nurse here, and there'll be a senior nurse across the 

corridor. I was like ‘you can't leave me’…it’s not like it's just the patients I 

have here, it’s like I have family members in those rooms too.” 

She acknowledged the stress this brought and appeared to have been self-aware 

that on one occasion she was working at the edge of her professional 

capacity/competence. She asserted herself and was supported in her clinical 

decision-making by the consultant. Her story highlighted the pressure of staffing 

challenges that she experienced:  

“The division was so short staffed. I had seven in-patients and six people to 

start their next cycle of chemotherapy and one patient was a day 1, cycle 1 

of IV methotrexate and I just rang the consultant. And I was like, ‘I can't 
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start today... I physically …. it's not safe… I haven't had a break… it's just 

so unsafe’. If anything happens like I have no, I have no backup.” 

She recognised the pressure associated with lack of staff support as she became 

an autonomous practitioner. She proceeded to make a sound judgement call as 

the next day the patient reacted badly to chemotherapy, requiring an intensive 

care admission. 

During out-of-hours shifts there were strong clinical demands on the nurses’ time 

but on balance the nurses recognised that during these periods, they often had 

more time to engage in meaningful conversations with patients, which they 

appeared to find favourable and enjoyable. 

Brian saw the opportunity on using the environment to engage with patients at 

night, though he may have identified this as a personal treat than a purposeful 

opportunity to engage with AYA: 

“We've got a pool table in our day rooms so some of the lads like to do that 

and see that it really depends on the workload. I think on the night shifts 

you can do it a bit more you know, until it's too late, but it is nice to do 

that when you can.” 

Amy and Jade spoke of the value of quieter times at nights when they could get 

to know patients better: 

“I'll go in, especially in a nightshift when you've got time…. go in and have a 

chat with people and some patients I could sit with for an hour and just talk 

to them and then you go to the next patient.” (Amy) 

Perhaps this quieter time at night created time and space for patients and ECNs 

to reflect on the enormity of cancer that has disrupted their lives, and the ECN 

happened to be the one to illicit this expression. Without shift work they may 

not get these opportunities to bond with patients and develop their autonomy as 

registered nurses. It felt like shift work was a ‘rite of passage’ and an important 

part of their career trajectory. 

4.2.3 Being part of the cancer journey over time 

Given they worked with patients over the 24-hour time period, they also spoke 

about getting to know patients and families over a long period of time as they 
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witnessed their cancer experience. Jade recognised this quite clearly once she 

had experienced it: 

“I feel that you get to follow a lot of the patient's journey… and you're sort 

of there all the time… Yeah, definitely I think that it's such a long process 

that maybe you didn't realise until, until you're faced with it.” 

Jemma relished watching young people grow into young adults such as the 

amount of time they spent with them during protracted treatments: 

“I think it's nice to sometimes watch if we have young girls or boys who 

come in and they're kind of 13 and, you know, sometimes they're with us for 

quite a long time. And I know I haven't been on the service like five years or 

anything, but you get to see them develop as a teenager.” 

 

This observation of young people’s transition into adulthood was another 

temporal feature. Anna enjoyed seeing patients improve at end of treatment 

having cared for them over a period of time: 

“Over the course of a couple of weeks being reduced to being in bed…. not 

being able to do anything for yourself, struggling with eating and drinking 

and actually that really stuck with me…. so probably 10 months after me 

starting as a registered nurse she walked onto the ward and with crutches 

and it was really quite impactful to see that.” 

Rachel and Lauren noted that the relationships with patients and families 

developed over months to years through having various conversations, but that 

the counter to this was that these conversations posed a risk of patients wanting 

to know more about the personal lives of nurses too: 

“Because you are spending so much time with them and they do want to 

know more about you.” (Rachel) 

I wondered if this might be the start of them blurring their professional 

boundaries as their relationships with young patients and families were 

developing over time. 
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4.2.4 Beyond 

Towards the end of our conversation to draw it to a close, I asked the nurses 

what kept them motivated and where they saw their future. I identified three 

sub-themes relating to this: job fulfilment, continuous professional development 

and career aspirations. 

4.2.4.1 Job fulfilment 

In general, they all enjoyed their work and seemed happy to be working in that 

environment, despite its busyness and sadness. I was struck by their energy to 

keep doing it and to advocate for young people knowing they were making a big 

difference to their lives.  

Claire tried to compare it to working in an older adult environment: 

“It can be one of the saddest environments, but it's not actually one of the 

saddest environments that you can work in, because I think a lot of the time 

people like ‘Oh that’s awful, like why would you want to work with 

teenagers have cancer, that is awful’ and you're like, ‘yeah, it is really, 

really like it's awful’ obviously but actually it's, I find it one of the better 

environments to work in, one of the happier environments, in a way, 

because for example like I've worked with elderly people and I find that 

personally really, really sad, sort of not surrounded by their families and 

things sometimes.”   

This comment also showed the intrigue that some outsiders might have in these 

ECNs’ work.  

Jess, Brian, Rachel and Anna all stated passionately that they enjoyed their work 

despite the early morning starts and unsocial hours. Jess said:  

“For knowing that you go in and for 12 hours, you can make a difference to 

somebody's life and I, you know, I love the TYAs, I love that patient group, 

and yeah, I just, I just love being able to make a difference… I love my job.” 

These nurses were proud of, and aware that their direct care genuinely 

influenced the patients’ experiences. Brian and Jess, expressed dislike for shift 

work and early morning starts in the long term and Brian recognised his own 

youth in this context: 
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“As a Band 5 you just do a lot of… you're just on and off nights all the time. 

So, I think that just takes its toll on you. And some people just, you know, 

just like to move on to somewhere where they're not doing as many or not 

doing any at all. You know, particularly when you’re young, you still want a 

social life.” 

I recognised that they too were as young as some of the patients they cared for 

which is discussed further in this chapter, 4.3.1.1. 

4.2.4.2 CPD aspirations 

Eight nurses stated that they wanted to undertake academic study in AYACC, 

some so that they could be better at doing their jobs and for others it seemed to 

be linked to career progression. Amy, Claire, Rachel and Jemma were keen to 

study a specialist course in AYACC with Amy adding: 

“I'd love to do more training and maybe a master's, things like that and like 

things like the Coventry course really interest me but I don't know, I don't 

think management is where I want to go.”  

Anna and Jemma had completed a specialist module in AYACC and recognised 

the value of learning for them. Jemma was pursuing more education in this field, 

thinking how this might help her future career:  

“It's nice to say in five years’ time, I'd love to have done a couple of courses 

in specific areas and maybe be a Band 6 or be a specialist nurse that 

everyone can’t just stay as a Band 5.” 

4.2.4.3 Career Aspirations  

Alongside CPD aspirations, these nurses spoke of how they envisioned their 

careers and what would help them get there.  Six nurses (Claire, Anna, Jade, 

Jess, Jemma and Amy) aspired to become CNSs in some form of AYACC, possibly 

as an outreach nurse, in clinical trials, palliative care or AYAC in general. 

Jess considered experiences that could broaden her scope of practice that may 

situate her well to gain a position as a CNS:  

“One day I would love to be a CNS. So… I think I want to go and get all my 

acute skills first and then go and get all my experience…. and get lots more 
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knowledge first. That’s my goals. I will. I feel like I'm always going to want 

to stay into a TYA and oncology haematology unless something drastically 

changes, don't think I'm going to want to do anything else.” 

Anna, who was qualified the longest, began to question other oncology related 

work: 

“I'm kind of torn at the moment… seven years down the line. And I really 

love TYA nursing but I don't know if I should dip my toe into something else 

a little bit just to see if I do really love TYA nursing and I'm quite at the 

start of my career really.” 

She spoke of considering experience in palliative care as did Lauren, who was 

unsure of her long-term commitment to working with AYAC. Lauren, with a 

previous profession behind her, seemed to enjoy her work with young people but 

was conscious of other experiences that she may like to pursue:  

“I love young people and, but I'm not opposed to working with all age ranges 

of the adulthood. Yeah I want, I want to stay in oncology….When I came into 

nursing as at the beginning and I was thinking, I would work in palliative 

care, but now I'm in it. I quite like the live treatments…. if you’re thinking 

about sustainability for yourself throughout to a career… I think you get a 

nice balance of hope and sadness in cancer care.” 

Brian and Lauren also offered that they may like to pursue a research career in 

this field. Brian seemed to be surprised at how much he was enjoying his 

experience in AYACC when he said: 

“At some point, I'd like to go down that kind of clinical academic pathway. I 

like research myself…, I like to do a PhD…. But now working in this, I think 

I'd quite like to stay in it, and possibly do some research.”  

In this section, I learned how nurses arrived at working in this specialism and 

heard about their career aspirations, all strong temporal features in their 

narratives. Another striking feature was the fact that they, more than their more 

senior colleagues, all worked over the 24-hour, seven day a week, period. This 

highlighted some of the experiences they had of working with these patients 

during times when there was little senior support available to them. However, it 
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also shone a light on the fact that these nurses were getting to engage with 

patients during quieter times, perhaps when there were opportunities to explore 

personal insights that would not be expressed during busier times. It was clear 

that these patients were in hospital for long periods, so their relationships were 

being built longitudinally with the nurses.  

4.3 Sociality 

Connelly and Clandinin (2006) assert that narrative inquirers must attend to the 

‘social’ dimension of their participants which draws attention to how personal 

(feelings about their experiences), social and cultural experiences or conditions 

influence their narrative. By personal conditions they mean “the feelings, hopes, 

desires, aesthetic reactions and moral dispositions” (Connelly and Clandinin, 

2006, pg. 480) of the inquirer and participants. Social conditions refer to the 

situation itself, the conditions within which the nurse’s experiences and events 

are evolving. They further add that a second dimension of the sociality 

commonplace usually focuses on the relationship between researchers’ and 

participants’ lives which has already been discussed in Chapter 3, as narrative 

inquirers cannot subtract themselves from the inquiry. Sociality also refers to 

the inward and outward focus on a person’s desires, and aesthetic and moral 

reactions, as well as existential conditions, that is, environment and contextual 

forces (Connelly and Clandinin, 2006).  

In considering the transcripts from this perspective, I found that some early 

codes often overlapped and during the analysis stage I made decisions about 

where each dimension should appear. For example, CPD featured in 

‘temporality’ as I felt it was time bound but could also have featured in sociality 

or place as it could arguably form part of the learning culture of the specialist 

unit itself. For the purpose of the analysis, they appear where they do in order 

to provide structure to the thesis but it is recognised they will overlap and 

unfold as the analysis and discussion takes place, which is common in narrative 

analysis (Caine et al., 2013; Clandinin et al., 2017). 
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4.3.1 Personal 

4.3.1.1 The nurses age and personal experiences 

A striking personal feature of the participants was their age, which ranged from 

23-48 years. The mean age was 28 years and the median was 25 years. All bar 

one was 28 years or less, not much older than some AYAs they cared for as they 

are treated on the unit up until their 25th birthday. After this time, they are 

cared for in adult services. All nurses alluded to their own age or the ages of 

other nurses in the conversations. 

Mostly, they felt that being a similar age had its benefits, particularly in helping 

them relate to patients. Jade articulated this in relation to her youthfulness 

(23yrs) and how older nurses might feel: 

“I also think that the age can make a difference as well because I think I’m 

looking after patients that are similar age to me…. that it can be easier to 

relate to someone if you are, if you can see similarities in them, you know, 

whereas some of the old, older nurses might say that they prefer looking 

after the older patients because that's what they can relate to.” 

Jess, 24 years old, also saw her age as an advantage yet recognised the 

transience for her as she ages: 

“Just sometimes it does cross my mind that sometimes they will know 

whoever’s in the, in the charts and whatever and no one else will know what 

they’re talking about.” 

A remarkable feature of this appeared to be their perception of relatability 

because of age. Being a similar age was also reported as having risks associated 

with it. Anna, 29, Jess, 24 and Brian, 25, felt it potentially brought risks of being 

over-friendly by use of their communication styles. Anna recognised this when 

she spoke of other nurses: 

“I think you also risk at times [having] ‘over familiarity’ with looking after 

the similar age groups because you think you know you’re the same age as 

me and I can do this, or this is how I would want to talk to you and almost it 

can, it can blur the language that you use at times where perhaps you're 

using over friendly language or sometimes it’s actually a fine line.”  
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She also said that she altered her language according to the way she might like 

to be treated but equally, could see that this may be problematic. This risky 

strategy was noted when Brian stated that: 

“Sometimes you have to treat them as friends to kind of get along with 

them, particularly as they’re your age, rather than treat them as patients 

and I think maybe helps.”  

He saw this as a way to become an ally, as a means to enhance the relationship 

and did not articulate any risks associated this. Brian, Anna and Amy recognised 

personal similarities with patients that made them think they too could be in a 

similar position, which enhanced their relatedness.  

Amy said that if it was she who had cancer, she would have a strong parental 

need: 

“If it was me, I'd want my family there, you know because I’m 25.” 

Despite this, Anna also recognised that as she has aged and become more 

experienced in AYACC, that the young age of patients still resonated with her:  

“I’ve probably matured slightly, things can always touch a nerve and I think 

I can deal with that a bit better in myself, so I don’t always put all of that 

on to myself but… I still think it kind of resonates.” 

Lauren, 48 years, the oldest of the nurses worried about her age when she 

started to work in AYACC, wondering if she would fit in: 

“When I first went there I came away and I thought, I don't know that I'm 

young enough, or trendy enough to sort of hang around with them….but then 

I thought to myself, but you know sometimes you just need the maturity to 

care and to sort of I think, be able to hang there and sort of say, ‘do you 

want to talk about anything? How are you?” 

In the end she recognised the juxtaposition of this and that age or being trendy 

were not important, it was having an ability to connect with young people. She 

had lots of experience of this in her former career but somehow forgot this 

might also be important in her new role. Perhaps this is because the 

surroundings were so overtly youth oriented, which is discussed further in the 

place analytical theme. 
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The nurses could see both advantages and disadvantages of being a similar age 

to the patients they cared for. Whilst the younger nurses felt it could be an 

advantage, only some of them could recognise this would be a transient 

advantage in terms of developing relatedness with patients. Perhaps there was a 

nervousness about caring for patients of a similar age and, in a way, used their 

youth as leverage in conversations to assist in developing a therapeutic 

relationship. They were comfortable in discussing youth culture because they 

too were also living it. I also saw that being of a similar age caused an 

existential crisis for some of these nurses who put themselves in the shoes of 

their patients. This exposed them to the hardship of having cancer as a youth 

and recognised the implications for the patient and their families, which 

resonated quite deeply with them. Another risk associated with being a similar 

age was a potential to use more youth-friendly language which the nurses 

recognised as being less professional and boundaried, but they seemed to know 

consciously or subconsciously that there was a line to be drawn. Anna recognised 

this in herself and told of when her colleagues struggled to manage this which 

caused her moral distress. As an older nurse, Lauren recognised that age was 

irrelevant and what was important was connecting with the patient on a human 

level. 

4.3.1.2 Nurses’ emotions 

Irrespective of age and/or experience another particularly strong theme that 

recurred across all nurse stories was the emotional impact of their work with 

AYAC and their families that developed. They spoke of the challenges of when 

the outcome for patients was poor, especially in and around the time when the 

news is broken that cure is no longer possible. They also spoke of managing this 

emotional load whilst still negotiating clinical care delivery. 

Amy spoke of the strength of her relatedness with one relapsed patient’s family 

by expressing:  

“With certain patients it's really hard to take yourself away from that. It's 

important to go through the motions with the patients, of course, and to be 

able to simply be empathetic towards them. But like this example I'm saying 
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at the moment we're all absolutely… we all basically feel like we're all part 

of the family for this one patient.” 

Lauren, despite her added life experience, also spoke about a similar patient 

and acknowledged the strength of emotional turmoil experienced when cure is 

no longer likely:  

“There are moments where you're in that space and it's emotional, isn't it, 

and you know that you really care about those people and you want some 

miracle.” 

She did not want this young person to be experiencing the reality of incurable 

cancer; it was an uncomfortable feeling for her. Lauren added that having this, 

emotional connection was important for patients and their family, despite her 

having to navigate her own way through it.  

“In my talking, you know, you sort of have an eye contact with that mum 

and you can see her eyes are full and I could feel my eyes were filling and I 

think that's okay, I think it's okay. I don't think it's appropriate for you to 

sort of break down and have a good cry or anything, you know, and you 

don't want any transference of your emotions to go to them. But I think the 

transference that you've got with some of their emotions is connecting with 

them.... it is important.”   

She seemed to accept this is part of AYACC work. She recognised the concept of 

transference/countertransference (Evans, 2007) where she put the patient and 

family needs before her own. This signalled the emotional intensity of the work. 

In parallel with this, Lauren also spoke of being in a heightened emotional state 

alongside having to deliver highly complex clinical care. 

“It’s just really emotional and yet you know, as the nurse and I need to be 

going in there dead on three o'clock, to give him [drug name] and get it 

ready.”  

This signified that even when the work was highly emotional, intense clinical 

care could not stop and she continued to deliver complex clinical care. Jemma 

tried to balance the emotional cost with the benefits that this type of work gave 

her: 
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“I always say it’s really hard sometimes but the rewards are worth it… I 

think the relationships and the stories are something that I think I'll never 

forget.”  

It appeared that the emotional toughness of the work got carried over to when 

the nurses were not working, indicating that switching off was difficult. Rachel 

recognised the enormity of cancer for AYAs when away from work when she said: 

“You start, you start thinking about it outside of work and … you start 

putting all your hopes towards them as well and yeah, you know, it's 

completely devastating for them when they hear it but it's just, it's so 

oppressing... you just, you just do it for them.”  

Like Lauren, she clearly wished for her patients to get better and acknowledged 

the difficulty for her when this was not possible. Her sadness was palpable. 

Brian reflected on the significance of not knowing about patients when they left 

the ward and noted how sad it was to learn, incidentally, that they had died: 

“Sometimes we wouldn't hear when patients had passed away. So this kind 

of sister started emailing us to let us know if any patients have passed 

away, who weren't on the ward at the time. Just so that we're aware, 

because, because we've built up the relationships with them and thought it 

was nice for us to do.” 

What resonated here was that these nurses gave enormous amounts of practical, 

clinical and emotional care to patients and families without considering the 

enormity of this work on themselves, or on other colleagues. They did not see 

the long-term impact of their collective labour which went unrecognised by the 

clinical system. They did not know if this effort was worth it for the patient’s 

outcome. Brian valued the fact that this sister thought of them in this way so 

that they knew what happened to the patient. 

Jemma said she often wondered how patients were doing when she was on her 

day off and indeed how other past patients were doing in general; they clearly 

left an impact on her: 

“Then you remember we haven't seen them in ages and you wonder about 

them.”  



 
 

105 
 

She added that when patients returned at relapse, their relationship picked up 

again signifying the intensity of this prior professional experience. It seemed 

that both the patient and nurse got solace from the familiarity: 

“When they've been away for a while and they come back as an inpatient 

and they start to go through lots of tests again, it kind of brings back that 

relationship. And I think that's a, must be quite tough, but then they always 

ask, ‘is Jemma still here?’.”  

Amy appreciated getting special recognition from a female patient when 

treatment had finished: 

“She like sent in a big hamper of things as well for the nurses when she left, 

bless her and she put things specifically in there for me, which was really 

nice. It sort of felt like a bit of a recognition.” 

Jade was another nurse to remark of valuing having special recognition: 

“And it was you know, hearing from other people feedback that you'd really 

help them or that they really liked having you as a nurse, you know, things 

like that, that when you've been with them for a long time and when they're 

leaving and they say we really want you to be here on the day we go home 

to things like that I like.” 

Meaning derived from this is that these nurses provided an enormous amount of 

clinically complex care and developed intense relationships with patients and 

families over the duration of their treatment, and for some, right to the end of 

their lives. They are aware that they are direct caregivers and apart from those 

who have EOL care needs met on the ward, these ECNs often do not know what 

happens to these young patients’ long term. They often feel very pleased that 

they made a difference to their care and potential cure and often wonder about 

what happens to them as they leave the active treatment phase. For some ECNs, 

they meet patients by chance after treatment has ended and they are filled with 

joy that the young people are doing well.  

For AYAC who die away from the hospital, the ECNs did not know about this or 

found out incidentally; therefore, they did not get any closure on their 

relationship with patients beyond their discharge. This could be the norm for all 
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patients that ECNs meet in hospitals but given the intensity of the relationships 

that are built with patients and families, these nurses often seemed bereft when 

this time was over, whether patients died on the ward or were discharged for 

follow up and survival. It was as if they are an ancillary passenger on the 

patient’s cancer journey, one who had given a huge amount of themselves to 

contribute to that young person’s cancer experience, like a Sherpa supporting a 

pilgrim on a mountain. 

It appeared that the patients touched ECNs’ lives for long periods of time, long 

after they have been discharged or died. The nurses told of their internal and 

outward desires as the conversations unfolded; their desire for young patients to 

be cured and the sadness that they could not articulate outwardly when cure 

was no longer possible. It was evident that the interactions and experiences of 

working with AYAC and their families impacted these nurses personally, and in 

varying ways, not least by touching them emotionally. The social context of their 

work added further to the building of stories about their nursing, and this is 

explored next. 

 

4.3.2 Social 

This section focuses on the situation or the conditions within which these nurses 

experienced their work. It is stated that when a person is invited to tell their 

personal narrative, this conversational act allows them to highlight what is 

important to them (Haydon et al., 2016). It became apparent that attending to 

the clinical and unique needs of AYAC was a strong feature of their nursing 

practice and social fabric within this work environment where they worked. This 

care was not delivered in isolation by them as individuals but within a multi-

disciplinary team (MDT) that focused on the clinical and holistic care of these 

young patients. As said previously, it was striking how clinically complex the 

work of these ECNs actually is. Given that more than half of them had been 

qualified for two years or less, it was clear they were often in charge of the 

ward out of hours with little or no specialist or senior AYAC staff support.   

A key component of the specialist approach to caring for AYAC included the 

MDT. Another aspect of sociality identified here was the attention the MDT paid 
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to supportive practices for ECNs for dealing with such complex and emotive care 

practice.  

4.3.2.1 AYA Cancer Specialist Care 

All nurses acknowledged that AYAs required different attention to younger 

children or older adults. Given there were a mix of nurses who were trained to 

only work with adults (n = 5) or only children and young people up to 18 (n = 3) 

with one dual trained, they all noticed distinct differences in caring for AYAs. 

Claire, who was dual trained felt that she was well placed to meet AYAs’ distinct 

needs as she had been exposed to the nursing fundamentals of children and 

young people as well as adults during her nurse training:  

“My adult training has taught me to treat patients to help get them 

independent and help them strive for independence and sort of self-care, 

whereas my paediatric training which focused on family-centred care has 

helped me with family-centred care with teenagers and also sort of 

understanding that they're not quite adults yet.” 

