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Abstract  

 

It has been proposed that anywhere up to 28 per cent of young people in England 

have some form of chronic health condition (CHC) (National Health Service, 2019; 

Wijlaars et al., 2016) with most expected to attend a mainstream educational setting 

(Peters, Hopkins & Barnett, 2016). There is a wealth of research that identifies the 

ñmany, complex and variedò challenges that young people with a CHC face, including 

the potential impact on their education (Jackson, 2013). Yet there is little research that 

provides these young people with the opportunity to share their experiences of 

attending school. 

  

Adopting a critical realist positionality, I aim to explore the lived experiences of 

secondary-aged young people with a CHC who attend a mainstream secondary 

school. The secondary aim is to understand what professionals working with these 

young people could learn from hearing these experiences. Five young people with a 

CHC between the ages of 13 and 16 were recruited to take part in the research. 

Participants were given the option of completing a creative task before engaging in an 

online semi-structured interview. The interviews were then analysed using 

interpretative phenomenological analysis (IPA). Five superordinate themes were 

identified in the analysis: autonomy, relationships & belonging, navigating the school 

day, the impact of a CHC on emotional well-being at school and planning for the future. 

 

Additionally, I employed a secondary process where the superordinate themes were 

related to self-determination theory (SDT) and basic psychological needs theory 

(BPNT), (Ryan & Deci, 2017). A reflective framework, based around the key tenets of 

SDT, BPNT and ecological systems theory (Bronfenbrenner & Morris, 2006) was 

developed. This reflective SDT framework was used to consider and reflect the 

participantsô experiences in relation to the satisfaction or frustration of the three basic 

psychological needs: autonomy, relatedness and competence. Possible implications 

of the study, specifically relating to the potential use of the reflective SDT framework, 

are then discussed and potential future research and recommendations for 

professionals working in schools with young people with a CHC are also explored. 

 



Key words: Chronic health condition, young people, mainstream education, lived experience, 

interpretative phenomenological analysis, self-determination theory. 

 

  



Acknowledgements 

 

This thesis is dedicated to the five participants; Amber, Autumn, JJ, Samuel, Willow 

and the pilot participant who took part in the study. I remain forever grateful for their 

patience, time, openess, courage and honesty. I also thank their parents and 

teachers who took the time to respond to emails, fill out forms and organise calls, 

especially whilst dealing with bigger things (like a pandemic!).  

 

To the young people I have worked with in the past and family members who have a 

chronic health condition, I thank you also. You are the inspiration for this thesis and 

the drive behind trying to make things, even just a litle bit, better for you.  

 

I am also extremely grateful for the support provided by my supervisor, Dr Lorraine 

Campbell, and my tutor, Dr Tony Williams, who have patiently provided guidance, 

advice and reassurance throughout the research process. 

 

To my fellow coursemates; even when we couldnôt see each other óin real lifeô, you 

provided endless opportunities to commiserate, seek advice or to laugh online. 

 

Finally, a very big thank you to my husband Tom, and daughter Alex, who have put 

up with missed family activities, picked up the slack when needed and provided 

infinite encouragement, unwavering faith and endless optimism that it was all going 

to be alright! 

  



Abbreviations 

BPNT Basic Psychological Needs Theory 

CHC Chronic Health Condition 

DfE Department for Education 

DoH Department of Health 

EHCP Education, Health and Care Plan 

EP Educational Psychologist 

IPA Interpretative Phenomenological Analysis  

IHP Individual Health Care Plan 

LA Local Authority 

SEND Special Educational Needs and Disabilities 

SENCO Special Educational Needs Coordinator 

SDT  Self Determination Theory 

TA Teaching Assistant  

TEP Trainee Educational Psychologist 

UK United Kingdom 

WHO World Health Organisation 

 

 

 

 

 

  



Contents 

 

 

Abstract 

Acknowledgements 

Abbreviations  

Chapter 1: Introduction  Page: 