This was despite her having no distinct AYA placements during her training 

where she could hone her knowledge and skills in caring for AYAs as distinct from 

children or adults. The only other placements where she came across children, 

adolescents and adults were in theatres and the emergency department. Claire 

recognised their needs were unique and could articulate some distinct 

differences in care approaches to both types of nursing but had limited practical 

experience of caring for them during her nursing course.  

The three other children’s nurses articulated the importance of family-centred 

care to them also. Jess, described favouring her training because,   

“I think that it put me in a really, really good position because as a paeds 

nurse a lot of the training is focused on communication and obviously, with 

TYAs they're not children, but then they’re adults and you have to tailor 

your communication towards that…so I feel like as a paeds nurse it did 

really help to have, you know, the tools to be able to communicate.” 
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She further added that “Then as a paediatric nurse your taught family-

centred care as well. So it's not even that much of a problem because you’re 

taught to look at the whole family, not just the patient.”  

Her focus here tended to lean towards caring for children; nonetheless, she 

placed emphasis on the care needs of all families too, even though the AYAC 

patients, extend into adult care where there is less emphasis on family-centred 

care.  

Jade described another distinct difference between adult and child practice, 

that of how things change when they become adults: 

“Once you get to 18 and there's like that sudden change of everything, it is 

then down to the teenagers, like they consent to everything themselves and 

it's a lot more their choice.” 

She seemed uneasy with this as she was not used to the amount of agency that is 

held by those 18 years and over. In particular, she recognised that maturity did 

not always come with age but in law things change. Claire also recognised that 

as young adults, many are striving for independence from their parents yet when 

cancer appeared they reverted to their parents for support very quickly, even if 

they were parents themselves.  

“They just need very specialist support because they're just at this really, 

really tricky time in their lives and they're going through lots of different 

things that they’re neither children or adults, even going through all the 

developmental changes and things.” (Jade) 

Rachel offered a similar perspective of recognising parental involvement in 

AYACC:  

“It's different from the paeds where the parents would be there all the 

times of making lots of decisions and asking you most of the questions and 

they'd be sort of fronting the care, but on TCT you leave a lot of it up to 

the patient and they really want to know what's going on.… So it's quite a 

nice balance of having both of those.” 

The adult trained nurses viewed things differently. Brian focused on physical 

care mostly with no recognition of specialist needs: 
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“They don't need much kind of care at all in general that from, from that 

point of view, you're not, you know having to clean them that much - you 

obviously do at some point. But the kind of basic cares aren’t too much.” 

He did, however, observe that AYAs were changing developmentally and seemed 

to see that as a fait accompli rather than being something of significance. This 

may be because of his lack of awareness of developmental or age-appropriate 

care. It would appear that this was not taught as part of his pre-registration 

training.  

Jemma, RN (adult), contemplated several differences in caring for AYAs from 

adults. She recognised that they underwent biological changes such as brain 

development at puberty but did not appear accustomed to the needs of the 

wider family during cancer treatment. She said: 

“I think family is a big thing when you work with teenagers and young 

adults. I think I wasn't really prepared to kind of nurse the patient and the 

family all together and their siblings.” 

This signified the liminal phase that AYAs go through when major illness strikes 

and her acceptance that parents and siblings were an inherent part of that 

family unit who also required care, beyond the AYAC themselves. Jemma 

adapted her communication style to engage them for a successful outcome, 

particularly around medication adherence which is well documented in the 

literature as being problematic in this age group (Kleinke and Classen, 2018): 

“Like a lot of the time when you work in an adult setting when you give a 

patient medications, they take them, you know, whereas the TYAs if you 

are in the room in the morning and you do the med round, and… you come 

back and meds are still on the table… two hours later and then they get sick 

and you're like, ‘well did you take the anti-sickness?… and kind of like that 

pleading thing when you’re a mom… it's just so hard to stand and say no, 

you have to be like, ‘hey, this is the only option I have on the drug chart’, 

maybe we have to kind of, you have to put your conversation in there and 

tell a few fibs sometimes to get, to get your idea across.” 

She had to be creative in her communication style to ensure compliance with 

medicines, more so than she would with adults.  
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Jemma and Anna were the only two who recognised there were biological 

changes such as neural development occurring during adolescence which is a 

distinct difference at this life-stage. Anna questioned whether the team,  

“Were appreciating that they are in this difficult age range and being a 

TYA… they have actually got a lot of other things going on biologically and 

chemically within them, not just the fact that they have got cancer.”  

She said she learned this whilst on a specialist AYAC course and seemed to have 

a greater understanding as to how she approached AYAC in practice, similarly to 

Jemma: 

“it's kind of an acquired understanding and through different courses that 

I’ve been on and most certainly when people are new to the ward and they 

perhaps haven't looked after teenagers and young adults, they can find it 

quite difficult.” 

This highlighted the value of having learning opportunities specific to caring for 

the needs of AYAC where nurses recognise unique biopsychosocial issues that are 

central to the care of these patients.  

4.3.2.2 The MDT 

It was clear that the nurses did not work in a uni-disciplinary way when 

delivering biopsychosocial AYA cancer care. Instead, these nurses valued being 

part of the MDT in their workplaces for a variety of reasons. They spoke 

positively about their colleagues, as Anna said: 

“My team is the most supportive team that you know I've ever met.” 

From the stories told I sensed the importance and value they all had of working 

within the MDT. They spoke of working alongside various types of nurses, staff 

nurses, nurse managers, clinical nurse specialists, healthcare assistants, doctors, 

psychologists and YSCs. 

The specialist MDT seemed to direct how to meet AYA cancer psychosocial care 

needs. The YSC role was spoken of several times as one that makes a significant 

contribution to focusing on the youth element of the lives of the patients. This 

YSC appeared to pick up on issues that the ECN felt was beyond their scope such 

as addressing sexual health:  
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“She was talking about sexual health talks with them.” (Lauren) 

Rachel described the YSC as someone who “Comes and checks them too and 

then sometimes they just don't want to talk about it at all and they just 

want to talk about teenage stuff and they want to talk about you know, 

what's on TV or what sport they're doing, what’s going on in school…to take 

their mind off everything that's going on.” 

Amy described the variety of staff who worked on the unit and could clearly see 

the valuable role they all played to meet the unique needs of patients: 

“So we've got one nurse practitioner... one registrar who’s based with us… a 

Band 7 (nurse manager) and then a deputy sister,…. I feel like maybe at the 

moment we have more sixes than fives… it’s a real varied team. Probably a 

couple more adult nurses than child nurses, but there are some of each 

which is really good. Especially with things like paediatric charts, which I've 

never had to deal with before… so it's a nice balance in that sense… we've 

got a really good group of NAs [nursing assistants] as well… one sort of 

counsellor or activities coordinator which I definitely feel like we need more 

than that cos she is constantly working but I wish we had more and in that 

sense.”  

Anna explained further why the MDT is of such value for nurses and patients: 

“I think it's really important to be able to communicate and be open and to 

actually say, what are the barriers in us being able to achieve this goal for 

the patient?... I think it's really important to be able to understand each 

other and also be able to appreciate each other's role and viewpoints.” 

I gained some insight into how well the MDT worked to maximise the impact for 

patients as well as staff support. The sense of being able to communicate freely 

was also noted here and in other conversations. 

The ECN acknowledged the staffing shortages for direct caregiving nurse like 

them and their colleagues. I got a sense of the team being stretched to a point 

where it became stressful to work in the environment because of the clinical 

challenges that conflicted at times with the holistic care they wanted to give. 

Jemma alluded to this when she had a high workload of treatments she had to 
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give, and that in part she was learning to assert herself with managers and 

doctors as to where her limit of competence was, notwithstanding her need to 

maintain patient safety. She recalled a time when this was very real issue for 

her as a newly qualified nurse herself. This highlights the reality of working life 

for these nurses: 

“If I'm the only chemo giver sometimes on days or on nights…. It is quite 

stressful to share the workload. If you're working with someone who is quite 

newly qualified…. in my head I was like, I'm the newly qualified!! Like, how 

am I looking after someone who's, … you know… can't do that with me, the 

division was so short staffed.” (Jemma) 

Amy also spoke of how difficult it is when staffing levels were challenged: 

“at the moment we have three pregnant and three on maternity leave so in 

such a small team it’s a massive effect.” 

Anna alluded to staffing levels feeling unsafe which compromised her and the 

care she gave: 

“I think sometimes staffing can be quite a hindrance to being able to 

provide really good quality care. And so, if you are unsafely staffed through 

either vacancies or sickness or lots of different factors, that can be a real 

impact because perhaps you feel that you can't give such a high standard of 

care and you can't achieve for those patients because of these constraints, 

because it's unsafe and that can be a real impact at times.” 

Brian felt that the intensity of death on the ward was enough to make nurses 

feel they could no longer work in the environment: 

“It's been quite a bad six months in terms of the number of people who've 

passed away. And I know that at least a couple of people who are moving on 

or were thinking about moving on. And that's one of the reasons for it. That 

is just not great, you know, hearing about people dying.” 

These aspects of our conversations suggested that at times delivering safe 

clinical care was a challenge. However, amidst these mentions of staffing 

challenges I did not get a sense that there were chronic staffing issues per se, 

and that the MDT cohesion was highly valued and strong. Arguably, the ECNs may 
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have come to accept that, despite working within an MDT, current nursing 

shortages had impacted their work. It felt as if being short staffed is now the 

norm and it had become an unquestioned reality. However, these units are 

normally relatively small, and the complement of nurses will also be smaller, so 

staff absences of any kind will have a major impact of the type of care that 

might be delivered. This adds significant pressure for managers to consider. 

4.3.2.3 Nurses support systems 

Having established the significant emotional impact of this type of work on the 

ECN, often coupled with staff shortages, I was keen to know how they coped, 

and asked what coping mechanisms they had both in and outside of the 

workplace. 

They told me they were personally and professionally challenged by certain 

situations. These included when they were short staffed, when clinical pressures 

were high, when nurse-patient boundary breaches were felt, when there was 

bad news for patients and families, and when patients were dying. 

Lauren described how she coped in the moment on the ward when she was part 

of the team that spoke to a 16-year-old boy whose treatment was not successful: 

“I went into the treatment room then and I'm a mad cleaner, and I just 

thought, I’ll just rub everything down and have a good little clean in that 

room and just sort of have a nice big deep breath and minute to yourself…. 

so was the healthcare assistant who was lovely, we were both kind of doing 

that.”   

It felt as if both colleagues knew without saying anything that in this moment 

things were bad and they had to keep going. They had the same shared 

experience and sadness yet knew they had to continue delivering care to the 

patient, his family as well as the other patients and their families.  

Lauren later told of another event where she had another shared experience: “I 

had one patient who arrested on a night shift and, you know, you sort of 

really bond as a team, when you have those experiences don't you and… 

there's a, there's a connection created, I think, between colleagues when 
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you’re sharing that experience together and you sort of support one 

another.” 

The situational uniqueness and shared experience with her colleagues were 

predominant in her thinking and appeared to be a strong and valued coping 

strategy in that moment.  

I got a sense from the ECNs that winding down at the end of the shift and until 

they got home was a period that carried with it some rituals important in self-

preservation, after what could have been a hectic and emotionally charged shift. 

There seemed to be a sense of immediacy about it too. For several of the 

nurses, the journey home and physical activity were key features in de-stressing. 

Claire, Jade, Jemma, Rachel, Anna and Lauren all spoke of their need to 

exercise or be outdoors to help them debrief: 

“I'm trying to do lots of like sports and lots of things to keep me busy.” 

(Rachel) 

Lauren said,  

“I do think about, you know, on my journeys or when I exercise. I tend to 

think about what I've done. And sort of be mindful of it.”  

Switching off from the intensity of their work was something that many of them 

spoke of as being a very purposeful and necessary act.   

4.3.2.4 Staff support in the workplace 

Building on the value of the MDT, the nurses, without exception, valued the 

support of their colleagues throughout. All nurses felt their teams were overall, 

very supportive and friendly particularly around coping with emotive patient 

experiences.  

Some of the tensions described, beyond the stress and sadness of caring for 

patients whose treatment was not going well, centred around staff conduct.   

Anna described tensions that arose because colleagues could not see they were 

potentially breaching boundaries with a patient who had a large social media 

following.  
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“so we had a, we had a talk with the ward manager and held a little 

teaching session a couple of times on the ward where all the staff were able 

to attend and we looked at communication and professional boundaries and 

err the use of social media and actually looked at what's right and what's 

wrong… maybe they need to take a step back and be supported because it's 

impacting them emotionally and actually things did improve.”  

Amy described that as a relatively new member of staff to the ward she was 

aware there had been psychology sessions for staff which were reported as 

helpful, but that since she had arrived, beyond working with supportive 

colleagues, little by way of staff support seem to have existed. This was in part 

due to COVID-19. This suggests that the managers recognised the importance of 

this but that creating the opportunity was not always easy. 

All nurses, except Brian, were offered the opportunity to attend structured 

debriefing sessions at some point though this was not mandated.  

“At the moment, the culture might be just obviously ‘we let you know’ and 

‘we'll kind of empathetic to each other’. But there's no specific thing there 

to talk about it.” (Brian) 

Brian was unsure if an opportunity to discuss it might be helpful:  

“I'm not, I'm not sure. I think it really depends, person to person. Because I 

think… it kind of hits you, but I prefer to kind of just think about it and then 

move on whereas I think there would be some other people who would like 

to sit down and talk about it, and, you know, kind of a bit like a mini-

funerals, as such, to kind of remember the patient, I guess.”  

This may indicate that he had never been exposed to this type of opportunity to 

assess its value for himself or indeed his colleagues. It did not seem to be an 

active or needed strategy employed by ward managers, though arguably this was 

just the view of one staff member from one ward. 

Elsewhere, the nurses spoke of active offers of staff support of varying types. 

Claire, Jade, Jemma Jess, Amy and Claire all spoke of support sessions, 

facilitated by a counsellor/psychologist that they could attend if they felt they 

needed or wanted to. Often these were held weekly or monthly. However, some 
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of these nurses spoke of times during the night when the most stressful of 

situations arose and that during, or after these shifts, no one was available to 

speak to. It seemed to be hit or miss as to whether managers checked they were 

coping with what they had experienced. This made me even wonder if managers 

and ECNs were normalising this type of work, forgetting that many of the nurses 

were not much older than the patients they were caring for.  

Lauren, despite being older, though newly qualified, was very candid when she 

described this and how it made her feel: 

“To say I've dealt with this, this was hard.… and actually, the next time I 

was on a shift [the nurse manager] did grab me…. and sort of ask, how was 

that, you know, and had a little debrief as well. And I think that was 

important for that one. But that's hit and miss you know, you get that 

sometimes, you don't generally get it, I think you take your own initiative, 

as a nurse.”  

Jemma’s experience of attending a support session was optional and said that:  

“We can have a debrief as a one to one or we have a debrief as a group…. 

the councillor can come in and they kind of can take a couple of us off and 

go into the quiet room and sometimes do some relaxation and then chat 

about it.”  

The ECNs valued senior nurses checking in on them, not only to see if they were 

coping but they valued learning from their greater experience and knowledge 

too. Jess valued having an opportunity to speak to a counsellor as well as the 

CNS: 

“So if especially after any death, we can have a debrief or anything like 

that. We can talk to this lady that comes in to support as well, obviously 

the CNS is a really good, they help, will help us if we need it.”  

The CNS appeared to be able to add a dimension to the experience that perhaps 

the counsellor may not because the CNS is more likely to have had a similar 

shared experience of knowing the patient and possibly having had a similar 

experience as an ECN themselves. Jess referred to a story of a patient who died 

a traumatic death at night on her shift that was particularly disturbing: 
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“That one was really hard, and it happened on the night shift… then I just 

go in and have a chat to a nurse or one of the CNSs and just go over things 

…. they've said like, there's nothing else you could have done. And hearing 

that sometimes helps I think because you do go home and you think, what 

did I miss what if I had done this.”  

It was important to the nurses that they did all they could for patients, even if in 

the end it was not what they would have hoped. A psychologist or counsellor 

may not be able to respond to clinical details despite their expertise in providing 

psychological support. It appeared this clinical dimension to some debrief 

sessions could be important. 

4.3.2.5 Support outside of work  

I asked them about any support systems they might have away from their 

workplace. Eight nurses spoke of feeling supported by people close to them 

away from work such as partners, family members or friends. At least half 

emphasised where these people also had a nursing/medical background as being 

particularly helpful in understanding their work and associated feelings. 

Anna encapsulated the value this emotional and practice support gave her: 

“My mum's a nurse so actually I can talk to her really confidentially, so 

while I won't say any names if I’ve had a really bad day or bad situation, or 

I need some advice on it, I'll sometimes go to her and kind of give her a 

little bit of an insight into it and it's quite helpful at times to be able to 

have someone to be able to say ‘Have you thought about this’ or ‘actually, 

that's a really valid feeling and how can I help you either offload’ or ‘is 

there anything that I need to be doing to help you at home?’” 

Conversely, Jade spoke of the difficulty of discussing work with non-clinical 

acquaintances away from work. It can be fraught with difficulty, even if 

acquaintances are well-meaning. Equally she perhaps did not expect to, so 

therefore carried this emotional load with her to home where it could be 

burdensome: 

“I've got a good support network and friends and family….it's difficult to 

discuss things and even if there’s things that you can discuss…. and still 
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maintain confidentiality, it can be hard because they [family and friends] 

don't always understand the situation if you've not been in it… it can be 

hard to relay that for people to sort of empathise.” 

Jess acknowledged this tension too with her partner, who clearly respected her 

need to contain patient information but he struggled to know how to help: 

“He knows when I have had a bad shift because I come in through the door, 

and I'll just be quiet, I won’t want to talk at home because ‘you don't 

understand, you don't, you don't know what, what's happening, what I've 

just done for 12 hours’ and he always knows I've had a bad shift and he 

always knows to back off.”   

Without doubt, nurses’ families seem to know and respect that this type of work 

carries an emotional toll, and at times they may have become vicariously 

emotionally invested in the patients their loved one’s care for. One nurse said: 

“Even my mum and dad are asking ‘how’s the boy doing?’ …so it just shows 

how involved they are you know and over attached I am to some particular 

patients.” 

Here I saw how families were affected by the work of their ECN loved ones and 

was reminded of the rarity of young adult death in our society. I also heard of 

the unique nature of the work that these ECNs were enacting on a daily basis. 

However, because they are so immersed in what they do, they do not always 

fully appreciate this uniqueness. 

4.3.3 Culture 

In conducting narrative analysis, it is important to also understand the cultural 

context of the research. This gave me a better idea of what the nurses meant in 

their narrations particularly, as in this case of working in specialist units, the 

many hidden layers of meaning that could only be uncovered by an exploration 

of the culture or environment. There appeared to be several subtexts about 

culture being storied.  I have already alluded to the notion of youth culture and 

the supportive culture within these units. The youth culture element is further 

unravelled here. This included the appearance of informality and fun within 

what is a very clinically complex environment, dominant because of the youth-
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friendly approach to this type of care. The ECNs often spoke of having fun or 

doing playful things with patients; some spoke as if this was almost like a treat 

for them, yet others spoke of this in a more purposeful way. Brian spoke of the 

“youthful vibe” on the ward because of the patients. He referred to the ability 

to play pool because there was a pool table on the ward and mentioned that it 

was something he would do if he “had time” and his friends thought it an 

unusual or cool thing to do in his job:  

“I’d never do it on any other wards. You know if I mentioned it to my other 

friends that are like, what?” 

Jemma alluded to the fun element on the ward too, not just that it was fun for 

her but that she saw it as an important thing for the patients to have too. This 

was when she spoke about purposefully engaging three AYA girls in a movie night 

because one of them was shy and had not made any friendships on the unit: 

“Three girls on the ward one night and I said ‘we're going to have a movie 

night at six o'clock. I'm going to have all of our work done and we're going 

to watch a movie until eight o'clock’ and the girls were like.. ‘but you won't 

have time’.” 

All nurses spoke of the need for humour, not just in relation to having fun, but 

being important to normalise times for patients and to use it as a means to get 

to know them. Jade referred to it as a distraction and that establishing humour 

types was important to gauge: 

“Getting to know the patient level of humour, to me I think is a really big 

one…. All they want is a bit of distraction to talk about normality, or things 

that they're interested in and have a bit of a laugh.”    

Amy reflected on the use of games on the unit and that she learned after a while 

that often it was not the act of fun or distraction that was important but that it 

was used as a tool to build a therapeutic relationship: 

“They don't want to necessarily…. want me to offer to play football with 

them  or play on PlayStation with them. Sometimes they actually just want 

to have a normal conversation about TV or family, things like that. And 

especially when I first started, kept trying to think, like, I just don't know 
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what to say but letting them settle in with what conversation is I found a bit 

more beneficial because then I’ll say, ‘I don't know about that, tell me 

about it’, or whatever they're interested in.”  

Lauren, also recognised that humour had its place and could be used 

purposefully: 

“I like humour, I think it’s quite good to lighten things and to sort of try to 

find sense with it… because you've got patients sometimes not well enough 

to cope with it.”  

Anna was mindful of the potential mixed signals this gave young people, that the 

nurses may become their friends which she recognised as risky practice: 

“It kind of gives you that challenge of communicating with them and getting 

that balance right of not being too overfamiliar and that you're not their 

best friend…. But actually being there as a, as a friendly healthcare 

professional and being able to talk through it with them and you know have 

a bit of a laugh and a joke at times.”  

Claire recognised that relationships with AYAs and families could be tinged with 

sadness and awkwardness by patients and families. She recalled how it felt when 

she was referred to as being a friend of a patient by a father: 

“You also have to be really careful about having that sort of nurse/patient 

relationship whilst also talking to them and chatting to them like you 

would… for example, like a friend and obviously you're not their…. I 

remember at one point he was really, really confused and really agitated… 

so that was really difficult. And then his dad said to him ‘no this is Claire, 

she's your friend’. Rather than say ‘no this is Claire, she is your nurse’ and 

that was the first time when I was like, all like that really shocked me that, 

that really upset me and made me really think about it…” 

She questioned herself further: 

“It made me kind of wonder whether I had been almost… not too friendly but 

like had been less professional, but I think looking back on it, I feel that he 

said that to help his son in that situation.”  



 
 

121 
 

Clearly, she was trying to make sense of the situation herself by reflecting on 

practice. She also recognised the intensity of the relationship with AYAs and 

families, having fun or otherwise, and the perceptions of her from parents.  

Jemma reflected on a patient  she had enjoyed spending time with and that 

maybe she was getting too close to her for her own good too: 

“It's all nice for us, we were able to have all those kinds of conversations 

then I think it did become… It was hard when she became unwell because 

we're becoming nearly such good pals.”  

It could be said that the culture of youth and fun on the ward is a primary 

feature experienced by the ECNs amidst the chaos and enormity of treating very 

sick AYAs. It would suggest there are risks for ECNs in inadvertently portraying 

themselves, or being portrayed by patients and families, as being friends of 

patients and families rather than being friendly professionals. 

4.4 Place 

None of what has been discussed in this chapter could have been experienced if 

it were not occurring in a particular place. In this case these locations are 

charity-funded built environments based within NHS hospitals. All the ECNs 

worked in a specialist AYAC unit. These specialist-built environments look 

remarkably different to children and adult wards as the décor has been funded 

largely by one charitable organisation. They are designed to feel like a home 

from home where young people will feel comfortable, whilst being cared for by 

experienced staff who specialise in teenage and young adult cancer care (TCT, 

2021). The charity describes the physical space as: 

The walls are bright, the furniture is funky, and there’s often a social 

space, Wifi access, flat screen TVs, Xboxes and jukeboxes. You might walk 

into a unit and find a game of pool going on, someone chatting to friends 

online, or a photography workshop going on (Teenage Cancer Trust, N.D.). 

The nurses all referred to the built environment in some form or another. For 

some like Claire they believed that it promoted a sense of normality where 

young people could continue being young and do things young people liked to do: 
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“I really do think that the environment helps, having the big chatroom with 

the pool table and the jukebox. And then the teenagers go in there and 

they've got the music on or they’re sat in there they're watching the 

football with a couple of other young people on the ward…. We had one boy 

and we had all his brothers down, all his brothers and him were like in the 

chatroom playing pool, had the music on, so it's so nice that they could still 

do that sort of thing. And I think that makes it more of a positive 

environment as well because I think there's more stuff in place for them to 

still do the things that they enjoy and have fun and be happy.”    

Jemma appreciated this environmental perspective that invited young people to 

share something more of themselves, it acted as a bridge helping them get to 

know the AYA’s life before and during cancer: 

“I think the environments quite that big thing…. I think it's quite nice that 

you go into their space and…. sometimes patients make it really homely and 

they have loads of pictures of all their friends on the wall and when you're 

chatting and you're doing some of their stuff like changing PICC line 

dressings so you’re like ‘Oh my gosh like that’s you with hair and you look 

so different and like who are these friends?’ and they kind of tell us a bit of 

like life outside which is quite nice.”  

This builds on the comments earlier that getting to know patients was really 

important and that the physical space was being used as a means to promote 

that. Anna recognised that other attributes of the physical space were important 

for young people too, such as having access to the internet so they could keep 

connected with the outside world: 

“We have free internet access so that's a really big factor for teenagers and 

young adults to be able to listen to music or watch films or connect with 

their friends from their gaming. And that's a really big, important thing for 

them… and having the option to have a social space… so not being trapped 

in four walls and having that space for them to either be alone, or to be 

able to meet with other people, or just have a bit of fresh air can be very 

important.” 
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The physical space was a big reminder that the care for these younger patients is 

very different from a physical and philosophical approach to care in paediatric 

or adult services.   

I wondered if the social aspect of the physical space was in any way linked to 

how professional relationships could be blurred. Would young people be 

influenced to see the nurses as friends because they were doing things together 

socially, albeit in an NHS clinical environment? Whilst the environments may look 

different and have a different ambience, they remain clinical environments 

where patients receive complex clinical care by junior nurses in uniforms, so 

that retains its significance.  

These physical spaces were where AYAC and nurses convened. It is unlikely that 

these storied lives would be the same if care was delivered in a paediatric or 

adult setting where the built environment looks very different. 

4.5 Chapter summary  

For many of these nurses, they happened upon AYACC only because of their pre-

registration nurse training placement experiences. The positive learning 

experience they had, as well as interest in the patient type, appears to have 

appealed to them when securing their roles as ECNs. Which in itself was not 

problematic. This reflected the national issue of nursing recruitment challenges 

within the NHS where vacancies exist in many places. For those like Amy and 

Rachel who were more experienced RNs, their lack of experience of looking 

after AYAs in other clinical settings did not hinder their recruitment. Perhaps 

their age and personalities were seen as a good fit to work in the specialism?  

It appeared that it takes about a year to become a confident, competent RN and 

sometime after that to really begin to understand the nuances of AYACC. 

Experience of working in the area helped develop knowledge and skills, and 

where nurses undertook specialist courses, they gained greater insight into 

meeting the unique needs of AYAC. As newly qualified ECNs in AYACC, they were 

expected to quickly become competent in a range of clinical skills such as the 

administration of cytotoxic chemotherapy, management of intravenous lines, 

managing acutely ill patients and suchlike. It appeared that only when they had 

gained these clinical competencies as required by the hospital management, 
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could they begin to consider care beyond complex treatments to become more 

holistic in their approach to AYAC. Many of the nurses reflected on how 

surprisingly complex the clinical care of AYAC actually was. 

Another element of temporality spoken of was in relation to the time of day. 

These nurses, the most junior of the qualified nurses, worked over the 24-hour 

period and this often came up during our conversation. It appeared that for large 

parts of the day these nurses bore great responsibility in terms of delivering 

highly complex clinical care, which required a fair degree of clinical decision-

making as their main priority. At times, it appeared that some of the clinical 

matters they had to manage could be very burdensome as described by Jess, 

Amy Lauren and Jemma in particular.  

In contrast to this, they saw when their time had less clinical demands on it, 

they spent it getting to know patients. Sometimes this appeared to be 

opportunistic where perhaps they were finding certain patients more engaging 

than others. On the other hand, as in Jemma’s case she recognised this as a 

potential time to engage young people with each other, so her actions to host a 

movie night were really purposeful. 

All nurses spoke of the amount of time they spent with patients from diagnosis, 

through their treatment to whatever the outcome may be them. This could be 

for weeks, months or indeed years. They spoke often of the relationships that 

were built with the AYAs as well as their families. Jemma noted that she even 

noticed these young people were growing into young adults. The similar age of 

the ECNs was seen as an advantage by many of them, yet they could also see 

how challenging this might be for them because of it. 

The emotional labour associated with this work was unsurprising and it was 

interesting to begin to understand what in particular created this type of 

emotion work for ECNs. Relapsing and dying patients and their families were 

reported as very distressing to work with, despite the rewards that were also 

reported.  

These burdens appear to be accentuated by staffing shortages and clinical 

demands. In turn these clinical demands add to the distress that nurses spoke of 

as they enacted their work and, indeed, when they carried it beyond the unit as 
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the finished their shifts.  The emotional burden that they carried, as a 

consequence of developing relationships with acutely ill and dying young 

patients, cannot be ignored. It seemed to be an accepted hazard or ‘fact of the 

matter’ of the job that the intensity of the relationships that were built would 

be severely affected when a young patient was dying, and as the nurse became 

personally and professionally invested in them and their families lives and care. 

In turn, the nurses own families became invested, vicariously, too. 

When drawing conversations to a close, the nurses reflected on what kept them 

motivated and where they saw their future. They all appeared to enjoy their 

work despite the complexity of care they were responsible for, and the sadness 

they experienced. This was despite working unsocial hours. Most of the ECNs saw 

long-term employment in working with AYAC. All the ECNs had ambitions to 

undertake more academic study in AYACC. Six of the eight nurses were inspired 

to become CNSs. For Anna, who had been qualified for seven years and working 

with AYAC, still saw herself as relatively junior and was clearly at a pivotal point 

in her career regarding what she might do next. Lauren on the other hand had 

changed careers and was able to draw on her previous experience as a social 

worker. She saw the advantages of bringing her past life experiences into her 

current work. Moving forward she was keeping an open mind but thoroughly 

enjoyed working in oncology which had surprised her. It was becoming apparent 

that these nurses were beginning to notice distinct nuances in caring for AYAC.  

During the early analysis of these stories, I established that nurses were often 

talking about similar topics within the dimensions of my analytical framework. 

Whilst they all differed in what they said, they offered perspectives on a theme 

which helped me to understand their experiences of caring for AYAC. In the next 

chapter, I refer to these themes as ‘common strands’, such as those found in a 

tapestry, as they were important in aiding my interpretation of the stories. The 

cross-stitch picture below (Figure 4.1) represents how I visualised the common 

strands. The common strands helped me to ‘retell’ the stories so I could use 

them to inform my findings, and recommendations, and guide the readers of this 

thesis and future audiences. The common strands will be presented and 

discussed in Chapter 6. 
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Figure 4.1 My visual representation of common strands 
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Chapter 5  Discussion 

5.1 Introduction 

I started this study seeking an answer to the research question, What are the 

experiences of early career nurses (ECNs) who care for adolescents/young adults 

(AYAs) with cancer in specialist age-appropriate settings? 

The aims were: 

a) To generate meaning of the experiences of ECN who care for AYA with 

cancer in specialist settings by exploring their narratives. 

b) To identify aspects of uniqueness attributed to the nursing care of 

AYAC.  

c) To examine the personal and professional impact on ECNs associated 

with caring for AYAC. 

d) To identify training/education and support needs for ECNs to support 

them in their care of AYAC. 

I adopted a NI approach to arrive at common strands that I constructed from the 

analysis of the ECNs’ stories of their experiences; this process is referred to as 

‘retelling’ by (Clandinin and Caine, 2013, p.34). Whilst this thesis outlines a 

systematic approach to this study, the integration of several theoretical 

perspectives has been weaved throughout as opposed to applying a single theory 

from the outset. Therefore, as this discussion unfolds, contributions to the 

development or extension of existing theoretical frameworks have evolved. 

Another outcome was that applied theory to the experiences that have been 

retold. 

In this study, the intention was to create a sense of meaning and significance to 

the topic of the role of nursing in AYAC, thereby adding to existing knowledge in 

this field. These meanings will not prescribe general applications but will offer 

insights into those who read this work. I recognise the formalistic tensions that 

this brings with other forms of research, such as in randomised controlled trials, 

and appreciate that I was at the formalistic boundary as I engaged in narrative 
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thinking throughout this study, a concept well described by Clandinin and 

Connelly (2000). 

The ‘retold’ story is based on common strands I found meaningful during data 

analysis. The common strands are matters that were elaborated in participants’ 

stories from their own experience and these are represented in Figure 5.1. 

Discussion on these strands is presented forthwith along with recommendations, 

strengths and limitations of the study which appear at the end of the chapter. 

 

 

Figure 5.1 Common Strands 

To return to the discussion of the place of theory in this study, as this chapter 

evolves several theoretical perspectives are explored within the common 

strands. 

5.2 Strand 1 The emotion of it all  

The major strand ‘the emotion of it all’ represented the prolonged and intense 

nature of the ECNs’ work with AYAC and their families. As was outlined in the 

introductory chapter and referred to in the literature review by others in the 

literature review, this was not an unanticipated finding, however factors that 

impact this because of the patient and care type are novel and I draw on some 

additional literature here, building on the literature review, to expand on these 
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concepts to contextualise this in relation to the work of nurses in AYACC. The 

ENC depictions of working in the specialist units were that it was busy and 

stressful, with acutely ill or dying young patients which required the integration 

of highly specialised technical and human skills. I interpreted three distinct 

elements to this strand: emotional range and labour, connecting with AYAs and 

families and coping with emotion. These elements acted as contributors to how 

all the nurses contended with managing the emotional aspect of their work in 

this field. Their stories helped me to gain insight into the intensity of the 

emotion work involved and what motivated them to do this work. 

5.2.1 Emotional range and labour 

5.2.1.1 Emotional range 

The nurses described a range of basic emotions brought about by working with 

young people with cancer and their families. We are reminded that everyone 

knows what an emotion is, until asked to give a definition (Fehr and Russell, 

1984, p. 464.). Whilst several theories exist to categorise and explain the 

emotions people feel (Ekman and Cordaro, 2011; Izard, 2007; Tracy and Randles, 

2011), early thinking established that there are six universal categories: 

happiness, sadness, anger, surprise, fear and disgust, all of which appeared in 

these nurses’ stories to varying degrees, see Table 5.1.  
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Table 5.1 Examples of emotions in nurses’ stories 

It is difficult to separate emotion from experience. Central to the science of 

emotion is the principle that emotions are rooted in subjective experiences that 

people represent with language (Cowen and Keltner, 2017; Kövecses, 2003). 

Further, people represent a variety of emotions during temporal experiences 

using a rich diversity of semantic terms that go beyond these six basic emotions 

which have been conceptualised to 27 different categories of emotion (Cowen 

and Keltner, 2017). Rather than being entirely distinct, Cowen and Keltner 

(2017) found people experience these emotions along a gradient, recognising 

that the boundaries between categories of emotion are fuzzy rather than 

discrete. To define these emotions would be limiting as when emotions are 

expressed, they are often entangled with thoughts, actions and feelings; 

therefore, the nature of the emotions expressed is discussed as it is represented 

through theoretical lenses of others. 

Emotions, as with experiences are relational and arise through interaction and 

communication. Both are multi-faceted and represented across various 
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biopsychosocial discourses (Theodosius, 2008). ‘Story telling’ within NI often 

involves the recollection of emotions during an experience (Holloway and 

Freshwater, 2007; Riessman, 2008); therefore, it was not unexpected that this 

became apparent in the data analysis and notable in the findings. I was struck by 

the intensity of the emotions described by the ECNs; when it was sad it was very 

sad and when it was happy it was delightful.   

Lauren spoke about the emotional turmoil of when cure was no longer possible 

for a patient and that she was seeking a miracle for them. She sounded sad and 

desperate for that patient and family. She was managing this emotion whilst 

continuing to deliver acute clinical care which could not be hindered because of 

the demands of the service and patient acuity.  

Jess spoke of when a patient died at night and the challenge this brought for her 

in relation to not having senior nursing support to guide her. Jemma also spoke 

about the tensions of being in charge out of hours. These nurses were left 

managing these highly charged emotional and complex clinical care episodes 

with no support around them. The ECNs, of similar age to the patients, were 

working hard to manage their emotions in the moment whilst acutely aware of 

the clinical responsibility they had.  

The contrast to extreme sadness was reflected in comments from happier times 

such as having fun (in the social hubs or helping a patient go to a rock concert); 

using humour; or when patients went into remission. I interpreted that, as much 

as Amy used humour as a communication tool she also seemed to enjoy the 

rapport this brought, recognising there was a place to use it appropriately. I 

sensed that she and the patients benefited from having a humorous encounter, 

even during harrowing chemotherapy, and it may even have been a coping 

strategy for them both. 

Bolton (2000) speaks of a positive side to using humour when it is considered as a 

way of managing emotions in an environment that could experience a range of 

complex and challenging emotions, such as grief, frustration or anger; this may 

be in part what was occurring here. Jemma tried to balance her emotional cost 

with the benefits of this type of work by telling me that the memories of 

relationships she built with patients would be positively indelible and extremely 

rewarding part of her work.  
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My explication was that the ECNs go through a range of emotions with the AYAs, 

brought about by the disease trajectory itself and length of time they got to 

know them. They were conscious of trying to manage their outward emotional 

expression in front of patients and families whilst they were also responsible for 

sustaining high levels of cognitive engagement by delivering complex care and 

treatment. This fits with Jackson et al.’s conceptualisation of nursing work that 

encompasses physical, emotional, cognitive and organisational labour (Jackson 

et al., 2021) all of which can be taken for granted. Physical, emotional and 

organisational labour have been well established in the literature and Jackson et 

al. (2021) purport that cognitive labour referring to the mental workload of 

nursing is as complex and skilled as other aspects of nursing work. In their meta-

narrative review, they identified that cognitive labour included learning, 

thinking, stacking and cognitive load, all of which form a considerable part of 

nurses’ work. This is evident for these nurses who are managing all four aspects 

of nursing work from very early in their careers.   

The ECNs seemed to display very caring attributes and emotions towards 

patients and families, which nursing scholars identify as at the heart of nursing: 

caring for others (Jackson et al., 2021; Theodosius, 2003; Watson, 1999; Watson, 

1979). Watson’s Philosophy and Science of Caring (1979) is concerned with how 

nurses express care to their patients. Her belief is that the act of caring is 

central to nursing practice and that a holistic approach to healthcare is central 

to the practice of caring in nursing. She recognises that nursing care promotes 

better health than a cure. Moreover, Watson (1979) is mindful of the human 

caring process in nursing, connected to human struggles and human tasks, all of 

which have been described by the nurses in this study. Building caring and 

compassionate relationships with patients has far reaching benefits for both 

patients and nurses. Not only can it improve patient outcomes, but it can also 

improve the well-being of practitioners themselves (Kinman and Leggetter, 

2016). As the role of nurses has developed and evolved within the last half 

century, concepts such as emotional management and intelligence have been 

emphasised and discussed in policy and evidence linked to patient safety, 

working cultures, stress, resilience and emotional labour (Department of Health, 

2013; Francis, 2013; Health and Safety Executive, 2020; Nursing and Midwifery 

Council, 2018). 
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In these stories I heard that working in AYA cancer specialist units can be hugely 

rewarding and satisfying, yet it can also be emotionally demanding and stressful. 

Given that the literature (Duarte and Pinto-Gouveia, 2017; Grant and Kinman, 

2014; Kinman and Leggetter, 2016; Kutluturkan et al., 2016) reports that the 

emotional demands of caring work make strong contributions to the high levels 

of stress observed in the nursing, as well as to compassion fatigue and burnout, 

it seems fitting to consider the concept of emotional labour in the context of 

AYA cancer nursing as told in these stories. I saw evidence of this being played 

out for these nurses during the study. 

5.2.1.2 Emotional labour  

Emotional labour (EL) is a sociological concept first described by Hochschild 

(1983) as the commodification of managed emotions, where employees induce or 

supress their feelings to create a desired display to generate a feeling in a 

customer. Her work examines this in airline staff, a discipline quite removed 

from nursing. However, she suggests that jobs that experience EL require three 

criteria: it involves face-to-face or voice-to-voice interaction; it requires the 

worker to produce an emotional state in another person; and lastly, it allows the 

employer, through training and supervision to exercise a degree of control over 

the emotional activities of the employee (Hochschild, 1983 p., 147). These 

criteria have been considered, debated and expanded in their application to 

nursing (James, 1989; McClure and Murphy, 2007; Smith, 1992; Theodosius, 

2008) but not reported on in the context of AYA cancer nursing.  

These expressions of emotions, which differ when portrayed in public and 

private spheres are guided by feeling rules (Hochschild, 1983) and these rules 

are managed by two key strategies: ‘deep’ and ‘surface’ acting. Surface acting 

is likened to the purposeful act of ‘faking’ emotions that workers know they are 

not feeling. In deep acting, employees attempt to feel a genuine emotion to 

connect with those they serve. Theodosius (2008) further develops and applies 

EL in the context of nursing by identifying three types of EL in nursing: 

therapeutic, collegial and instrumental. Therapeutic EL concerns the 

interpersonal relationships and interactions between nurses and patients and/or 

their families. Instrumental EL relates to nurses’ communication and 

interpersonal skills and confidence in performing clinical tasks to reduce 
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patients’ pain or distress or patients/families’ worries concerning clinical 

procedures and processes. Lastly, collegial EL refers to the interpersonal 

relations and interactions between nurses and their colleagues where 

information exchange is important for effective nursing care. In all three types, 

interpersonal processes and communication are required between nurses, 

patient/families and colleagues. In this study all three types of EL have been 

expressed by nurses.  

Recounting stories revealed that during interactive interpersonal activities, the 

ECNs in this study were managing their emotions and emotional expressions 

through strategies of deep and surface acting, which in themselves can be very 

emotionally demanding (Debesay et al., 2014; Delgado et al., 2017; Theodosius, 

2008). The effects of deep and surface acting in employees and nurses have 

been debated in the literature. Surface acting is recognised as having negative 

consequences for employees’ personal well-being and is associated with 

emotional dissonance (Grandey, 2015; Humphrey et al., 2015). This results in 

additional strain for nurses such as experiencing emotional exhaustion, burnout, 

stress, and psychological and physical ill health (Schmidt and Diestel, 2014). 

Deep acting is associated with positive elements of emotional labour such as job 

satisfaction, increased sense of connection with patients and patient satisfaction 

(Delgado et al., 2017; Humphrey et al., 2015) and arguably, less harmful to the 

employee.  

Some nurses in this study struggled to manage their emotions in front of patients 

and families, and indeed with colleagues. Anna found herself having a moral 

panic about colleagues becoming ‘friends’ with a patient on social media, thus 

potentially breaching professional boundaries and brought this to the attention 

of her manager as it was distressing her. She recalled that it was negatively 

impacting collegial relationships on the ward. It felt as if she had allowed herself 

to surface act to a point until she recognised the emotional demand it was 

causing her and the potential poor outcomes for patients and the nurses 

involved. What I saw here were indications of emotional labour having an 

adverse effect on the ECNs in AYACC, though they may not have realised the 

potential impact this was having on them long term. I questioned the cumulative 

effect this will have on these nurses and saw it as a personal and professional 
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risk if it is not pointed out as such. I also wondered about the age and maturity 

of the nursing colleagues Anna spoke about who engaged with a patient’s social 

media followership. She implied that her young colleagues (who seemed to be as 

young as her or younger) did not recognise the risks associated with developing 

social media friendships with patients, given that social media is such a defining 

part of current youth culture (Christensen et al., 2018).  

Caring for young dying patients clearly employs EL for these nurses, which is in 

keeping with findings from the literature review and the literature more broadly 

of dying adult and child cancer patients (Kelly et al., 2000; Lovatt et al., 2015). 

Other authors acknowledge that managing distress, suffering, trauma, death, 

bereavement, anxiety and anger were a common source of EL for nurses (Bolton, 

2000; Gray, 2009; Kelly et al., 2000). The evocative narrative of these stories 

highlights that EL is an active and demanding process, and this study explores 

the nature of that, as described in the next section.  

Whilst I interpreted that EL has potential negative connotations for these nurses, 

I am also mindful that the nurses expressed they got job satisfaction from 

working in this field. All nurses reflected on this when prompted to think about 

what motivated them to work in this area. Anna and Jemma captured this 

clearly when they told me they really enjoyed their profession and were 

motivated by it. Jade and Brian acknowledged their AYAC nursing learning 

journey and how they had begun to recognise the complexities of this type of 

care, as it involved more than they, and others thought it might.   

It could be argued that these nurses may not have seen EL as a burden, but 

rather as a gift, another concept that appears in nursing and EL literature. 