1.1 Overview 1 

1.2 Research Interest 1-2 

1.3 Defining Chronic Health Conditions  

      1.3.1 Terminology 2 

      1.3.2 Categorical and Non-Categorical Definitions 2-3 

      1.3.3 Alternative Approaches to Defining Chronic Health 

Conditions 
3-5 

1.4 Prevalence of Chronic Health Conditions 5-6 

1.5 The COVID-19 Context  6-7 

1.6 Reflection Boxes 7-8 

Chapter 2: Literature Review 

2.1 Overview 9 

2.2 The Impact of Chronic Health Conditions on Psychological 

Wellbeing 
 

         2.2.1 Overview 9-10 

         2.2.2 Adjustment, Adaptation and Coping 10-11 

         2.2.3 Self Determination Theory in Health Research 11-13 

        2.2.4 Psychological Support 14 

2.3 Chronic Health Conditions and Education  

         2.3.1 Overview 14-15 

         2.3.2 Attainment  15-16 

         2.3.3 Attendance 16-17 

         2.3.4 Peer Relationships 17-18 

         2.3.5 Relationships with School Staff 18-20 

         2.3.6 Physical Symptoms in School 20-21 



2.4 Government Policies  

         2.4.1 Overview  21-22 

         2.4.2 Resources and Funding  22 

2.5 Listening to Young Peopleôs Experiences  

         2.5.1 The Importance of Hearing Young Peopleôs 

Experiences  
22-23 

         2.5.2 óThe Keeping Connected Projectô 23-25 

2.6 Summary, Rationale and Research Questions 25 

Chapter 3: Methodology 

3.1 Overview 26 

3.2 Ontological and Epistemological Positionality 26-28 

3.3 Selecting a Methodology  

         3.3.1 Overview 28-29 

         3.3.2 Thematic Analysis 29 

         3.3.3 Visual Methodologies 29-31 

         3.3.4 Interpretative Phenomenological Analysis 31 

                 3.3.4.1 Phenomenology 31-33 

                 3.3.4.2 Hermeneutics  23-35 

                3.3.4.3 Idiography 35-36 

                3.3.4.4 Epistemological considerations 36 

3.4 Quality in Research 36-37 

3.5 Generalisability 37 

Chapter 4: Procedure   

4.1 Overview 38 

4.2 Ethical Considerations  

         4.2.1 Overview 38-39 

         4.2.2 Safeguarding and Minimising the risk of Distress 39-40 

         4.2.3 Gatekeepers, Informed Consent and Right to 

Withdraw 
40-41 

         4.2.4 Confidentiality and Anonymity 41 

        4.2.5 Power Dynamics 41-42 



        4.2.6 Ethical considerations linked to interpretation of the 

Data 
42 

4.3 Sample  

       4.3.1 Sample Size 43 

       4.3.2 Selection Criteria 43-44 

4.4 Recruitment Process 45-46 

4.5 Participant Information 46-47 

4.6 Pilot Study  

       4.6.1 Purpose 47-48 

       4.6.2 Recruitment 48 

       4.6.3 Implications  48-49 

4.7 Data Collection  

       4.7.1 Overview 49-50 

       4.7.2 Creative Project 50-51 

       4.7.3 Semi-Structured Interview 51-54 

       4.7.4 Transcription  54-55 

4.8 Analytic Strategy  

       4.8.1 Overview 55-56 

       4.8.2 Analysis of Data, Stage 1: Transcription 56 

       4.8.3 Analysis of Data, Stage 2: Exploratory phase 56-57 

       4.8.4 Analysis of Data, Stage 3: Thematic phase 58-59 

       4.8.5 Analysis of Data, Stage 4: Cross Participant Analysis 59 

       4.8.6 Analysis of Data, Stage 5: Relating Findings to 

Psychological Theory 
59-60 

4.9 Interpretive Approaches  

      4.9.1 Empathetic and Suspicious Interpretation 60-61 

      4.9.2 Commitment to an Idiographic Approach 61 

4.10 Evidence of the Analytic Journey 62 

Chapter 5: Findings 

5.1 Overview 63-65 

5.2 Convergence and Divergence of Themes 65 

5.3 Superordinate Theme 1: Autonomy  



          5.3.1 Overview 66-67 

          5.3.2 Subordinate theme: Lack of Control 67-68 