Hochschild (1983) suggests there is a ‘degree of control’ required by employees 

and employers in how emotions are managed between public sector workers 

(such as nurses and social workers) and face-to-face workers in the for-profit 

sector. Nurses, who are expected to display feeling rules at their own discretion, 

can surpass these rules and offer more of themselves to patient-carer 

relationships (Bolton, 2000). Hochschild and Bolton refer to this capacity to offer 

extra emotion work as a `gift'. Accounts from the ECNs in this study show how 

they may have enacted this so they may offer their emotion work as a gift to 

AYAs in their care. Jemma seemed happy to offer this in terms of her time with 



 
 

136 
 

AYA patients when they specifically asked for her to care for them. This included 

her staying late to specifically meet this request.   

Amy seemed to ‘gift’ herself in a variety of roles, all of which demanded EL, 

such as counsellor, nurse, friend or family member. Remarkably, in nursing there 

is little expectation this ‘special gift’ will be returned. This, unlike the concept 

of a ‘gift exchange’, carries with it no explicit or implicit demand for a return 

gift (Bolton, 2000; Titmuss, 2018). Mauss argued that gifts are part of reciprocal 

exchange because they are imbued with a ‘spiritual mechanism’ (Mauss, 1990). 

He refers to this as “the spirit of the gift”, whereby the gift carries with it the 

‘spirit’ of the giver. The giver, in this case the ECNs, do not just give an object 

or service, but also donate part of themselves, and something that is greater 

than themselves. It maybe that these ECNs provide gifts of care as part of 

creating a social bond with an unspoken obligation for reciprocation with AYAC 

and their families. This concept of ‘gifting’ was an unanticipated revelation that 

I established on the work of ECN with AYA with cancer, and one which has not 

been explored in the AYAC literature before. 

5.2.2 Connecting with AYAs and family 

Connecting with patients and families is well documented in the literature, and 

it appears to be the essence of nursing work.  A striking temporal narrative 

retold in these stories related to the connections or attachments the nurses had 

with patients and their families that developed over long periods of time, often 

years; a similar finding identified in the early research of Kelly et al. (2004) on a 

specialist teenage cancer unit. Some of the nurses recounted how they knew 

patients for as long as it took the patients to progress from adolescence into 

adulthood.  

Jade made the connection with the sadness of when treatment was no longer 

curative with the fact that she had got to know patients and the families over a 

long period of time. Amy extended this by noting the negative impact on herself 

and the wider team when the news is bad and that it becomes difficult to 

contain at times, again echoing Kelly et al.’s (2004) findings from their early 

study that relapsed disease is particularly hard-hitting.  
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There was a clear sense that the ECNs felt they got to know the families very 

well, stating that they knew these patients and families ‘properly’ and 

intensely, which is less likely to happen if they were working in a clinical area 

with a high turnover of patients. This resonates with the principle of therapeutic 

presence which is defined as a healthcare worker’s ability to make others feel 

safe, valued and understood through genuinely demonstrated empathy, 

compassion and respect (Chochinov et al., 2013). Delgado et al. (2017) derived 

from their literature review, that therapeutic presence was embodied within 

nurses’ interpersonal communication skills, that they were physically and 

emotionally present and available to patients/families and maintained an 

emotionally supportive environment amid competing demands and time 

constraints, much like these nurses. By demonstrating empathy and/or 

compassion in emotionally difficult situations the ECNs were continuing to 

support patients and families. The ECNs recognised the heartache that families 

were going through and often felt these family scenarios also resonated with 

them and their own families. Brian recognised a particular young patient’s age 

and family situation which resonated with him and his own family, thus 

enhancing his connectedness with the patient. This may be similar to the core 

concept of ‘bridging’ that was explored in Olsen and Harder’s (2011) study which 

emphasises the commitment that AYAC nurses have to patients and families. 

The ECNs’ stories reflected findings from an Australian study where healthcare 

providers working in paediatric oncology rated the relationship with the parents 

as an important reward, as well as being appreciated by the family, having a 

long-term or close relationship with parents, helping families through their 

entire cancer journey, and doing important things for families (Klassen et al., 

2012). The ECNs clearly also experience value in these relationships.  

I also interpreted that the nurses were experiencing different levels of 

connections with patients and families. I sought to explore if this had been 

explored in the AYAC literature previously and was introduced to the concept of 

‘connectedness’ which was defined as the extent to which a person perceives 

significant, shared, and meaningful personal relationship with another person, a 

spiritual being, nature or an aspect of one’s inner self (Haase et al., 1992). 

Phillips-Salami et al. (2012) proffer that the concept of connectedness in 
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patient–provider relationships have been hampered by a lack of conceptual 

clarity and propose a preliminary theoretical framework that identified 

antecedents, attributes and consequences of connectedness. Phillips et al. 

(2012) further developed this definition of connectedness:  

in social relationships, connectedness is the degree to which a person 

perceives that he/she has a close, intimate, meaningful and significant 

relationship with another person or group of people. This perception is 

characterised by positive expressions (i.e. empathy, belonging, caring, 

respect and trust) that are both received and reciprocated, either by the 

person or between people, through affective and consistent social 

interactions. (2012, p. 235)  

Phillips et al. (2017) applied this to AYA cancer care and noted that fostering 

connectedness was particularly important at the diagnostic phase as AYAs were 

acclimatising to their diagnosis and this had not been explored in the literature 

previously. Several strategies can be used by HCPs to deepen the connection 

with AYAs and these include identifying common bonds and humour (Phillips et 

al., 2017). I recognised this several times with the ECNs. Brian, Jess, Amy and 

Rachel all echoed this when they noted that they may have similar age-related 

interests that enhance their relationship by drawing on youth specific issues such 

as choosing career or education paths, music tastes and other related cultural 

issues. Humour initiated by the HCP is appreciated by AYAs (Phillips et al., 

2017). This is similar to Essig et al. (2016) and Gibson et al.’s (2012) research, 

discussed previously in the literature review chapter, where there was an 

expectation that nurses would spread good humour and cheer, balance 

professionalism and close relationships with parents and check to make sure 

AYAC patients had all they needed.  

What should be avoided is AYAs feeling disconnected with HCPs as this can lead 

to AYAC feeling dehumanised, powerless and having a lack of self-determination 

(Phillips and Haase, 2018). I did not get a sense from the ECNs that they had 

conceptualised the importance of humour in regard of fostering connectedness. 

This seemed like a ‘nice to have’ approach to care as opposed to it being 

considered a powerful one for patient engagement. Equally, it seemed that the 

nurses were enacting these strategies quite unwittingly, which may have been 
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part of the culture of care in these specialist units. Additionally, the use of 

humour as employed by the ECNs in this study appears to give joy to the nurses 

as well as being of benefit to the patients. 

Connection with patients and families is an integral component of all health and 

social care work. Some see it as a central truth of human life such as Brown 

when she says that ‘connection is why we're here. We are hardwired to connect 

with others, it's what gives purpose and meaning to our lives, and without it 

there is suffering,’ (Brown, 2015, p. 8). In nursing, we do this in many ways such 

as in physical care as well as in all our communication, be that for information 

exchange or any other therapeutic purpose. Much communication and 

connection happen simultaneously for these nurses, AYAs and their families, 

which is reflected as a theme and being a challenge in the literature review 

chapter. One reason for this relates to the AYAs’ age (15-25yrs), they cross the 

legal threshold of having autonomy in legal terms whilst grappling with the start 

of developing an independent relationship from their parents (Chisholm et al., 

2018; Day et al., 2018; Essig et al., 2016; Flynn et al., 2017). Whilst there are 

arguments for and against the presence of parents and time alone for AYAs, 

there is no doubt that separating them for all communication is unhelpful. In the 

stories told here, parents featured heavily. The intensity of parental input may 

have come as a surprise to some of the nurses, particularly those who were 

trained as RNs (adult) compared to those trained as RN (child) nurses when they 

first worked in the specialist setting. Jemma, as an adult trained nurse found 

the intensity of parental involvement a shock when she started working in the 

field whereas Claire and Jess, RN (child) saw this as an integral part of their 

work. I saw this as adult trained nurses having a focus on patient-centred care 

whereas RN (child) have a family-centred approach to care. Neither branch of 

nursing appears to consider the unique needs of AYAs within person-centred or 

family-centred care, suggesting this needs to be enhanced in both curricula.  

Facilitating communication within triads such as HCPs, AYAC and 

parents/supporters is beginning to receive traction in the literature in terms of 

how to navigate this around key phases in the cancer trajectory, such as in 

shared decision-making, adherence and end of treatment (Robertson et al., 

2015; Smith et al., 2020). Smith et al. (2020) refer to supporters as those within 
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the family, act as if they are family or significant others so I will use that 

terminology to depict the same herein. Arguably, some of the ECNs in this study 

may not have appreciated the significance of this in terms of fostering 

connectedness or indeed information exchange. Smith et al. (2020) state that 

HCPs can have a profound impact on an AYA’s view of, and engagement with, 

healthcare. It is the responsibility of those working with AYAs, regardless of the 

setting, to ensure they have the appropriate skill set. They need this to 

understand the importance of appreciating an AYA’s individual perspective to be 

able to fully engage the AYA in their healthcare. The nurses in this study seemed 

to be learning this vicariously without considering the risk to themselves of 

potentially over-sharing or investing, or indeed of managing triadic 

communication as a concept during their day-to-day clinical activity. 

5.2.3 Coping with emotion 

Cancer nursing is a specialism that poses higher risk for burnout due to the 

persistent and sometimes overwhelming emotional stress from witnessing 

patient death and dying (Davis et al., 2013). Although as discussed earlier, the 

nurses all reflected on the range of emotions experienced in caring for AYAs, 

they also told me about how they coped with the sadness and stress of this, both 

in and away from work. Whilst this doctoral research is not exploring the 

concept of burnout per se, to ignore this as a potential risk for these nurses 

would be an oversight. Maslach (1998) describes the concept of burnout as a 

persistent response to interpersonal job-related stressors characterised by 

“overwhelming exhaustion, feelings of cynicism and detachment from the job, 

and a sense of ineffectiveness and failure” (Maslach, 1998, p. 68). This syndrome 

is characterised by three dimensions: emotional exhaustion, depersonalisation 

and reduced personal accomplishment (Maslach and Jackson, 1984). Emotional 

exhaustion resulting from high stress levels is described as job-related 

exhaustion and depletion of one’s emotional resources. Depersonalisation is 

defined as cynical, negative attitudes that may result in callous and noncaring 

conduct (Maslach, 1998). Reduced personal accomplishment reflects one’s 

perception of a lack of competence and productivity in the work setting 

(Maslach, 1998). According to Maslach (1998), these three dimensions are 

interrelated. Although all areas of oncology nursing are stressful, studies tend to 
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focus on inpatient paediatric or adult oncology settings more than any other 

when discussing levels of stress and burnout, so it is interesting to hear of the 

types of emotion work and challenge these nurses describe in an AYAC specialist 

setting, which are not dissimilar.  

My interpretation was that the nurses were at that point, not showing signs of 

burnout, possibly because I was not exploring this as an element of their story, 

but given the theoretical framework presented by Maslach, I could see the 

intensity of the emotions the nurses experienced might lead to this. A major 

stress for oncology nurses is when a patient, with whom they have developed a 

close relationship, dies (Barnard et al., 2006). This is significant for nurses 

working in paediatric oncology (Spinetta et al., 2000; Zander et al., 2010) and is 

reflected here in AYA cancer care too. 

The nurses in these narratives described three main ways of managing their 

stress levels. These centred on personal coping mechanisms, organisational 

support mechanisms and social support mechanisms and these will be discussed 

next. 

5.2.3.1 Personal coping mechanisms 

Five nurses (Claire, Jade, Jemma, Rachel, Anna and Lauren) described the 

importance of exercise to help them deal with the demands of work. Claire 

compared her nursing job to an office type job whereby she could switch off 

from work - once she removed her uniform, she was no longer a nurse. She 

added that as she took no objects such as a laptop home with her, she would not 

be reminded of work that had to be done. She spoke of her journey home as a 

transitional phase. Here, these nurses describe healthy, adaptive coping 

mechanisms (Happell et al., 2013). Claire could be described as using emotion-

focused coping by removing her uniform, which has been hypothesised as dealing 

with the unpleasant emotional effects of stress rather than finding a way to 

ameliorate its cause (Folkman and Lazarus, 1988). Some would say this is a 

lesser coping strategy (Lambert and Lambert, 2008) yet others argue this use of 

distancing and self-control may predict better emotional health in nurses (Lim et 

al., 2010). For now, the nurses appear to be actively recognising and attempting 
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to manage their emotional well-being by using a range of personal techniques 

such as exercise, distancing and writing a reflection, as Lauren described.  

These ECNs displayed resilience which has been described as having the capacity 

to respond to stress in a healthy way such that goals are achieved at minimal 

psychological and physical cost. Resilience has also been identified as a key to 

enhancing quality of care and sustainability of the healthcare workforce 

(Hlubocky et al., 2017). From the stories told, the nurses have developed 

adaptive mechanisms, or resilient characteristics similar to those described by 

critical care nurses that allow them to continue to deliver high quality care and 

stay intact in spite of adverse situations that AYA cancer patients and families 

find themselves in (Mealer et al., 2017). However, having strong adaptive 

personal coping mechanisms alone may not be sufficient as protective factors 

against stress and burnout. 

5.2.3.2 Organisational support mechanisms 

All the nurses reported positively on the general support of their colleagues, 

particularly when emotions were high on the units. Rachel referred to the 

normalcy of distress that can be felt by staff and that they automatically 

recognised this in each other and then gave support. I interpreted this to mean 

she felt confident and safe to express how she was feeling, a phenomenon that 

Maytum et al. (2004) suggested was useful as a short-term work-related coping 

strategy in a descriptive qualitative study with 20 experienced nurses who work 

with children with chronic conditions, interviewed about their experiences with 

compassion fatigue and burnout. This is further echoed by researchers who 

found that colleagues’ support could enhance nurses’ resilience (Cameron and 

Brownie, 2010). 

Anna expressed concern about the coping strategies of her colleagues as well as 

helping them maintain their own professional boundaries with a particular 

patient which was an added stress for her. She was pleased that an episode 

where she perceived her peers were potentially breaching their professional 

boundary with a young patient was handled sensitively and proactively by 

managers, leaving the team able to function in a constructive supportive way. 

She further encapsulated the value of working within a supportive team saying 
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how important it was to work where openness is fostered. She recognised the 

importance of the offer of support from the wider HCP team which was 

proactive and verbalised regularly. This appears to normalise the notion that 

support is needed in what is considered an extraordinary environment. This offer 

comes in the form of individual or group support, and confidentiality and respect 

seem to be at the heart of it which promotes a sense of comradeship. She 

described it as being “in the same boat” and placed great value in this. 

The notion of structured organisational support was recounted in several of the 

nurses’ stories. Six of the nurses (Claire, Jade, Jemma Jess, Amy and Claire) 

mentioned there were structured support sessions, facilitated by a 

counsellor/psychologist that they could attend if they felt they needed this. Few 

of these occurred on the units specifically, with the majority of these being 

offered as a self-selecting activity for the nurse to undertake. Claire spoke 

positively of that staff support and mentioned having access to structured and 

unstructured sessions with psychologists, support from nursing colleagues of all 

levels including the lead nurse and access to a “wobble room” described as a 

relaxation space, where she could go if the work became too demanding. This 

demonstrates that in this region, staff support was held in high regard and was 

actively supported and delivered.  

In the NHS England (2017) Next Steps on the NHS Five Year Forward View it is 

posited that NHS staff health and well-being is a priority for the NHS as it 

struggles to cope with rapidly ageing populations, burgeoning chronic disease 

burdens and events such as the recent COVID-19 pandemic. They state that 

interest in improving both the mental and physical health and well-being of HCPs 

is paramount. Interventions to improve healthcare staff health and well-being 

have tended to focus on supporting or improving individual coping skills rather 

than affecting the workplace environment such that it promotes healthier 

behaviours (Brand et al., 2017). To some degree that is what these nurses also 

report; there are support mechanisms, but the nurse must be self-motivated to 

access them. They also reported that these organisational support mechanisms 

(e.g., group support sessions) were reduced during COVID-19, when they were 

never more needed. It is argued that NHS environments, whether funded by the 

NHS itself or part-funded by charities as in the case of AYAC, have a 
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responsibility to place staff well-being needs as a priority. This should be 

acknowledged by strong visible leadership at senior management and board level 

on improving the health and well-being of staff working in such emotive 

environs.   

A systematic review by Brand et al. (2017) into whole-system approaches to 

improving the health and well-being of healthcare workers, revealed that 

interventions incorporating these whole-system approaches can improve 

healthcare staff health and well-being and increase health behaviours. The 

reality for these ECNs is they were not experiencing a whole-systems approach 

to improving their well-being. Few studies report favourably on a whole-systems 

approach suggesting that in AYA cancer care it is poorly understood, resourced 

and enacted so staff continue to run the risk of having their health and well-

being impinged. There is still work to be done by AYACC organisations in 

supporting staff as indicated by Beresford et al., (2018) 

5.2.3.3 Social support mechanisms 

All the nurses in the study spoke of the support they got from family and friends 

outside of work. Some, like Jemma, spoke of the intrigue their families and 

friends have about their work. Some like Anna, Lauren and Rachel had family 

members who were nurses or HCPs, so they spoke of the value of these 

supporters having a common professional insight into their work. Lauren 

reflected on the value of this for her when she spoke of her mother, an ex-

nurse. I understood this to mean that having the opportunity to debrief with 

someone she respected, who knew the ‘display rules’ of nursing, would 

understand what she was going through so that she could process things when 

they were difficult for her. I felt this was something she needed that was over 

and above what was offered in a structured way by her organisation. 

The impact of the emotional work of AYAC nurses on their own loved ones has 

not been reported in the literature to date and thus is an unanticipated and 

novel finding in terms of AYAC nursing. This deserves further research.  Jess’ 

partner, for example, seemed to be at a loss as to how to support her if she had 

a bad day and she did not want to burden him with what she was experiencing, 

mostly because he could not understand it. She was also mindful of protecting 
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patient confidentiality, so I felt she was almost ‘imprisoned’ by this, which led 

her to carry this emotional burden home with her. Jemma and Amy spoke of 

sharing some information on patients, without breaching confidentiality with 

their parents. Both indicated their parents became vicariously involved with 

these situations, especially when the news was not good. One of these nurses 

told me her parents were now asking after ‘the boy’. I felt that she was 

beginning to show signs of reaching the limit of her coping capacity and perhaps 

needed to start managing her feelings about getting close with patients through 

a route other than her parents, as much for her parents’ sake as for her 

professional standing. I began to see the risks of over-connecting with patients 

and families that may have inadvertently caught up with these nurses without 

them realising it. 

Although family can be considered as a strategy for nurse coping surrounding the 

death of a child, nurses’ professional confidentiality remains an issue with this 

type of social support as has been established elsewhere (Forster and Hafiz, 

2015). This was echoed in a literature review which recognised the tensions 

between closeness and professionalism existing between nurses and parents of 

children in palliative care settings (Brimble et al., 2019), although not epecially 

in AYACC. This made me question the further need for educating AYAC nurses on 

the risks that leaning too much on friends and family for this type of support 

may have for them as professionals, and on those with whom they share their 

emotional burden, however confidential they maintain patient information. This 

is in keeping with suggestions from Brimble et al. (2019) and needs to be applied 

in AYAC training and education programmes. 

5.3 Strand 2 Age matters 

The concept of age in the narratives features strongly. Primarily this begins with 

the demographic of the patients these nurses care for. The fact that they are 

AYAs cared for in clinical settings suggests from the outset that they have 

particular age-related needs which will be discussed. In addition, the age and 

experience of the nurses is striking, unanticipated and novel; this will also be 

discussed.  
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5.3.1 Nurse age and experience 

None of the nurses had actively sought to work in AYA oncology and they framed 

their arrival there as ‘something that just happened’ because of their student 

nursing placement experience or local employment practices once they 

qualified. Therefore, working in the environment had been opportunistic rather 

than planned. When I planned this study, I had an open mind about the age of 

participants. I was interested in the most junior staff nurses and as a nurse 

teacher/academic, expected to see a broad age range given the expanding range 

of routes into nurse education in the past five years. All bar one (Lauren, 46 

years) were aged less than 29 years. 

This led me to explore and apply the concept of generational diversity (not 

previously been reported in the AYAC) which has emerged as an international 

challenge for workforce design to ensure it attracts both the earlier generation 

and retains existing generations of nurses (Cole, 2020; Hart, 2006; Shacklock and 

Brunetto, 2012; Wolff et al., 2010). In generational theory it is acknowledged 

that workforce diversity is far more heterogeneous than in the past (Howe and 

Nadler, 2010). However, in nursing workforce literature much is aligned with the 

challenges that managers have regarding working with generational groups of 

nurses who have differences in attitudes and values in and to the workforce 

(Hendricks and Cope, 2013). The ECN participants in this study fall into the 

categories of Generation Y (born between 1977-1993) or Z (born after 1993), 

making them a similar age to the patients and their parents, so they have much 

to relate to in terms of generational experiences (Stevanin et al., 2018).  

Stevanin et al. (2018) found differences among generations in work-related 

attitudes, emotional aspects of nursing work, leadership preferences and 

practice in their mixed methods systematic review of international nursing 

studies. It is suggested that generational differences and their impact on 

perspective with which they interpret and experience the world and workplace, 

should be taken into account when creating study and work environments 

(Weston, 2006). A study in 2016 of Generation Z in general, revealed they sought 

constant development, mentoring and security. Generation Z are prepared to 

work hard yet at the same time there is an expectation that they will have quick 

career progression (Iorgulescu, 2016). Additionally, Generation Z value when 
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honesty and integrity is shown by managers but they do not have fully developed 

specific skills and competence essential for the workplace (Deloitte, 2017) . 

Thus, Generations Z appear to have different needs and motivating factors that 

impact the work when they commence employment. I interpreted from the nine 

nurses that they aspired to be clinical nurse specialists from early on in their 

careers without spending a protracted period at the bedside providing direct 

care. I wondered if this could be seen as a protective factor from the emotion of 

the work they were involved in. The nursing shortage may also be a conduit to 

an expedient promotion to this role given that managers will not want to lose 

nurses to other areas or even the profession.  

Similarly, the age of nurse was perceived as significant by the participants in 

terms of appreciating youth culture and youth issues, a factor they felt may not 

be understood by older nurses. The ECNs felt this assisted with their relatedness, 

yet I was struck by the fact that they had not quite factored in that they would 

age beyond the age bracket of those they cared for. I also saw that being of a 

similar age caused an existential crisis for some of these nurses who put 

themselves in the shoes of the patients they were caring for. This exposed them 

to the hardship of having cancer as a youth and recognised the implications of 

this for patients and their families, who resonated deeply with them. Another 

risk associated with being a similar age was a potential to use more youth 

friendly language which the nurses recognised as being less professional, but 

they seem to know consciously or subconsciously there was a line to be drawn 

when using this. Anna could recognise this in herself and told of when her 

colleagues struggled to manage this which caused her moral distress. As an older 

nurse Lauren, recognised that age was irrelevant and what was important was 

connecting with the patient on a human level. 

I wondered if the ECNs were recruited with their youth in mind, but felt that on 

balance, with the nursing shortage being so prevalent this was unlikely as the 

needs of the managers was to have nurses on the ground over quality of care or 

age of nurses. Jemma alluded to this when she was fretful of being the most 

senior nurse on the night shift when she commented that the matron was just 

interested in numbers of nurses to cover the floor, as opposed to considering the 

support needs of nurses doing the work with little consideration of their age or 
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experience. Given the lack of proactive structured support to help nurses deal 

with the four types of labour, as described by Jackson et al. (2021), I derived 

meaning from the stories that the work of these AYA cancer nurses entailed all 

aspects of that conceptualisation of nursing work. This included the emotional 

labour of it which links to the age similarity of the patients they were caring for, 

which appeared to add another dimension to the AYAC nurse-patient 

relationship. 

I was reminded of the extraordinariness and vulnerability of young nurses caring 

for young dying patients especially as these nurses told me how much their age 

enhanced their relatedness with patients and parents. Again, this appears to be 

an original finding and not previously discussed in the AYAC literature. Exposure 

to prolonged death, to the death of patients to whom the nurses feel close to, to 

the death of young patients and to the death of patients with an incurable 

disease, is associated with increased stress and emotional exhaustion in health 

professionals (Redinbaugh et al., 2001). In a study of 360 nurse working with 

patients at EOL in five hospitals in Lisbon, researchers concluded that nurses’ 

attitudes to death only differ in their sociodemographic and professional 

characteristics in a depersonalisation subscale, which obtained statistically 

significant higher scores in single, younger male nurses (Gama et al., 2014). This 

is not something that was established in this doctoral study but it does highlight 

that age and experience may influence how nurses respond to death and dying, 

as indicated in findings from the literature review, where dealing with EOL 

conversations was deemed difficult for many HCPs (Avery et al., 2019; Sansom-

Daly et al., 2020; Wiener et al., 2015). As already mentioned in the introductory 

chapter,  Banerjee et al. (2017) study of professional burnout in 600 European 

young oncologists (40 years or younger), identified that four fifths reported that 

burnout was significant. This would place the oncologists from Banerjee et al.’s 

study as Generation Y or Z and denotes the importance of recognising the 

potential serious personal sequelae of burnout such as anxiety, depression and 

suicide which have been reviewed elsewhere (Bowden et al., 2015; Shanafelt 

and Dyrbye, 2012). 

Zander et al. (2010) argued that although an experienced paediatric oncology 

nurse may feel the intensity of grief on the death of a patient as acutely as when 
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they were newly qualified, with experience they developed more coping 

strategies to manage their grief. Hinds et al. (1994) identified that nurses 

attempted to develop their own coping ability in their first year after 

graduating, using various strategies such as crying, venting or problem solving. 

Conversely, the same study established those who were more experienced in 

were able to “let go” over time (Hinds et al., 1994). This meant that they 

permitted themselves to accept the loss of patients they had grieved for or by 

leaving their emotional burdens at work. What also emerged in that review was 

that the use of reflective practice and learning from experience also influenced 

how nurses cope (Zander et al., 2010). The needs of health care professionals 

coping with the loss of an AYA with cancer in a specialist setting has not been 

written about in the AYAC literature to date.  What is interesting here is that all 

the ECN were fairly recently qualified, and they told me how they coped in and 

out of the workplace. I felt Claire and Brian to be the only two who were able to 

compartmentalise their emotional burdens and leave them at work; in fact, 

Claire spoke of the process of donning and doffing her uniform as part of the 

process, actively leaving work behind when she removed her uniform. 

Otherwise, the other nurses all spoke of carrying this emotional burden away 

from work. Whilst Lauren is in her second career and a late entrant to nursing, 

she is still an ECN. Her life experience may have helped her cope with the loss or 

impending loss of young patients, as well as her story of writing reflections to 

aid her learning and coping. Nonetheless, despite both being seemingly 

protective factors, she still expressed intense emotion. This perhaps highlights 

that irrespective of age, these nurses can be troubled by the work they do 

because of the age of the patients but what may be different, is how they cope 

with this as they become older and more experienced.  

No study has examined stress and coping in nurses in AYA cancer care 

specifically, and this study now illuminates aspects of these issues and thus 

offers an original contribution to knowledge. What has been identified is that 

nurses who manage their emotions emanating from stressful oncology work 

settings and can understand emotions in their adult patients, could effectively 

make more emphatic clinical decisions that positively influence patient‐focused 

care. What may be more difficult for nursing AYAC patients is recognising that 

during their developmental phase, AYAC may struggle to label their own 
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emotions which leaves the nurses having to guess what they might be feeling. 

This may be against the backdrop of the nurses themselves, who are at the lower 

age range, not having completely developed brains or adolescence until the age 

of 25 (Foulkes and Blakemore, 2018).  

What this ECN study emphasises, and the meaning I have derived from the 

stories here, is the importance of managers to consider how ECNs manage their 

emotions and cope with the stress from this work setting. They can then 

implement supportive measures such as clinical supervision for these nurses 

through their initial employment period, keeping them at the bedside to ensure 

high‐quality patient care, as well as caring for the welfare of the nurses 

themselves (Mazzella Ebstein et al., 2019).Taking account of the age and 

experience of the nursing team in these units is something managers may want 

to consider, as the various needs and expectations that each generation has of 

its job and their employers can vary. Some of the ECNs in this study reported the 

CNS or senior nurse checking in on them and the positive impact and value of 

this should not be underestimated. Therefore, being aware of generational 

differences in relation to nursing recruitment, retention, communication, 

continuous professional development and succession planning should not be 

ignored. What has not been examined in this study is if nurses or their managers 

have considered that there may be generational differences, and the differences 

between staff are attributed merely to age rather than generational differences. 

On these specialist units, as in all workplaces, all generations of nurses interact 

regularly. Each has varying insights and opinions, and there are likely to be 

differences within the teams as described by the nurses within the study, some 

of whom were of similar age to patients or of similar age to parents of patients. 

If Generation Z nurses feel they can relate particularly well to AYA with cancer, 

as they have reported in these stories, they will inevitably grow out of this 

relatability because of their own ageing.  

5.3.2 Patient age 

The age of these patients transcends this whole thesis and research process as it 

underpins the specialism of AYACC and the specialist environments within which 

these nurses work. It features heavily in the stories that have been told, 

attending to it forms the essence of care that these nurses provide. It is not the 
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purpose of this study to describe what AYACC is, as that has already been 

explored in the work of others (Bibby et al., 2017; Cable and Kelly, 2019; Kelly 

et al., 2004; Kirchhoff et al., 2017; Smith, 2004; Smith et al., 2016; Warner et 

al., 2016; Wright et al., 2014). However, it is important to reflect on the 

literature review as well as findings from the analysis. Key themes from the 

literature review (Chapter 3) are echoed by the nine nurses. Given that no 

previous study has explored the experiences of junior nurses such as these ECNs, 

this study highlights some but not all of the patient age-specific issues that were 

identified in the literature review. In the main, this concerns the 

acknowledgement that these young patients were proceeding through their 

adolescence into young adulthood and that developmentally and socially they 

were different. Secondly, communication about key issues such as at EOL or 

sexuality can be a challenge. None of the stories revealed any particular 

challenges as regards clinical decision-making, FP and managing an altered 

appearance that were identified as key issues in the literature review. The 

stories did not take us there, or rather these were not themes identified in the 

analysis.  

However, what is apparent from the stories told is that the nurses are part of a 

unique approach to AYA cancer care, by the nature and culture and physical 

environment of the specialist unit, that aims to provide adolescent responsive 

care. Several concepts that have been used to support this include 

developmentally appropriate healthcare (DAH) (Dovey-Pearce et al., 2020; Farre 

et al., 2016; Farre et al., 2015; Rapley et al., 2019) and age appropriate (AA) 

healthcare. DAH comprises five dimensions as outlined in Table 5.2.  

Table 5.2 Conceptual dimensions of developmentally appropriate healthcare 
for young people (Farre, 2015, 2016) 

1 Biopsychosocial development and holistic care 

2 Acknowledgement of young people as a distinct group 

3 Adjustment of care as the young person develops 

4 
Empowerment of the young person by embedding health education and 

health promotion 

5 Interdisciplinary and interorganisational work 
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This differs from attempts to provide AA care, which tends to focus on a more 

AA physical environment, and describes features of provision such as appropriate 

communication, confidentiality and a general holistic focus (Rapley et al. 2019). 

The context of AA cancer care is known to be multi-faceted and complex, thus 

limits any attempts at generating a straightforward definition. A mixed-methods 

study by Lea et al. (2018) sought to develop an evidence-based, contextually 

relevant and operational model defining AA care for teenagers and young adults 

(TYA) with cancer in England. Seven core components of AA care were identified 

and were presented as a conceptual model.  

This is in keeping with what was defined as unique in TYA cancer specialist units 

in England in an earlier study (Taylor et al., 2011) where the care approach in 

these units is underpinned by expertise and a distinct philosophy of care. The 

nine ECNs in this study all alluded to this concept of AA care and were cognisant 

that the environment lent itself to promoting that, with access to social spaces, 

later waking times and the opportunity to have family and friends visit more 

freely (outside COVID-19 restrictions). Key in the studies of Lea et al. (2021); 

Lea et al. (2018); Taylor et al. (2011) is recognising individuality for AYAC which 

seems to be a developing concept for the ECNs. Lea et al. (2018, 2021) and 

Taylor et al. (2011), argue, however, that with more recent discourse referring 

to DAH, understanding of young people’s developmental needs is a part of 

understanding young people’s holistic needs, which also features in Lea’s (2018) 

conceptual model. This has been recognised as a major challenge for health 

services because young people have a range of needs based on their personal 

circumstances (World Health Organization, 2003). 

What is not so well understood from these ECN stories is the level to which the 

nurses understood these key conceptual frameworks and their role within them. 

Their entry to this specialism was mostly opportunistic so they may have initially 

been captivated by the physical space and general vibe of the specialist unit. As 

they develop into their posts, they become enculturated to an environment that 

is about more than its physical space. The reality of this is that despite having 

an AA or DAH approach to the care of these young patients, these nurses are still 

required to be technically competent in the delivery of clinical care, 

irrespective of patient age. 
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Despite the development of DAH, AA care or any other conceptualisation to 

make youth healthcare more mainstream, serious illness or death of a child or 

young person is difficult and often inconceivable for HCPs who care for them. 

This was recognised in Tutelman et al. (2019) and Avery’s (2019) studies where 

HCPs expressed feelings of helplessness at not being able to fix or cure the 

cancer in AYAs. This sense of failure was linked to a feeling of frustration that 

cure was not possible for young patients. Both of those studies suggested 

training and education of those involved in the care of AYAC, but if these nurses 

have not had any insight into this possibility in the context of delivering complex 

clinical care, then post-registration training and development on their own may 

be seen as a luxury waiting to happen. What is to be avoided is the normalising 

of death in young people and acceptance by nurses and managers that this will 

happen and that preparedness and support, through formal and informal 

measures, be considered. This study strengthens this need. What appears 

difficult in the context of DAH or AA care is the application of this to AYAC who 

are dying, thus I recognise there is a gap in the literature on how well-prepared 

nurses and other healthcare workers are for this occurrence. This narrative study 

highlights this as a challenge for ECNs, their colleagues and indeed their own 

families, because the death of someone so young is not a regular occurrence.  

5.4 Strand 3 AYAC nursing 

The final strand relates to AYAC nursing and the continual learning journey that 

the ECN are on. Others have written about elements of AYA care and aspects of 

the specialism, but few have determined what is distinct about AYACC nursing 

practice and this section offers new insights into what this might look like. I 

determined that not only were the ECNs striving to learn about nursing in this 

specialism, but also how to survive and thrive within it. The ECNs in this study 

had been qualified for a minimum of six months up to seven years with the 

average length of qualification being just over three years. They were also 

starting their career when sustainability of healthcare workers is an 

international imperative (World Health Organization, 2016), with nursing 

shortages posing particular challenges for many governments including the UK, 

the USA, across Europe and Australia (Health Workforce Australia, 2014; NHS 

England, 2017; NSI Nursing Solutions Inc, 2019; Zander et al., 2016). The impact 
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of COVID-19 on nurses has also been problematic owing to shortages of personal 

protective equipment, insufficient staffing and inadequate safety precautions 

(Gómez-Ochoa et al., 2021; Jackson et al., 2020), placing all nurses at risk of 

adverse mental health (Pappa et al., 2020; Shaukat et al., 2020).   

At the time of writing this thesis, the second report of session 2021-11 by the 

Health and Social Care committee (HSCC) appointed by the House of Commons 

on Workforce burnout and resilience in the NHS and social care was published, 

(Health and Social Care Committee, 2021). It highlighted that the COVID-19 

pandemic increased NHS workforce pressures exponentially and workforce 

burnout was described by many as the highest in the history of the NHS and care 

systems and as such, it is an extraordinarily dangerous risk to the future 

functioning of both the NHS and social care services. In that report, The Kings 

Fund scathingly informed the HSCC that before the pandemic resilience was a 

picture of significant fragility in both the NHS and social care workforces which 

had not been managed effectively at a national level. They add they do not feel 

the current workforce could be described as resilient because of several key 

issues. These include significant shortages of particular staff groups, including 

nurses, widespread vacancies and tolerance of excessive workloads; difficulty in 

retaining existing staff (especially nurses), with inability to achieve a work-life 

balance increasing rapidly as the reason given for resignations; an incoherent 

approach to workforce planning; and inadequate funding for education and 

training.  

It is remarkable that these ECNs are working to survive, thrive and strive in their 

care for AYAC despite and during the COVID-19 pandemic. In their efforts to do 

this, I felt that they sought two main foci in their learning and development: (1.) 

developing competence as an AYA Cancer nurse and (2.) Working as an AYA 

cancer nurse. 

5.4.1 Developing competence as an AYA cancer nurse 

What struck me when hearing the stories of these most junior nurses on these 

units was that after a period of clinical upskilling to meet the demands of their 

employers, they were often left in charge of caring for AYAC with very complex 

needs and treatment regimes. Several of them told me they had been or were in 

the processes of being taught or assessed as competent in technical clinical skills 
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such as administration of chemotherapy, management of peripherally inserted 

central catheters and percutaneous endoscopic gastrostomy feeds. Clearly there 

were opportunities for them to access this extra training and they were keen to 

develop further clinical competence. Brian vocalised that he had become quite a 

skilled nurse and saw this as a positive acquisition that could prepare him for 

working in other clinical environments. This echoes the notion of portability as a 

priority for early to mid-career nurses as identified in a Canadian study (Price 

and Reichert, 2017). In addition, Price and Reichert (2017) determined that 

ongoing professional development is an expressed need and expectation for 

nurses across the various career stages. Healthy work environments were 

identified by nurses as those that invested in CPD opportunities to ensure 

continuous growth in their practice and provide optimal quality patient care. 

What can be seen in this study of ECNs in AYACC is that training and 

development is being offered to ensure the oncology service can be delivered, 

though some of the nurses referred to an additional desire to become more 

knowledgeable and competent in meeting the unique needs of AYAC, which may 

not be seen as a priority for managers of those services. With the gap in any 

mandate or direction at policy level on this (relating to AYA cancer in general or 

AYA cancer care), it is difficult to argue for additional training to meet this 

need. 

It is indisputable that the clinical competence of registered nurses is an essential 

component in the delivery of nursing care. Despite competence being widely 

debated in the literature, ambiguity as regards its definition still exists, as 

illustrated by several concept analyses where much complexity exists around this 

notion (Garside and Nhemachena, 2013; Smith, 2012). 

I derived meaning from the stories that in essence the nurses had achieved basic 

clinical competence and they were on a journey to prepare to develop their 

competence in becoming an AYAC nurse, with aspirations to become a CNS. This 

is in keeping with the seminal work of Benner who described competence 

development as a process that begins as a novice, advancing through several 

phases to the level of an expert nurse (Benner, 1984). She highlighted the 

significance of experience, alluding to capacity for theoretical thinking and 

judgment, rather than the length of service. However, nursing practice is not 
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only shaped by individual nurse’s experiences but also by the work environment 

(Pennbrant et al., 2013). Therefore, multiple factors that enhance the 

development of nurse competence early in their career is important.  

Given the relative novice emergence of AYA cancer as a specialism, little has 

been written about nursing competence in the field. The TCT (2014) undertook a 

3-stage Delphi process (engaging expert nurses, nurses from across generic 

clinical areas and a consensus group of nurses) to build on the work of (Gibson et 

al., 2012; Gibson et al., 2003) to develop a competence and career framework 

for nurses. Gibson et al. (2012) reported on 13 core competencies derived from 

across various health professions working in teenage and young adult cancer care 

(including nursing) and offered an early description of the knowledge and core 

skills required by these professionals. It was the first systematic attempt to 

outline the contribution that AYAC nurses make to AYAC.  

More recently Lea at al., (2021) determined that four key factors facilitated 

holistic competence in AYA cancer care for HCPs, by conducting a multiple case 

study in four regions across England, in 24 different care settings. HCPs 

described how their knowledge, skills and abilities, and overall competence 

were central to their caring role. AYAC wished to receive care which considered 

them as a whole person, including their social, emotional and psychological 

needs, in comparison to care which focused on their clinical and physical care 

needs only. The four key interlinking factors were identified as the environment 

alone, the experience continuum, enthusiasm and education. 

Lea et al. (2021) noted that aside from the physical environment looking 

different, there was also access to the specialist multi-disciplinary team. This 

reflects the environment issue for the ECNs in this study where they reflected on 

the facilities such as ‘hubs’ or hangout spaces that were created especially for 

young people to convene in. In addition, the ECNs referred in their stories to 

having access to specialist professionals such as YSC and CNS in TYAC where 

dedicated emotional support for patients formed the backbone of care delivered 

there. Accordingly, I questioned whether these ECNs realised they were on the 

path of developing competence in AYA cancer care because of the environment, 

which cannot be expected to afford them this in isolation.  
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Narratives from the ECNs in this study suggest that once they have achieved 

their basic clinical skills and competence to be able to deliver clinical care, the 

ECNs aspire to learn more through inhouse and formal education. They recognise 

that AYAC have different needs but did not articulate them very clearly at this 

stage in their career. What is not contested in the literature from both UK 

(Gibson et al., 2012; Taylor et al., 2016) and Australian (Bradford et al., 2018) 

studies is the need for HCPs in AYAC to have specialist education. These studies 

propose content that might be included within courses. Caring for this group of 

patients requires some generic and specialist understanding of cancer care as 

well as AYAC needs (Cable and Pettitt, 2018). Arguing for specialist education in 

this niche field, however, competes with other greater service demands and is 

difficult to implement.  

5.4.2 Working as an AYA cancer nurse 

In this study I heard about many aspects of the ECNs’ work in specialist AYAC 

settings. Much of what they described includes delivery of complex cancer 

treatments and management of IV lines, and I propose a model AYAC nursing 

work which has not been described before. This builds on the meta-narrative of 

Jackson et al. (2021) that recognises four key types of nursing labour that are of 

equal importance: physical, emotional, cognitive and organisational. 

Through the stories told here, this study has demonstrated that AYAC nursing 

work is complex and included the four types of nursing work described by 

Jackson et al. (2021). This is demanding and difficult work, for which these ECNs 

are accountable for from the minute they register. These nurses are operating in 

and across many occupational, departmental, organisational and age-related 

boundaries. Through this narrative study, I have strengthened the view of the 

specific AYA cancer related knowledge and skills that underpin this type of 

nursing and offer an original insight into this unique type of nursing practice.  

From reviewing the literature (Chapter 3), gathering and analysing stories from 

nine ECNs (Chapter 4) and discussing themes identified in the common strands 

(Chapter 5), whilst drawing on my own philosophical assumptions, I propose a 

new conceptual framework for AYAC nursing.  
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This proposed framework builds on the work of Lea et al. (2021) (holistic 

competence in AYACC) and Jackson (2021) (four types of nursing labour) and my 

representation of it is outlined in Figure 5.2. 

  

Figure 5.2 Conceptual framework of adolescent/young adult cancer nursing  
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Underpinning this framework is: 

1. A supportive cancer care environment where the holistic, social and 

developmental needs of AYAs with cancer, their families, peers and 

supporters are considered. 

2. Recognition that a range of specific AYAC nursing knowledge and skills 

that include clinical, technical, psychosocial, critical appraisal, 

leadership/management, collaboration, reflection and self-caring ability 

are required. 

3. Recognition of the need for emotional support, continuous professional 

development and career development opportunities is necessary in AYAC 

nursing. 

4. An ability to plan and measure quality and safety outcomes that consider 

AYA nursing practice, patient care and service improvement. 

5. Recognition that physical, organisational, emotional and cognitive work of 

nurses are of equal importance throughout the career development of all 

AYAC nurses. 

The construct of this original conceptual framework serves as a starting point for 

the discussion of the work of AYAC nurses particularly for those early in their 

careers. Whilst the framework may be perceived as linear, it is important to 

acknowledge that AYAC nursing work is dynamic and complex. For now, it is 

based on the work of ECN and has the potential to be extended for other levels 

of nurses as they progress their careers in AYA cancer care. The framework 

highlights the complexity of the type of work that these nurses do and how they 

work in complex adaptive systems.  

5.5 Recommendations 

In this section I link recommendations to the common strands of meaning and 

offer recommendations for practice, education, research and policy.  

5.5.1 Practice recommendations 

It is important to acknowledge and discuss the impact of caring for this 

patient population has on nursing staff. The following are suggested:  

1. That a whole-systems approach in AYACC be considered in regard to 

staff well-being. 
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2. That regular purposeful staff check-ins from experienced members of 

the MDT be implemented on AYAC Units. 

3. After significant events such as a particularly stressful/busy shift or 

when a patient relapses or dies, nurses should have the opportunity for 

a 1:1 conversation to reflect upon their experience, to articulate and 

‘make sense’ of their feelings and learning and consider how it may 

impact upon their future nursing practice. This conversation should be 

with a designated member of senior staff.  

4. Further support e.g., counselling should be offered if nurses require 

ongoing support. 

5. That managers consider the intergenerational needs of nurses and 

teams working on units. 

6. That managers are aware of some of the risks and benefits of 

Generation Z nurses caring for Generation Z patients. 

7. That staff inductions to these units include preparedness for difficult 

conversations as well as the death of young people.  

8. That all staff, including nurses have opportunity to engage in AYAC 

specific education in addition to developing mandatory clinical skills. 

5.5.2 Education recommendations 

Whilst few formal courses exist in the UK, many aspects of AYAC need to be 

conveyed, formally and/or informally, with nurses working in this field in order 

that knowledge, skill and competence is developed, for example:  

1. That formal and informal learning on the unique holistic needs of AYAC 

are integrated into workforce plans. 

2. That formal and informal post-registration curricula/courses consider the 

types of labour involved in AYACC including emotional labour involved in 

AYACC, AYAC developmental needs, teaching on holding difficult 

conversations and supporting AYAC, their supporters and staff during EOL.  

3. That attention is paid to the protection and management of professional 

boundaries when working with AYAC and their supporters. 

4. That the health and psychosocial needs of AYAs in general are taught in 

undergraduate nursing curricula, in both CYP and adult nursing.  



 
 

161 
 

5. A purposeful programme of experiential learning for newly appointed staff 

should be developed whereby more experienced AYAC nurses should 

mentor and share learning with junior nurses 

5.5.3 Research recommendations 

Whilst aspect of AYACC have been established from empirical study to support 

its specialism development, nursing contribution to this is less well understood. 

Therefore, it is recommended that: 

1. The proposed model of AYA cancer nursing is tested for use across the 

span of nursing roles and in various settings, nationally and 

internationally. 

2. Formal evaluation of any education initiatives is undertaken, 

particularly those that support holding difficult conversations with 

AYAC and their supporters. 

3. Longitudinal evaluation of the emotional impact on ECNs and those 

who are more established in their careers in AYACC should be 

undertaken to assess its impact and consider strategies to support it. 

5.5.4 Policy recommendations  

At the time of writing, NHS England awaits an update on the Service 

Specification for Teenagers/Young adults with Cancer which define the 

standards of care expected from organisations funded by NHS England to provide 

specialised care. Patients were advised that the cancer service should have 

enough staff to give good safe care and that professionals should have the right 

qualifications and experience. 

1. It is advised that a workforce analysis is undertaken in each specialist unit 

to review what skills and qualifications staff, including ECNs have. 

2. Funding should be made available by the NHS to support nurses to 

undertake CPD in the field of AYACC. 

5.6 Original contribution to knowledge 

As a narrative inquirer, I am concerned with a deeper understanding of the 

research puzzle and thus by examining the stories relaying experiences of ECNs 

in AYAC specialist units, it may encourage readers to rethink and reimagine the 
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working life for early career nurses in these specialist environments and beyond, 

thus contributing to nursing knowledge in this specialist area. Having reviewed 

the literature and evidence within this area, it is evident that some of the issues 

explored in this thesis have been explored previously as per the literature 

review, whilst others have not. These studies may have included different types 

of nurses and indeed HCPs, settings and geographical locations, and through 

different methodologies. My study offers new perspectives on the work of early 

career nurses in AYACC in the UK, insights into the uniqueness of this work and 

acts as a springboard for further discussion for nurses in this specialism in the UK 

and beyond.    

What is also an original contribution to knowledge, is an acknowledgement that 

age matters for patients and nurses themselves, especially as both progress 

through their adolescence into young adulthood.  

5.7 Limitations 

Narrative inquiry methodology acknowledges there is no final, end or single story 

we can tell. Therefore, this may not satisfy those who want to “see a single 

truth, or accuracy and verifiability of data” (Clandinin, 2013, p. 205). The 

stories told by participants were not narratively smoothed and their inherent 

tensions and contradictions were made apparent. 

The limitations of narrative inquiry methodology, as used in this study, are those 

inherent to immersion in the three-dimensional narrative inquiry space. 

Therefore, this inquiry was limited to the stories of experience told by nine 

participants across six different hospitals and may not be representative of 

nurses’ experiences in AYAC units across the rest of the UK or internationally, or 

indeed for nurses who care for AYAC outside of these specialist units.  

It is acceptable to have smaller sample sizes in narrative inquiry, though some 

would argue that nine is an adequate sample size in qualitative research. 

Recruitment was hampered by COVID-19 which could not have been anticipated. 

This resulted in a gendered sample, with, all bar one, identifying as female and I 

accept that this may limit the data from a gender perspective. I am mindful that 

the nurses told their stories during COVID-19 and their experiences and own 

well-being may have been hampered by the timing; therefore, timing may have 
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been an issue. This is something that I could not have avoided within the 

timescales of the doctoral course.  

My own experience as a novice researcher must be acknowledged. Kim (2015, p. 

20) alerts novice researchers to the risks of narrative inquiry given the fact that 

the dominant view in a positivist world dominates the discourse on research. I 

accept this is my interpretation of rich, complex data presented in story form. I 

felt obliged to retell every aspect of the nurses’ stories here, but with time and 

word limitations, this could not be done. Whilst I tried to present each story 

uniquely, I accept there may have been some omissions which could have added 

to the richness and analysis.  

5.8 Dissemination plan 

Table 5.3 outlines the dissemination pan I intend to use with the study. 

Table 5.3 Dissemination plan 

Product Target 

Audience/Event 

Target 

date 

Lead Status 

Presentations 

 

1. A Foucauldian 

analysis of the 

development of 

AYA cancer care 

in the United 

Kingdom 

 

2. Emotional labour 

in AYA cancer 

care 

 

3. A conceptual 

framework of AYA 

cancer care 

nursing 

 

4. Surviving and 

thriving as an ECN 

in AYA cancer 

care 

 

 

 

AYA Cancer Global 

Congress Sydney, 

Australia 

 

 

 

 

TYAC Conference 

(Online) AYA Cancer 

HCP 

 

In progress 

congress UKONS & 

EONS Conference 

AYA Global 

 

In progress 

congress UKONS & 

EONS Conference 

AYA Global 

 

 

 

 

Dec 

2018 

 

 

 

 

 

Sept 

2021 

 

 

2022 

 

2023 

 

 

2022 

 

2023 

 

 

 

MC 

 

 

 

 

 

 

MC 

 

 

 

MC 

 

 

 

 

MC 

 

 

 

 

 

Done 

 

 

 

 

 

 

Done 

 

 

 

Progressing 

 

 

 

 

Progressing 
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Social Media  

To share findings, 

publication and 

develop networks via 

my Twitter feed 

@Mariacable2 

Cancer nurse 

@UKONS 

@CancernurseEu  

@RCNResearchSoc 

@RCNCancerforum 

@Cancerlead 

 MC Ongoing 

 Nursing general 

@RCNNRN 

@CypRCN 

@RCNstudents 

@Wenurses 

@WeStudentNurse 

 MC Ongoing 

 Charity funders 

@TeenageCancer 

@TeenCancerUSA 

@CanteenAUS 

@Canteen_Ireland 

@YLvsCancer 

 MC Ongoing 

 AYAC social 

movement 

stakeholders 

#AYACSM 

 MC Ongoing 

 Policy 

makers/Influencers 

@APPGyoungcancer 

@TYACpro 

@CCLG_UK 

 MC Ongoing 

Publications 

1.  An analysis of the 

development of 

adolescent and 

young adult 

cancer care in the 

United Kingdom: 

A Foucauldian 

perspective 

 

2. The experiences 

of ward nurses 

who care for 

adolescents/ 

young adults with 

cancer (AYAC) in 

specialist settings 

- a scoping review 

 

 

Nursing Inquiry 

 

 

 

 

 

 

 

 

Planning stage 

 

 

 

 

 

 

 

 

 

Jan 

2019 

 

 

 

 

 

 

 

Circa 

Jan 

2022 

 

 

 

 

 

 

 

MC and 

DK 

 

 

 

 

 

 

 

 

MC/DK/

TW/CR 

 

 

 

 

 

 

 

Done 

 

 

 

 

 

 

 

 

To start 
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3. Emotional labour 

in AYA cancer 

care for ECNs 

 

4. A conceptual 

framework of AYA 

cancer care 

nursing 

 

5. Surviving and 

thriving as an ECN 

in AYACC 

  

Planning stage 

 

 

 

Planning stage 

 

 

 

 

 

Planning stage 

 

Circa 

Jan 

2022 

 

Circa 

Jan 

2022 

 

 

Circa 

Jan 

2022 

MC/DK/

TW/CR 

 

 

MC/DK/

TW/CR 

 

 

 

MC/DK/

TW/CR 

To start 

 

 

 

To start 

 

 

 

 

 

To start 

Posters 

1. The experiences 

of ward nurses 

who care for 

adolescents/ 

young adults with 

cancer (AYAC) in 

specialist settings 

- a scoping review 

 

 

AYA Global congress 

(Online) 

 

Dec 

2021 

 

MC/DK/

TW/CR 

 

Accepted 

 

5.9 Chapter summary 

This chapter presented my interpretation of the common strands which helped 

me interpret nurse stories. Figure 5.3 represents how I visualised these strands 

which on the outside appear ordered and well presented to create a picture, yet 

when the underside is revealed, it can be very messy, fuzzy, complex, and 

interwoven.  
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Front Back 

  

Figure 5.3 Revised visual representation of common strands 

The experiences of ECNs who work in specialist AYAC settings are manifold; 

these nurses are impacted by this work in their professional and personal lives as 

are their personal supporters because of the unique nature of their work. For 

many, they are engaged in, or recently completed, the preceptorship period of 

their newly registered nursing career and are establishing their role as a 

registered nurse in a specialist oncology setting within the NHS. Only when they 

have achieved the perceived competence required to safely deliver care to 

cancer patients, do they feel ready or have the capacity to learn more about the 

holistic care for AYAC. Clinical skill development and ward management are both 

considered to be important aspects of their role, yet all the nurses 

acknowledged there was a greater need to understand the developmental 

aspects of AYAC patients’ lives which included managing and working with their 

parents/supporters. The emotional labour of this work has been highlighted in 

this narrative research which concurs with other existing empirical evidence and 

theoretical perspectives. The tensions and complexity of this work have been 

revealed and a critical construction of AYA cancer nursing knowledge developed. 

Study limitations and a dissemination plan have been articulated.  
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Chapter 6 Conclusion 

Complete understanding of these stories from ECNs is not possible. These stories 

may have been told and heard in incomplete or inconsistent ways. The 

relationships the ECNs have with patients and families are powerful, yet 

transient and often never reaching closure. Therefore, nurses often live with 

ambiguity and transience and may struggle to spare time, energy and emotion to 

move towards a subjective stance/position with AYAC and their families. If the 

ECN’s goal is to strive to completely understand the practice of AYAC nursing, 

they have to accept that coping with ambiguity and transience is part of that 

understanding. They must also recognise the risks and tensions between 

positions of empathy, neutrality and distance as part of the nature of this work.   

I am mindful that I do not hear the subjective experiences of the patient, 

families/supporters or managers. I only heard the subjective experiences of 

nurses so cannot lay claim to certainty. These stories are not the actual 

experiences, merely rendering or ordering of them. My postmodern view also 

looked at what was not said as the stories are not linear (Clandinin and Caine, 

2013). Narrative inquiry is not simply a recount of stories nor is it an assumption 

that what was experienced is what was described. By attending to this 

contention as is often part of the postmodern position, I may not have arrived at 

any emergent truth or certainty but revealed events compounded by complexity 

that may challenge assumptions about the nature of AYAC nursing and the 

practice of young nurses being with young patients and their families. 

The stories told in this thesis, whilst localised and personal, have yielded a novel 

and insightful narrative about the nature of AYAC nursing. What is important is 

that we look after our young - patients and nurses - for they are all deserving of 

a bright future. How we do this bears great consequence for their long-term 

potential, for if we do not look after our ECNs, young cancer patients will 

struggle to receive the unique nursing care that they need. 
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Appendix 3 Summary of included papers 

 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

1 Albers, Bergsma et al. 2020 

Netherlands 

The aim of this study was to determine 

preferences of AYAs regarding 

communication about intimacy and 

sexuality and examine discrepancies 

between AYA and HCP.  

Source of Data 

JAYAO 
 

A cross-sectional 

survey  

AYAC & HCP 
N = 52,  
Nurses = 40 
 

Communication about sexuality was considered important by >90% of AYAs and 

HCPs. Of the AYAs, 41% did receive information from a HCP, 21% of them was 

satisfied with it. HCPs held physicians and nurse 

practitioners responsible to discuss sexuality; AYAs preferred nurse 

practitioners and sexologists. Main barriers to initiate a discussion on sexuality 

are “feeling of shame” for AYAs and “presence of a third party” for HCPs. Most 

AYAs would like to receive information about sexuality through a website (66%) 

or conversation with a HCP (64%) before start of treatment (64%). HCPs would 

be helped by written material (75%) and additional training (71%) to give to 

AYAs. 

2 Albers, Haj Mohammad et al. 2020 

Netherlands 

This study aimed to gain insight into 

perspectives of healthcare 

providers in facilitating AYAs’ needs 

regarding sexual health 

Source of Data - Journal of Cancer 

Education 

 

Semi-structured 

interviews 

Drs =  6, Nurses = 8 Interviews with the healthcare providers revealed five themes concerning the 

discussion of sexual health: (1) being responsible for bringing up the topic of 

sexual health, (2) finding optimal timing to discuss sexual health, (3) acquiring 

knowledge to enable discussion of sexual health, (4) facilitating 

communication about sexual health, and (5) providing informative material for 

AYAs. 
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   Author, Year, Country, Aim of Study, 

Source of data,  

Design & Methods Target Population Findings  

3 Avery et al. 2019 

Canada 

This study aimed to explore the 

experiences of HCPs involved in 

introducing and providing palliative 

care caring for AYAs with advanced 

cancer 

and their families to understand the 

unique challenges HCPs experience. 

Source of Data JCO Oncology 

Semi-structured 

interviews 

Drs = 10, Nurse = 4 
 

Four themes emerged that speak to HCP difficulty: (1) challenges helping 

AYAs/families to engage in and accept palliative care; (2) uncertainty 

regarding how to involve the family; (3) HCP sense of tragedy; and (4) HCP 

sense of emotional proximity. Participants described an increased emotional 

connection with the AYA population and more turmoil when treating younger 

people with advanced cancer. This type of emotional proximity contributed 

to their reluctance to engage in discussions about palliative care with AYAs 

and their families. In addition, HCPs were unsure how to approach/include 

the family in palliative care discussion when there is the common perception 

that palliative care is synonymous with EOL. 

4 Bahrami et al. 2017 

Iran and Australia 

This study aimed to assess the 

viewpoints, experiences and 

preferences within the clinical 

communication triangle (parent, 

adolescent, healthcare team) 

concerning the information sharing 

process for adolescents with cancer. 

Source of data - Journal-Supportive 

Care Cancer 

 

Descriptive  

exploratory study. 

In-depth semi-

structured 

interviews were 

conducted, and 

data were analysed 

using constant 

comparative 

analysis. 

N = 33 participants 

were recruited (to 

include adolescents 

diagnosed with cancer 

aged 15–20 years, their 

parents, oncologists 

and nurses). 

Data analysis yielded three main themes. 1.Disaffiliation of adolescents in 

information-sharing process with three sub-themes: confusion and 

unanswered questions and seeking information from inferior sources. 2. 

Barriers to information-sharing with three sub-themes: parents as 

gatekeepers in the information-sharing process, cultural background creating 

strong barriers for information-sharing and the negative attitude of the 

medical team towards information-sharing. 3.The last theme is cornerstones 

in information-sharing process with three sub-themes: trust and honesty to 

enhance communication between adolescents and the medical team, the 

necessity of paving the way for information-sharing, and the value of gradual 

information-sharing based on the adolescents need and mental readiness.  

Information-sharing process needs to be gradual and based on the 

adolescent’s need and mental capacity 
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 Author, Year of Publication Country, Aim of 

study, Source of data,  

Design & Methods Target Population Findings  

5 Barlevy, et al. 2016 

Switzerland and Canada 

 

This systematic literature review aims to 

aggregate and summarise the attitudes, 

beliefs, and patterns of behaviour of all 

stakeholders (i.e., patients, parents, and 

healthcare providers) in oncofertility 

discussions when the patient is an adolescent 

(12–17 years old). 

Source of data Journal - Journal of 

Adolescent and Young Adult Oncology 

Systematic Review 

96 articles are 

included in this 

review 

AYA patients, 

Parents and HCPs 

The findings are grouped into four main thematic categories: the 

adolescent patient’s perspective, the parent’s perspective, the healthcare 

professional’s perspective and recommendations. 

HCP and parents underestimate the need for oncofertility counselling. YP 

believe HCPs misperceive it is as big a problem as it is for them. Some 

HCPs are uncomfortable to discuss often due to language and cultural 

barriers 

6 Berger, et al. 2019 

Australia 

The aims of this study were to (1) understand 

the experience of HCPs caring for AYA with 

incurable cancer; (2) explore whether 

experiences vary across professional 

disciplines; and (3) identify challenges in the 

management of AYA and the factors enabling 

HCPs to deliver care with greater confidence. 

Source of data - Journal of Adolescent and 

Young Adult Oncology 

Descriptive. 

Using semi-

structured in-depth 

interviews, 

underpinned by 

grounded theory. 

MDT n = 12 (which 

included nurses n = 

6) 

Healthcare challenges: variation in knowledge and experience impacting 

care delivery; absence of guidelines or CPD; communication, lack of care-

planning forums, barriers to age apt info delivery, lack of formalised 

structures, lack of skill building opportunities. 

Enablers include MDT care, shared decision-making, interdisciplinary 

support and collegiality, understanding life stage in context of incurable 

disease, role of AYA cancer specialist service, maintaining professional 

boundaries, role of senior staff. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

7 Bradford, et al. 2018 

Australia 

The aim of this study was to identify 

the learning needs of HCPs providing 

cancer care to adolescents and young 

adults before and following the 

introduction of a state-wide AYA 

cancer education programme. 

Source of data - Journal of Adolescent 

and Young Adult Oncology 

Descriptive. 

Survey x 2 

Survey1 n = 122  

(Nurses n = 52, Dr n = 

13, HCP n = 47, Other 

n = 10) 

Survey 2 n = 73 

(Nurses n = 36, Dr n = 

4, HCP n = 30, Other n 

= 4) 

 

To provide high-quality healthcare to AYAC, HCPs require ongoing 

opportunities for education and training. 

8 Day et al. 2018 

To investigate healthcare 

professionals’ (HCP) 

views of teenagers’ involvement in 

decisions about their care and 

treatment for leukaemia 

Source of data - Paed Blood and 

Cancer 

Participant 

observation at 98 

MDT meetings and 95 

open ended, semi-

structured interviews 

and informal 

conversations with 

clinical teenage 

cancer teams 

at one UK tertiary 

referral centre.  

 

Observations of MDT 

meetings (N = 98; 58 

HCP), semi-structured 

interviews with HCP (N 

= 12 of them 5 nurses; 

 

HCP revealed principles relating to the involvement of teenagers with 

leukaemia in decision-making: (1) do the ‘right thing’; (2) act on the 

care and treatment preferences of the teenager; and (3) openly disclose 

information about the teenager’s condition. These principles were 

prioritised and utilised uniquely in each situation, reliant on three 

mediating factors: (1) family communication styles; (2) stage of illness; 

and (3) nature of the disease. Specialist haematology teams are aware 

of the individual and shifting and situational preferences of teenagers. 

They follow the lead which teenagers give them regarding these 

preferences. If actual practice with regard to the involvement of 

teenagers is found to be wanting, this study refutes that this should be 

ascribed to insensitivity on the part of HCPs about teenagers’ 

informational and decisional role preferences. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

9 Essig et al. 2016 

A multi-perspective approach, drawing 

on perspectives of former adolescents 

with cancer, patients’ parents, 

physicians and nurses with the aim to 

provide suggestions for improvement 

in communication in adolescent cancer 

Care 

Source of data - Paediatric Blood 

Cancer 

Focus groups Adolescent cancer 

survivors (n = 16), 

parents (n = 

8), paediatric 

oncologists (n = 

12), and paediatric 

oncology nurses (n 

= 18)  

The following themes were identified (1) The framework in which professionals 

communicate with adolescents with cancer (regression in a time of detachment, 

adolescents’ perception and knowledge of illness, cognitive versus legal maturity, “lost in 

transition” between paediatric and adult oncology); (2) communication difficulties 

between professionals and patients and parents (professionals and patients/parents 

identified the other party as the source of difficulties); and (3) effective professional 

communication (there was some overlap on how doctors and nurses should communicate, 

along with substantially different expectations for the two professions). 

10 Essig et al. 2019 

To pilot and evaluate communication 

skills training (CST) for HCPs 

interacting with adolescent patients 

with cancer and their parents based on 

participants’ needs  

Source of data - JAYAO 

Pre and post-test 

Questionnaires 

Drs = 26, nurses = 

24 

The proportion of participants who felt confident increased significantly in 6 of 19 

communication items (p < 0.05). Positive feedback outweighed negative in quantity and 

quality. Predominant themes immediately after training were the training’s practical 

orientation and intensity, and 6 months later, increased self-confidence and applied 

communication techniques. Participants noted that the effect diminishes with time and 

expressed their need for booster trainings. 

11 Gibson, et al. 2012 

Source of data Journal - European 

Journal of Cancer Care 

Descriptive.  

Diamond ranking 

of 2 workshops 

N = 102, WS1 N = 

22, nurses = 4; WS2 

80 HCP 

The workshops generated three diamonds, which exhibited agreement of 13 principal 

skills, knowledge and attitudes. The top two being: ‘expertise in treating paediatric and 

adult cancers’ and ‘understanding cancer’. The data from the education day suggested 

communication, technical knowledge and teamwork as being core role features for 

professionals who care for young people with cancer. Integration of both datasets; one 

derived inductively, the other deductively provides a comprehensive outline of core skills 

health professionals require to be proficient in young peoples’ cancer care 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

12 Kelly, et al. 2004  

United Kingdom 

The aim was to conduct an empirical 

investigation into the adolescent 

cancer care experience by focusing on 

the first specialist unit to be 

established in the United Kingdom in 

the early 1990s. The primary aim was 

to describe how this care setting itself 

was perceived from the perspective of 

those involved. 

Source of data Journal - International 

Journal of Nursing Studies 

Descriptive. 

An in-depth 

ethnographic 

approach - 

Observation and 

interviews 

Teenage/Young Adults 

n = 10, Parents n = 10, 

and HCP n = 14 (incl 

nurses) 

Two data themes ‘cancer and the cancer unit’ and ‘changes over time’  

are discussed in this paper. Benefits of the unit included shared  

understandings and the way the privations of adolescent  

cancer was contained and managed by those involved. 

13 Laryionava et al. 2018 

Germany 

To understand oncologists’ 

treatment decisions and oncology 

nurses’ perception of these 

decisions in young adult patients and 

to investigate the extent 

to which young age was a factor in 

cancer treatment decisions 

Source of data - The Oncologist 

Interviews  HCP n = 29, incl 
Nurses = 7 
 

Oncologists and nurses reported that decisions about limiting cancer 

treatment with young adult patients are the most challenging and 

stressful in clinical practice. Apart from using young age as a proxy for 

patient’s medical fitness, oncologists’ decisions in favour of more 

aggressive treatment of younger patients were mainly guided by ethical 

reasons such as patient preferences and the perceptions of injustice 

associated with dying at a young age, as well as by psychological 

reasons, such as identification and emotional entanglement 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

14 Lavender, et al. 2019 

United Kingdom 

 

The aim of the study was to explore 

health professional perceptions of 

communicating with adolescents and 

young adults with bone sarcoma about 

clinical trial participation.   

Source of data Journal - Supportive 

Care in Cancer 

 

 

Narrative Inquiry 

using in-depth 

interviews   

18 multidisciplinary 

HCPs working in a 

supra-regional bone 

and soft tissue sarcoma 

centre. 

Participants described professional expertise, the development of 

specialist knowledge and skills and strategies used to develop trusting 

relationships with adolescents and young adults with bone sarcoma. 

These factors were perceived to facilitate communication about clinical 

trial participation. Identified themes were having credibility through 

expertise of the team, developing specialist communication skills 

through reflection on practice, having inclusive approaches to education 

and training about clinical trials, individual communication styles used 

to form trusting relationships, using a patient-centred approach to 

connect with adolescents and young adults, creating time needed to 

form trusting relationships and effective team working. 

15 Norton and Wright 2020 

This study explored nurses’ 

experiences of undertaking fertility-

related discussions with 

AYAC aged 13–24 years 

Source of data JAYAO 

Semi-structured 

interviews/IPA 

N = 11 Nurses Parents/family were experienced as self-appointed informal 

gatekeepers who were perceived to hold the power to control nurses’ 

access to communicate with young people about fertility issues. Nurses 

adopted a supportive role, which was enhanced by the positive nature 

of their relationship with the TYA. Uncertainty was expressed over 

whether the TYA had been fully informed of their infertility risk and 

potential FP options. Nurses should manage parental involvement 

sensitively if TYAs are to make informed decision regarding their future 

reproductive health. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

16 Olsen and Harder 2011 

Denmark 

The aim of the study was to generate a 

substantive theory by exploring 

processes and strategies of oncology 

nurses engaged in a nursing 

programme, which aims at supporting 

these young patients and their 

significant others to maintain, 

establish and strengthen support from 

their social network during the 

treatment period. 

Source of data Journal - European 

Journal of Oncology Nursing 

A grounded theory 

approach was used 

and data were 

generated through 

interviews, 

observations, 

informal 

conversations and 

documents.  

Nurses n = 7 ‘Bridging’ was defined as the core concept in nurses’ strategies aimed 

at creating a space for the TYAs’ normal growth and development. By 

strategies of ‘Tuning in’, ‘Framing the situation’, ‘Navigating towards 

the goal’ and ‘Connecting people’ the nurses attempted to provide a 

foundation for the seriously ill TYAs to connect to their normal everyday 

life. 

17 Pearce et al. 2018 Semi-structured 

interviews using 

narrative inquiry. 

HCP = 18 incl nurses 
 

New understandings emerged about perceptions of, and factors that 

influence participation in, clinical trials. These include perceptions 

about the importance and design of the clinical trial, communicating 

with young people in an age-specific manner, using language young 

people are comfortable with, support from family, peers and specialists 

in teenage and young adult cancer care. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target 

Population 

Findings  

18 Smith, 2004 

United Kingdom  

The aim of this literature review was 

to identify the evidence available to 

support the need for adolescents to be 

nursed on specific Adolescent Units. 

Source of data Journal - European 

Journal of Oncology Nursing 

Systematic 

literature review. 

27 studies included.  

Of these, 13 

quantitative, 8 

qualitative and 6 

mixed methods. 

AYA Cancer 

units/ HCPs 

Analysis of the research included in this study indicates that there are a 

number of psychosocial factors that affect the quality of the hospital 

experience for the adolescent with cancer. Key factors include ward 

environment, attitudes of HCP, adolescent development, nurse’s knowledge 

and spending time with them, place of care important. Staff have education 

& development needs to care for AYAC and support for them is also required. 

19 Smith et al. 2017 

The purpose of this evidence-based 

project was to use an advance 

directive document as a guide to 

initiate communication about ACP for 

young adults with high-risk cancer in a 

simulated clinical setting 

Source - Journal of Hospice and 

Palliative Nursing 

A pre-test/post-test 

nonexperimental 

design 

N = 18 nurses There was an overwhelmingly positive response 

to this simulation activity. The participants felt that the 

simulation should be held routinely and that ACP should 

be a regular part of conversations with patients. Advance 

care planning is important and, too frequently, a missing 

step in the care of young adults with life-limiting 

conditions. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target 

Population 

Findings  

20  Taylor et al. 2016 

International 

 

E-Delphi study HCPs N = 294, 

Nurses = 105 

The areas of competence rated most important were agreed to be: 

‘Identify the impact of disease on young people’s life’ (skill); ‘Know about 

side effects of treatment and how this might be different to those 

experienced by children or older adults’ (knowledge); ‘Honesty’ (attitude); 

and ‘Listen to young people’s concerns’ (aspect of communication).Given 

the high degree of consensus, this list of competencies should influence 

education curriculum, professional development and inform workforce 

planning. Variation in strength of agreement for some competencies 

between professional groups should be explored further in pursuit of 

effective multidisciplinary team working. 

21 Tennyson and Griffiths 2019 

United Kingdom 

 

This review aimed to synthesise and 

critically evaluate studies investigating 

professionals’ experiences of 

discussing fertility issues with AYAC 

patients and to understand the 

barriers and facilitating factors to 

having these conversations with this 

specific age group. 

Source of data Journal - Journal of 

Adolescent and Young Adult Oncology 

Systematic review. 

15 articles 

reporting 14 studies 

were included in 

this review. 

HCPs Participants reported patient, parent, professional and institutional factors 

that influenced fertility discussions. The most commonly reported barriers 

were the lack of patient educational materials and staff training. 

Participants were more likely to discuss fertility with patients who were 

male; had less severe disease; and raised the issue of fertility themselves. 

The findings suggest that professionals’ own values and opinions influence 

the likelihood of fertility being discussed, with implications for guidance 

and training. 
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 Author, Year of Publication Country, 

Aim of study, Source of data,  

Design & Methods Target Population Findings  

22 Thompson, et al. 2013. 

Australia 

This study sought to explore oncology 

professionals’ understanding of the 

healthcare preferences of AYAC 

receiving treatment at a specialist 

cancer centre. 

Source of data Journal - Social Work in 

Health Care 

Exploratory study 

used a survey 

questionnaire 

incorporating both 

qualitative and 

quantitative 

questions. 

Participants – n = 60 

HCP (Incl nursing (n = 

32);  

Results illustrate that, with a strong focus on survival and physical 

well-being, professionals significantly underestimate the breadth 

of AYA psychosocial concerns.  

23 Tutelman, et al. 2019 

Canada 

The purpose of the current study was 

to understand HCPs’ experiences of 

caring for AYAs with terminal cancer.  

Source of data Journal - Journal of 

Adolescent and Young Adult Oncology 

Descriptive. 

In-depth semi 

structured 

Interviews. 

Nurses n-4 

Drs n = 5 

Analyses revealed four superordinate themes: (1) many unknowns 

and uncertainties associated with providing care for AYAs 

compounded by minimal or no training specifically concerning this 

population; (2) an intense emotional experience compared with 

caring for patients with terminal cancer of other ages; (3) personal 

identification with patients and their families; and (4) attempts to 

make sense of the circumstance thwarted by feelings of injustice 

and unfairness. HCPs experienced unique emotional and logistical 

challenges when caring for AYAs with terminal cancer, which can 

influence the care they provide. HCPs’ experiences highlight the 

need for training to support clinicians in caring for AYAs with 

terminal cancer to optimise their own well-being and delivery of 

healthcare services to this population. 
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Aim of study, Source of data,  

Design & Methods Target Population Findings  

24 Vindrola-Padros, et al. 2017 

United Kingdom and United States of 

America 

  

To explore the factors shaping the 

discussion of Fertility Preservation 

with children (0–15 years) and 

adolescents/young adults (16–24 years) 

with cancer. 

Source of data Journal-Psycho-

Oncology 

A mixed method 

systematic review. 

HCPs Common themes reported across studies indicate that five main 

factors influence HCPs’ discussion of FP with young cancer 

patients: (a) HCPs’ knowledge; (b) HCPs’ sense of comfort; (c) 

patient factors (i.e., sexual maturity, prognosis, partnership status 

and whether or not they initiate the conversation); (d) parent 

factors (i.e., HCPs’ perception of the extent of their involvement); 

and (e) availability of educational materials. 

25 Williamson and Rumsey, 2017 

Australia 

This study aimed to gain an insight into 

HCPs’ views of the psychosocial impact 

of an altered appearance and factors 

influencing AYAC adjustment and, to 

examine the existing provision of 

appearance-related care with the 

intention of identifying ways in which 

this care might be improved. 

Source of data Journal - Journal of 

Psychosocial Oncology 

Descriptive.  

Phase 1 semi-

structured interviews 

HCPs (incl 5 nurses). 

Phase 2 online 

survey. 

Phase 1 n = 14 ( 5 Drs, 

5 nurses, 2 SW, 2 

psychologists).  

Phase 2 n = 48 (Dr n = 

7, Nurses n = 13,Youth 

Workers n = 5, 

Psychologist n = 5, 

Social Worker n = 21) 

Two main themes: (1.) HCP perspectives on psychosocial impact of 

appearance and interventions to help; (2.) Barriers inhibiting 

appearance related care & perspectives on how to improve 

support. Concern that not addressing appearance matters impacts 

compliance negatively. 
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Appendix 4 Thematic matrix 

 

 

 

  

Author Year Working in AYA Cancer Care 

a) Recognising AYA specific 

issues 

b) Decision-making 

c) Emotional impact of the 

work 

Communication/conversations 

a) Communication skills 

training 

b) End of Life Care 

c) Sexuality/Fertility 

preservation 

Albers, Bergsma et al., 2020  X 

Albers, Haj Mohammed 

et al., 2020 

 X 

Avery et al., 2019 X  

Bahrami et al., 2017 X X 

Barlevy et al., 2016  X 

Berger et al., 2019 X X 

Bradford et al.,  2018 X  

Day et al., 2018 X  

Essig et al., 2016  X 

Essig et al., 2019  X 

Gibson et al., 2012 X  

Kelly et al., 2004 X  

Laryionava et al., 2018 X  

Lavender et al., 2019 X  

Norton and Wright, 2020  X 

Olsen and Harder 2011 X  

Pearce et al., 2018 X  

Smith  2017  X 

Smith  2004 X  

Taylor et al., 2016 X  

Tennyson and Griffiths 2019  X 

Thompson et al., 2013 X  

Tutelman et al., 2019 X X 

Vindrola-Padros et al., 2017  X 

Williamson et al., 2017 X  
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Appendix 5 Reflective diary entry examples 

Reflections on annual review September 2020 

It went well today. The advice I was given was to note the tweet activity and 

identify how many retweets etc. I got and how many people come forward at 

certain times. I need to justify why I did not do a systematic review. And it will 

need to strengthen my methodological stance when it comes to the viva and the 

thesis itself. I recognised that this aspect was not justified well verbally, but I 

also had to acknowledge that for the past 18 months I’ve been stuck in ethics 

and literature review. Whilst I have drafted that chapter and sent it to 

supervisors quite a while ago I know that sooner rather than later it will be time 

to revisit that and put my thinking hat on as regards to all of this when it comes 

to collecting the data and justifying my methodology. The panel accepted that 

and recognised my honesty as regards that. 

Generally, my review went really well I now recognise that I am 18 months 

behind because of ethics approval and Covid-19, so I really need to progress this 

now. All reviewers commented on the length of my literature review and in 

particular that the fertility section was disproportionately longer than the rest. 

The reviewers also accepted that I wasn’t going to revisit it at the moment 

because I need to get on with data collection et cetera. 

2.Reflection on interview conversation with 007 8/11/2020 

The registered nurse (adult trained) has been qualified for 18 months after a 20-

year career as a social worker. Her past experience includes being involved in 

family therapy. She is in her mid to late 40s and this is her second career and 

she already holds a master’s degree. 

She came onto the TCT unit as part of the selection process for securing a job 

when she qualified so it wasn’t a particularly planned move. She is clearly very 

invested in working with young people and families and we spent a lot of time 

talking about engaging with families. She too speaks of the importance in the 

early days of developing clinical competence and that the holistic care for 

Teenagers and Young Adults with Cancer must take a second seat to clinical care  

until she has established provisional clinical skills such as administration of 

chemotherapy and managing central lines. She spoke of several patients and of 
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one very recently, where a 16-year-old boy’s treatment is not going according to 

plan and the likely outcome is that he will have to have palliative treatment. 

She appeared to be in the medical consultation with the boy and his 

mother/parents whilst she was in charge of the ward which was her first time 

having this responsibility. So she is clearly juggling a lot of emotion and practical 

elements of her job. This is not unlike other junior nurses who are left in charge 

to manage very complex clinical workloads as well as highly emotional responses 

that are required when looking after Teenagers and Young Adults with Cancer. 

She acknowledged the lack of any training in her pre-registration nursing to 

equip her for this but absolutely drew on her past experience as a social worker 

who understands young people and families to a greater extent than perhaps 

some of her peers. She spoke about the emotion of dealing with the sad 

situations when they are very sad and recognised that the specialism as one 

where you can experience extreme hope and extreme sadness. I got the 

impression that her colleagues were supportive generally and that there is a 

shared experience with perhaps one or two other colleagues when something 

important happens, such as the death of a young person during their shift. I also 

felt that there may be some tension within the team here and I don’t know if 

that would make it more difficult for people to ask for help.  

We spoke about how she manages patient sadness when she leaves the ward. She 

exercises and cites that talking with her mum (an ex-nurse) seem to be her self-

care strategies as well as generally keeping busy. I did not get a sense that apart 

from the social aspect of Teenagers and Young adult lessons that she understood 

much about biological change that they undergo. She was very aware of that 

transient period that they are in and enjoyed working with them even when it 

becomes challenging. It was interesting to note that her husband also worked 

with children and that it was almost an unspoken word when they came home to 

talk about work but they seem to be able to acknowledge when it’s difficult. She 

is another nurse who spoke of the ability to connect with people and her family 

who are nurses and sees that as a real tool in her toolkit to cope with the 

emotional challenges of working with families of Teenagers and Young Adults 

with Cancer. She very much sees them as a whole unit as opposed to just a 

teenager themselves. Perhaps because of her past experience as a social worker 

she is very comfortable with managing her boundaries and remaining 
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professional and it was interesting to note that she acknowledges that other 

colleagues will use different, sometimes informal, language to communicate 

with Teenagers and Young Adults with Cancer. She is very reflective and often 

takes to written reflections to help her learn from what happened on her day at 

work so that she can progress. As much as she appreciated the physical 

environment for where these young people were cared for she did not really 

seem to acknowledge it as being a particular strength or weakness about her 

experience of looking after these patients. She did acknowledge having a youth 

expert on the ward was helpful for young people and her.  

I was conscious that towards the end of the interview I felt I wanted to ask her 

about her own connection with young people given that she wasn’t of a similar 

age demographic to other nurses that I’ve interviewed, so I carefully selected 

my words about asking her if there were other young people in her life. She said 

that there were not in terms of her having her own biological children but that 

she had many nephews and nieces and that she could relate to some of the 

youth issues. 

Some of the key issues that she addressed here were dealing with dying patients 

coping with families developing clinical competence alongside holistic TYA 

cancer competence and working hard to make sure she had self-care strategies 

for the emotive work that she is doing. 

This was one of the longest conversations that I have had with participants and I 

felt that I was able to sit with her for longer and elicit more information about 

her story. Perhaps this was because she was a similar age to me and had 

previous life experience working with teenagers and families. Towards the end 

when the recording had stopped she asked me if everything she had said was 

okay. I acknowledged that I was interested in hearing her story and to that end 

of course everything was okay. She said she was surprised at how much talking 

she did and how much she had to say because nobody had ever asked for this 

before. She said that she actually enjoyed the conversation and it really made 

her think. 

This made me contemplate even more, that perhaps she and others don’t really 

get an opportunity to consider the extraordinary work that they are doing in 

terms of meeting the holistic needs of young people with cancer and their 
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families against a backdrop of a very stretched NHS where they are delivering 

extremely complex clinical care. It reminded me that when I was a newly 

qualified staff nurse, the administration of chemotherapy was an extended role 

and certainly not one that would be contemplated by a junior nurse. In fact, I 

had become a CNS and was the first nurse in our hospital to administer 

chemotherapy yet I had four years of post-qualifying registration under my belt. 

At that point it was traditionally a role of a doctor which reminded me how 

nursing has changed, as has the oncology specialism itself.  

 

3.Notes of supervision mtg 27/3/2021.  

Thank you all for joining me today and listening to my woes of redundancy 

before we got onto the thesis. I was pleased to be able to show you that I have 

transferred all nine stories into NVivo and I have come up with some broad 

themes, and many more sub-themes. XX suggested that I combine and collapse 

some of those themes and I will. 

We discussed different types of frameworks that I could use to think about 

analysing this data. We talked about different kinds of stories that might emerge 

or typologies. We seem to keep arriving at characters, scene and beginning 

middle and end – future. 

I have been using NVivo and it’s been quite helpful and I will continue to do 

that. I’d still like to try and find somebody help me manipulate the data a bit 

more, so if you can think of anybody that may be more familiar with at Cardiff 

then please let me know. We decided that my objectives for the next four weeks 

are to  

1.collapse and combine the themes that I have come up with (probably centred 

around a beginning a middle and an end). 

2. Write the biogs of the participants. 

3. Give a chapter outline with a structure and some themes.  

We will meet again on the 11th of February at 3 pm. 
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Appendix 6 Conversation schema 

Examples of question and prompts that may be used 

Candidate number/name/  

Date 

Mode of interview 

 

• Thank you for agreeing to be interviewed by me today. 

• I need to check that you have read the PIS and signed and returned 

the consent form. 

• Have you any questions about anything on the forms? 

• I’d like to check the demographic data prior to starting the interview – 

is this OK? 

o Go through the form 

o Check for pseudonym - try to agree on one mutually 

• In the interests of confidentiality I am keen that we do not mention any 

names in the interview, but should this happen, at the transcription 

phase I will make that data unidentifiable and ask you to check it. 

• I will return the transcription to you for checking generally and this 

will be sent to the email address you have provided. It may take me 

some time to transcribe this so please bear with me. 

• I would be grateful if you would return this within 2 weeks of that 

email being sent. Is this ok? 

• Is this out of earshot of anyone so we maintain confidentiality? Do 

you feel comfortable to start?  

• I will start the recording. I will use 2 devices for safety. 

 

Let’s get started – RECORD 

• At end of the interview, check that they feel ok and safe. 

• Would they like me to make a check-in call or email in a week or so? 

• Would they like to see the transcript of the conversation to verify it? 

• You have my contact details so please be in contact if you have any 

questions or concerns. 

• Thank you very much. 
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• I’m really keen to understand how and why you came to become an 

AYA Cancer Nurse? Tell me how you got here. 

• Without giving too much patient information away can you tell me 

about a patient you looked after - pulling out memorable things about 

them? 

• How does AYA nursing in this setting differ from adult or paediatric 

nursing from your previous experience? What things stand out for 

you? 

• Can you recall what is it about caring for AYAs with cancer that you 

find particularly rewarding-  

• can you think of anything in particular that holds fond memories for 

you? 

• and what was it about it that was so fulfilling? 

• What is it like?  

• Can you tell me about things that make working with AYAs with 

cancer in any way of a challenge, and what is it about it that made it 

so, perhaps you can recount an episode of care…? 

• What was it like?  

• What helped make things better for you then, if anything? 

• What would you have done differently? 

• Can you tell me about your coping techniques?  

What if any professional support is in place when these challenges 

arise? 

• Can you think of any training or support initiatives that might help? 

• Then the researcher will probe to want to stay in caring for AYAs with 

cancer? 

• What do you think your future is in AYA cancer nursing?  

• What do you think you have learned from experiences of working with 

TYA cancer patients in the past few years? 

• And for AYA cancer nursing in general? 
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Appendix 7 HRA approval 
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221 
 

Appendix 8 Recruitment flyer 
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Appendix 9 Tweets 
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Appendix 10 Participant information sheet 

Project title - Exploring the experiences of early career/Band 5 registered 

nurses who care for adolescents/young adults with cancer: a narrative 

inquiry. 

 

I would like to invite you to take part in a research study. Before you decide 

whether you wish to participate, you need to understand why the research 

is being done and what it would involve for you. Please take time to read 

the following information carefully. Feel free to ask questions by 

contacting me directly (contact details are below) if anything you read is 

not clear or if you would like more information.  

 

 

Information about the researcher and the research project: 

 

I, Maria Cable, am a Principal Lecturer in Adult Nursing and Adolescent and 

Young Adult Cancer Care at Coventry University, UK. I am also undertaking a 

Doctorate in Advanced Healthcare Practice at Cardiff University. I am being 

supervised by three supervisors and all our contact details are at the bottom of 

this information sheet. This research will form the basis of the thesis which is in 

fulfilment of this Doctorate. The aim of this research is to further understand 

the experiences of Band 5 nurses who care for Adolescents/Young Adults with 

cancer.  

 

The specific aims are:  

a) to generate and explore the meaning narratives of nurses who care for AYAs 

with cancer 

b) to consider these narratives in relation to improving the care of AYAs with 

cancer 

c) to establish training/education, support and service development needs that 

nurses may need to help manage emotional challenges of caring for AYAs with 

cancer and minimise attrition from the profession. 
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Why have you been chosen to participate in this research? 

As a registered Band 5 nurse who regularly cares for AYAs with cancer in a 

dedicated unit, you are well placed to give insight into what it is like to care 

for these young patients. 

 

Do I have to take part? 

No, participation is completely voluntary, and you can withdraw from the 

process at any point. 

 

What do I have to do? 

I would like you to participate in an online interview for about an hour. With 

the information you provide during the interview, we will explore specific 

aspects of the experience you have had of caring for AYAs with cancer. Should 

you agree to participate in this research, you will be provided will full details 

on how we will meet online. You will be emailed specific information on how to 

participate. You will need to have access to a computer or tablet with camera 

and microphone.  

 

You will be required to complete a consent form to confirm your agreement to 

participate in the research which you can return by email, to me, Maria Cable, 

Doctoral Student/Researcher at cablem@cardiff.ac.uk. 

 

The interview will be audio-recorded and subsequently transcribed. This may 

be completed by an external transcriber to primarily assist me in remembering 

what was said. This recording constitutes the data which will then be analysed. 

 

You will be asked some basic demographic data about yourself such as name 

(which will be given a pseudonym in the transcript to ensure your 

confidentiality), age, length of time working with AYAs etc. You will then be 

asked about your experiences of working with AYAs with cancer and you will be 

reminded to refrain from disclosing any patient/colleague or organisational 

information that may make anyone or any place identifiable. If this does occur 

accidentally, this information will be omitted from transcripts. 
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What are the risks associated with this project? 

I do not consider that your participation presents any significant risks to you, 

but should you have any concerns at any point I would encourage you to raise 

them with me. Should you become distressed about talking about your 

experience, you will be given the option to stop or pause data collection. Your 

participation will have no bearing on future contact with me or my work and 

your answers will not be shared with your NHS employer.  

 

What are the benefits of taking part? 

This research offers the possibility of gaining an improved understanding of the 

experiences of nurse who care for AYAs with cancer as opposed to nurses who 

care for adults or children with cancer. We expect that the insights from this 

research will help to inform a range of areas of practice including improving the 

care of AYAs with cancer; establishing other perspectives on training/education/ 

supervision needs for nurses caring for AYAs with cancer, as well as service 

development needs that nurses may need to help manage emotional challenges 

of caring for AYAs with cancer. This may help with gaining insight as to what 

aspect of this work makes nurses want to stay in this type of work.  

We hope to share the insights from this research more widely, through 

conference papers, publications and higher education teaching. 

 

What are the withdrawal options? 

You will be able to withdraw from the research at any point. You can also ask 

for your data to be removed but this must be within one month of recording the 

interview. 

 

Will what I say be confidential? 

The information we collect will be treated with strict guidelines in relation to 

research confidentiality. The interview will be audio-recorded and anonymised. 

Quotes may be used as part of the research project; however, details of any 

individuals involved in the research, and those they might be referring to, will 

be anonymised, so no one will be able to identify your contribution directly. In 

the event of using an external transcriber, the audio recording of the interview 

will be sent by secure email to them and returned to me, Maria Cable, by secure 
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email as well. The transcriber will be asked to sign a confidentiality agreement. 

The only others who will have sight of the anonymised data will include the 

supervisors who will act as verifiers. 

 

How will my data be stored and how long for? 

Data will be stored initially on a password protected personal computer 

belonging to the researcher and transferred by the researcher on to a Cardiff 

University electronic database that will be password protected (known only by 

the researcher) computer. The data will be destroyed by the researcher after 5 

years. 

 

How will my personal data be managed? 

Cardiff University is the sponsor for this study based in the United Kingdom. 

Cardiff University will be using information from you in order to undertake this 

study and will act as the data controller for this study. This means that the 

University is responsible for looking after your information and using it properly. 

Cardiff University will keep identifiable information about you for 5 years after 

the study has finished. 

Your rights to access, change or move your information are limited, as Cardiff 

University needs to manage your information in specific ways in order for the 

research to be reliable and accurate. If you withdraw from the study, we will 

keep the information about you that we have already obtained. To safeguard 

your rights, we will use the minimum personally-identifiable information 

possible. 

You can find out more about how Cardiff University will use your information at: 

https://www.cardiff.ac.uk/public-information/policies-and-procedures/data-

protection or by contacting the University’s Data Protection Officer: 

inforequest@cardiff.ac.uk 

If I have a concern about an aspect of the research, how can I raise it? 

If you have any concerns about how this research has been conducted you can 

either raise it directly with me, Maria Cable, Doctoral Student/Researcher at 

cablem@cardiff.ac.uk. Should you wish to raise a formal complaint, contact Dr 

https://www.cardiff.ac.uk/public-information/policies-and-procedures/data-protection
https://www.cardiff.ac.uk/public-information/policies-and-procedures/data-protection
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Kate Button, Director of Research Governance, Room 13.17, 13th Floor, 

Eastgate House, 35-43 Newport Road, Cardiff, CF24 0AB. Email address 

buttonk@cardiff.ac.uk 

 

What will happen with the results of the research? 

It will result in the preparation of a 50-60,000-word thesis which will be made 

available on Cardiff University’s digital repository called ORCA. It is anticipated 

that sections of this research will be presented in a scholarly way such as posters 

or oral presentations at conferences and journal articles that will contribute to 

the future education of health professionals in this specialism and beyond, as 

well as influencing the retention of nurses and improving service delivery.  

 

Who has reviewed this study? 

This research project has been rigorously reviewed through Cardiff University’s 

School of Healthcare Science’s Research Ethics Committee and the NHS 

Research and Development approval process. 

 

Research team contact details: 

• Maria Cable, Principal Investigator/Doctoral Student/Researcher. 

Principal Lecturer, School of Health, Faculty of Health and Life Sciences, 

xxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxx 

E-mail: hsxxxxxxx Phone: 024 xxxxx 

• Professor Daniel Kelly (Doctoral Supervisor) 

School of Healthcare Sciences, xxxxxxxxxxxxxxxxxxx x UK 

Email xxxxxx  Phone xxxx 

• Dr Tessa Watts (Doctoral Supervisor) 

School of Healthcare Sciences, xxxxxxxxxxxxxxxxxxxxxxx 

Email xxxxxxxxxxxxxxxxxxx  Phone xxxxxxxxxxxxxxx 

• Dr Carly Reagon (Doctoral Supervisor) 

School of Healthcare Sciences, xxxxxxxxxxxxxxxxxxxxxxx 

Email xxxxxxxxxxxxxxxxxxx  Phone xxxxxxxxxxxxxxx 

 

  

mailto:buttonk@cardiff.ac.uk
mailto:hsx301@coventry.ac.uk
mailto:wattst1@cardiff.ac.uk
mailto:wattst1@cardiff.ac.uk
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Appendix 11 Consent form, blank 

Research title: 

Exploring the experiences of early career (Bands 5) nurses who care for 

adolescents/young adults (AYAs) with cancer using narrative inquiry. 

Information about this research project: 

 
The aim of this research, in fulfilment of a Doctorate in Advanced Healthcare Practice 

at Cardiff University, is to further understand the experiences of Band 5 nurses who 

care for adolescents/young adults in specialist AYA cancer settings. The specific aims 

are:  

a) to generate and explore the meaning narratives of nurses who care for AYAs with 

cancer 

b) to consider these narratives in relation to improving the care of AYAs with cancer 

c) to establish training/education, support and service development needs that nurses 

may need to help manage emotional challenges of caring for AYAs with cancer and 

minimise attrition from the profession. 

 Please initial 

1. I confirm that I have read and understood the participant 

information sheet (Version 5) for the above study and have had the 

opportunity to ask questions and have had these answered 

satisfactorily. 

 

 

2. I understand that my participation is voluntary and that I am free 

to withdraw at any time without giving a reason. 

 

 

3. I understand that all the information I provide will be treated in 

confidence. 

 

 

4. I understand that I also have the right to change my mind about 

participating in the study for a short period after the study has 

concluded but for data to be removed, this must be within one 

month of recording the interview. 

 

5. I agree to be audio recorded and for anonymised quotes to be 

used as part of the research project. 
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6. I agree to my anonymised data being stored online and for my 

personal data to be stored online in accordance with the Data 

Protection Act (2018). 

 

7. I understand that the findings and potentially secondary analysis 

of the findings and associated data from the study may be 

presented at conferences and in scientific journals. It may also be 

used to inform curriculum development of accredited courses. I 

understand that these will be used anonymously and that no 

individual respondent will be identified in such report. 

8. I understand that one copy of this form will be issued to me, the 

participant, and a second copy will be stored online in accordance 

with the Data Protection Act (2018), by the researcher. 

 

 

 

 

 

9. I agree to take part in the research project  

 

 

 

 

Name of participant:   ........................................................ …………… 

 
 
Signature of participant: ………………………………………… Date:   ........... …………… 

 
 
Name of researcher: .......................................................... …………. 

 
 
Signature of researcher: …………………………………………… Date: ............ ………… 
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Appendix 12 Additional nurse’ stories 

Amy’s Story: Risky business 

Amy, 25-year-old RN (adult) qualified four years ago and worked in medical 
assessment unit and intensive care before coming to work on the teenage and 
young adult cancer unit, nine months before. When she visited the TYA cancer 
unit she felt immediately that she wanted to work there and really enjoyed how 
welcoming the nurses were to her. She was really mindful of the physical space 
of this unit and the positive vibes that it emitted for patients and staff. 

She noticed how different the approach to caring for TYA was - she felt that they 
have more control over their day - their own independence being actively 
fostered. 

She found it difficult in the beginning to engage with male patients as she could 
not find common ground but after a while, she became more confident in 
building a relationship with them. She spoke of getting very attached to some 
patients and their families, such as a 16-year-old boy with incurable cancer who 
had just been told this news, and how this affected her and the team: “we all 
basically feel like we're all part of the family for this one patient and they're 
transferred to another hospital at the moment, and the family is like, ‘oh text 
us anytime’ because they're also just as involved as like with us as we are with 
them.” 

She recognised that sending these texts would be inappropriate, but it suggested 
that there was a perception that both the team and the patient’s family were 
one. Amy spoke of negotiating professional boundaries that can get blurred when 
developing trusting relationships with patients and families.  

Amy’s coping mechanisms vary; she ran when weather permitted her to and also 
spoke with colleagues. She valued working in a team that has colleagues from 
various clinical backgrounds and experiences. She wished she had more formal 
psychological support as it was largely absent. Sometimes she talked to her 
mother, maintaining confidentiality. She knew that holding on to patients’ 
emotional states was not healthy for her. She even added that her parents get 
concerned for patients she looks after, particularly when the outcome is not 
good. Amy is mindful that she did not share positive stories of patients and for 
the most part tried to not talk about work at home.  

When we spoke about support mechanisms in work, she acknowledged the 
kindness and value of colleagues who are generally very supportive but 
highlighted that she missed having structured supervision sessions that once did 
happen. She recounted the benefit of a staff general zoom session with a senior 
nurse as they grappled with the emotional burden of this work as well as 
managing complex clinical care. 

Receiving special acknowledgement for supporting a young girl who was difficult 
to engage, meant a lot to her. She recognised that these patients were all 
different and needed to be treated differently. She was keen to continue to 
work with TYAs with cancer and undertake some formal education this field and 
was happy to move up one more ‘band’ in the hierarchy but beyond that was not 
sure. 
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Anna’s Story: Settled in 

When Anna (28yrs) was a student nurse (19yrs) she had a placement on a ward 
where she cared for a patient with cancer of the same age, which left an impact 
on her. She was struck by how her independence could be taken away in every 
sense from her studies, her parents and even meeting her own personal care 
needs. Upon qualifying she worked outside of oncology care nearer to her 
parental home. After a year she secured a job on a TYA cancer ward and has 
stayed there for seven years. She felt it took about a year to become clinically 
competent in this field. 

On becoming clinically competent she recognised she could only then attend 
better to the distinct needs of TYAs with cancer and it seemed to trouble her 
when colleagues did not recognise the same. 
 
“I’ve heard a number of times that people have said oh that's a difficult 
patient, well actually it's not that they’re a difficult patient it’s everything else 
that's going on, and also the fact that biologically, they are a teenager and 
young adult and they will have lots of other things going on.” 
 
One example she gave was when colleagues were unable to recognise when they 
had breached a professional boundary by engaging with a patient on social 
media. She demonstrated courage by bringing this to their attention and the 
attention of the manager which resulted in some teaching sessions and 
supervision work for the whole team to recognise and manage professional 
practice and boundaries. She recognised the significance of being able to switch 
off from work to protect herself and patient care. 
 
She felt that developing professional relationships with TYA patients required an 
edginess that is different to working with adults. This included using humour and 
giving of yourself in a very different way which appeared to carry risk as well as 
enhance feelings of altruism in terms of supporting these young patients: “they 
sometimes have no filter and… they don't always cover up what they're feeling… 
So it kind of gives you that challenge of communicating with them and getting 
that balance right of not being too overfamiliar… and that you're not their best 
friend. But actually being there as a, as a friendly healthcare professional.” 
 
She seemed to be very clear about her own professional boundaries and support 
systems. One of her biggest support systems was her mother, who was also a 
nurse, who can empathise with the type of work that she does.  
 
Other support systems that she spoke of included her colleagues and the 
management structure of the ward, including managers and specialist nurses. 
She was aware of an employee assistance programme in her organisation. She 
recognised the value of spending time with her family, friends and pets and to 
create space for herself away from work. She had opportunity to undertake 
funded CPD activity in this field which she feels benefited her. She recognised 
that she can make a unique difference to the care experience of these young 
people. She wondered if she would like to stay in this field of nursing or consider 
another aspect of it such as palliative or end-of-life care.  
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Claire’s Story: Keeping myself together 

Claire was a 23-year-old dual qualified nurse, adult and paediatric. As a student 
nurse she had a placement on a teenage and young adult cancer unit and really 
enjoyed working there and felt she could apply her paediatric and adult nursing 
skills there. She felt her adult training was useful for supporting TYAs to become 
independent whereas her paediatric nurse training which focused on family-
centred care really helped her when it comes to dealing with their families.  
 
Claire recognised that teenagers are distinct from children and adults 
predominantly because they are striving for independence, yet they had to rely 
fully on their families when they got cancer. She was conscious of their 
developmental changes. 
 
She talked about some of the clinical challenges such as when TYAs do not take 
their medication on time but equally recognised additional emotional challenges 
such as when patients died. Claire got to know patients and families over long 
periods of time. She recognised the need to be careful about overstepping the 
boundary between friendship and professional relationship and saw her own 
youthfulness as playing a part in that. She also recognised that there was a risk 
that patients are unable to differentiate between her as a nurse being their 
friend and being their nurse. She spoke of one patient who was agitated and 
confused at the end-of-life and during a period of delirium the patient thought 
that Claire was a threat to him. When the patient’s father said, “this is Claire, 
she is your friend”, Claire was really shocked and upset by this that this is how 
she was perceived. Yet she knew she was there as his nurse and not his friend 
and found this quite a conflicting experience: “you have to really protect 
yourself as well. And then it made me kind of wonder whether I had been 
almost... not too friendly but like had been less professional, but I think looking 
back on it, I feel that he said that to help his son in that situation”. She 
recognised the often indistinguishable line that can be crossed with patients and 
families.  
 

Her coping mechanisms when the emotional aspect of her work becomes 
challenged included exercise and speaking with colleagues. She spoke about 
losing patients and how difficult it is to come back into work and keep on going: 
“it felt strange because I felt it was obviously a sad situation and then you go 
back into work and you do the same thing all over again as if… not as if that 
person hasn't just gone.”  

At times in order to cope she used the doffing of her uniform to help 
disassociate from the emotional pain of losing a patient: “when you put your 
uniform on and then when you take your uniform off you’re not a nurse 
anymore.” 

She complimented the support systems at work. She noted senior nurses as being 
particularly supportive as well as having sessions with a psychologist to facilitate 
group work. Claire has had autonomy to implement a new patient initiative, 
Beads of Courage and thrived on this.  
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Despite this environment having particularly sad moments she recognised the 
positive, fun vibes with patients and colleagues, and this is a motivating factor 
for her.  

Claire would like to undertake some postgraduate education in the field and to 
continue her career working with teenagers and young adults be that in cancer 
care or another sector. She believed that, “it’s really a privilege it, to be a part 
of their lives at such a massive point in their life”. She dreams of one day being 
a TYA cancer clinical nurse specialist in a setting where she can build a new 
service for this patient group. 
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Jade’s story: Personal costs 

Jade,23, is a RN (child) and has two years clinical experience post-qualifying. 

She spent the first 18 months on a paediatric oncology ward looking after 

patients from 0 to 16 years. Working with the teenagers appealed to her so she 

applied for a job on a teenager and young adults with cancer ward that is 

integrated with adult cancer care.  

 

She has established well rounded clinical competence/experience, yet these 

demands compete with her desire to see to other TYAs’ holistic needs: “but 

you're so busy and you know that you've got other things to do and it can be 

really hard.”’ 

 

She felt that paediatric training did not quite equip her for working with TYAs 

and acknowledges some stark differences such as their ability to consent for 

treatment. She acknowledged that she may be able to relate to them and 

develop a humorous relationship because of her similar age: “I also think that 

the age can make a difference as well because I think I’m looking after patients 

that similar age to me… it can be easier to relate to someone if you can see 

similarities in them.” 

 

As much as she valued the professional relationship she developed with young 

patients, she recognised the emotional cost of this especially when they died: 

“That can be really hard to deal with when you when you have built a good 

relationship with someone and even though, even when it's expected you know 

it's going to happen….and if they’ve not passed away on the ward then you don't 

get any more closure or anything with that.” 

 

She seems to have the maturity to recognise that she needs to self-care when 

going away from her work and had strategies in place to do this. She appeared to 

have very good support systems where she worked (monthly supervision sessions, 

access to a complimentary therapy team and a supportive team of senior 

nurses). She understood that there were further CPD opportunities she could 

access in due course. Outside of work she found it difficult to expect friends and 

family to comprehend the emotional burden she was carrying and found 

colleagues can empathise more with her. 

 

She acknowledged the pain of hearing about young patients who relapsed or 

were dying and also noted that finding out that this is almost accidental.  

 

Jade hoped to pursue post graduate studies in TYA cancer nursing and would like 

to be a clinical nurse specialist but recognised that she needs more experience 

at the bedside first. 
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Jess’ Story: Learning to be 

Jess is a 24-year-old RN (child) in a TYA cancer unit, attached to an adult 
oncology and haematology ward. She qualified two years previously and had 
been working on this unit for 18 months. When she was a student nurse she had 
a placement on that ward and really enjoyed it.  
 
She felt her paediatric training was a good foundation for teaching her how to 
communicate with TYAs. She felt a bit strange looking after patients of similar 
age but acknowledged her role as a healthcare professional and was able to put 
that aside. She appreciated the potential benefits and challenges of being of 
similar age, as she could relate to a lot of external things such as going to 
university, music, current youth trends but equally recognised the need to 
separate her life and the teenager’s life so that professional boundaries were 
not blurred; this seemed to have taken her about a year to establish: “you just 
have to separate your life and their life and that's what you would do with any 
patient, though…. it was challenging at the beginning because…. But then 
there's a line that you're like, well, okay, That's it. You need to have your 
professional boundaries but now you know, I don't even bat an eyelid.” 
 
During this time she was also developing her clinical competence which in itself 
was an intense experience: “I remember when it first started, it seemed to be a 
lot, so much to learn. Obviously, you can't just get signed off and give chemo 
you have to know what the chemo does, where it effects in the cells, what is 
nephro toxic, then you can't give certain meds, you have to know everything 
about it.” 

Jess spoke of the emotional impact of looking after dying young people and how 
the sadness and traumatic events of this impacted her. She recounted the 
traumatic death of a patient with uncontrollable bleeding during a night shift 
when she and one other colleague were left trying to manage this rather 
unsuccessfully. She wanted to make the patient comfortable at end of life and 
was hugely disappointed when this couldn’t happen. She was aware of the 
impact that this has on parents too: “parents can be very, very intense… And no 
matter how old they are, they're still their baby. So they're just as stressed, as 
everyone else going through it.”  

Jess had supportive strategies in place. The ward team (clinical nurse specialists, 
consultants, ward managers and peers) were actively supportive and cohesive. 
Having a debrief after the death of a young person seemed to be freely offered 
and accepted as a health protecting behaviour. She viewed it as, “I don't believe 
anybody can just leave it at work and come home and be fine, because it's really 
difficult somebody dying in front of you”’ 

At home her partner appeared to understand that Jess’ coping with the death of 
a patient is part and parcel of her work. He knew not to ask her too much about 
it but seemed to be unsure of how to help her. She was mindful of not breaching 
confidentiality.  

Jess has attended CPD activities and was keen to further learn about caring for 
this group of patients, in TYA cancer care and intensive care where her next post 
will be. Ultimately, she would like to work on an outreach service and become a 
clinical nurse specialist.  
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Rachel’s Story: More than just a job 

Rachel was a 28-year-old RN (child) working in a TYA cancer ward for just over a 
year. She had qualified four years previously and spent one year working abroad. 
As a student nurse she had a six-week placement on a TYA cancer ward and 
enjoyed it. She acknowledged that her four-year post-registration experience, 
including intensive care, fostered her clinical competence/confidence so that 
she could focus on the holistic care element of TYA cancer care. 
 
Aside from developing a trusting relationship with the patients, Rachel also 
recognised that TYA patients’ decision-making and autonomy were developing, 
and she was keen to nurture this. Since being on the TYA ward, she felt more 
comfortable in communicating with TYAs. Rachel recognised the challenges that 
being a similar age to the patients could be for her, even though it also may 
have had benefits in terms of having similar interests and recognising youth 
culture. 
 
Conversely, she saw its disadvantages such as when she was trying to ask them 
to go to bed early or for their visitors to leave. Rachel recounted when a 16-
year-old boy was told that his cancer was likely to be incurable. He and his 
family had clearly resonated with Rachel and she was very sad about this 
probable outcome for him. She stated, “that's been really difficult, especially 
just because… it’s just one of those families... I've looked after him most of my 
shifts…. you just you see them every day you forget just how long you're 
spending with them.” She went on to consider how life would be like for his 
parents: “I think about them and how they'll cope and what they'll do...you 
start thinking what they will do without him?” Rachel was clearly impacted by 
the anticipated loss of this patient and it stayed with her beyond work. She also 
recognised that whilst this may be a hazard at work she also had to continue to 
remain composed at work and manage her professional relationship with 
patients and families: “you sort of build up some sort of wall because you can't 
either emotionally invest in every single patient… so you have to take yourself 
out of it a bit… and realise that it is a professional relationship.”  
 
She recounted a story where a 15-year-old boy who was extremely anxious and 
reliant on his mother. She enjoyed building a rapport with him to the point 
where the staff helped him come to terms with his sexuality. Rachel described 
the ward environment and its purposeful informality. The addition of a jukebox, 
social space lent itself to having opportunities to get to know patients more 
whilst doing social activities such as playing pool. She had supportive colleagues 
though no formal support is set up when the going gets tough. Outside of work 
family (with medical experience) and friends supported her when work became 
an emotional challenge. She did not have any opportunities to attend any 
learning activities on how to care for TYAs with cancer specifically but would 
have welcomed this. Rachel was keen to stay working in this specialism as she 
enjoyed building the relationships, learning about doing the job and being an 
advocate. 