          5.3.3 Subordinate Theme: Lack of Person-Centred Practice 68-71 

          5.3.4 Subordinate Theme: Lack of Independence 72-73 

          5.3.5 Subordinate Theme: Feeling Empowered 73-74 

5.4 Superordinate Theme 2: Relationships & Belonging  

          5.4.1 Overview 74 

          5.4.2 Subordinate Theme: CHC Impacts Relationships with 

Adults. 
74-78 

         5.4.3 Subordinate Theme: Conflict with Adults 78-79 

         5.4.4 Subordinate Theme: Support Provided by Adults 79-80 

         5.4.5 Subordinate Theme: CHC Impacts Relationships with 

Peers 
80-83 

         5.4.6 Subordinate Theme: Feeling Different 83-85 

5.5 Superordinate Theme 3: Navigating the School Day, the 

Functional Impact of a CHC. 
 

          5.5.1 Overview 86 

           5.5.2 Subordinate Theme: CHC Impacts Learning  87-90 

          5.5.3 Subordinate Theme: CHC Limits Social and 

Extracurricular Opportunities in School. 
90-91 

          5.5.4 Subordinate Theme: CHC Impacts Attendance  91-92 

          5.5.5 Subordinate Theme: Physical Symptoms of CHC 

Impact on the School Day 
92-96 

          5.5.6 Subordinate Theme: The School Environment  96-97 

5.6 Superordinate Theme 4: CHC Impacts Emotional Well-being 
at School. 

 

          5.6.1 Overview 97 

         5.6.2 Subordinate Theme:  CHC Impacts Self Esteem 97-98 

         5.6.3 Subordinate Theme: Loss of Normality 99-100 

         5.6.4 Subordinate Theme: CHC Results in Undesirable 

Emotions Being Experienced in School 
100-103 

         5.6.5 Subordinate Theme: Coping Mechanisms 103-105 

5.7 Superordinate Theme 5: Planning for the Future  



         5.7.1 Overview 105 

         5.7.2 Subordinate Theme: Setting Goals 105-106 

         5.7.3 Subordinate Theme: Concerns for the Future 106-107 

5.8 Summary 107 

Chapter 6: Interpretation and Discussion 

6.1 Overview 108 

6.2 Relating findings to Self Determination Theory  

       6.2.1 Links Between Analysis and Self-Determination Theory 109 

       6.2.2 Autonomy 110-11 

       6.2.3 Relatedness 111 

       6.2.4 Competence 111-112 

       6.2.5 Ecological Systems 112 

       6.2.6 Creating a Reflective Self-Determination Theory 

Framework 
113 

6.3 Satisfaction and Frustration of Basic Psychological Needs  

       6.3.1 BPNT; Needs Satisfaction and Frustration 114 

       6.3.2 Incorporating the Satisfaction and Frustration of Needs 

into the Reflective SDT Framework 
114-116 

6.4 Creating Individual Self-Determination Theory Reflective 

Framework Map 
116-118 

6.5 Summary 119 

Chapter 7: Implications for Professional and EP Practice 

7.1 Overview 120 

7.2 The Reflective SDT Framework  

        7.2.1 Using Reflective SDT Framework 120 

        7.2.2 Raising awareness 120-122 

        7.2.3 Prioritising Young Peopleôs Voices and Person-

Centred Planning 
122-124 

        7.2.4 Identifying Support for Wellbeing in School 124 

7.3 Impact in Research 125 

7.4 Limitations of the study 125-126 

7.5 Recommendations for Future Research 126-127 



7.6 Concluding Comments 127-128 

References 

References 129-154 

Appendices 

Appendix 1: Table Detailing Steps Taken Within the Study to 

Meet the Reliability Criteria 
155-159 

Appendix 2: Ethics Application 160-170 

Appendix 3: Ethical Approval Letter 171 

Appendix 4: Distress Protocol 172 

Appendix 5: Participant Information Sheet 173-175 

Appendix 6: Parent Information Sheet 176-178 

Appendix 7: Hard Copy of Consent Form 179-182 

Appendix 8: Participant Visual Project Guide 183-187 

Appendix 9: Reflections about Participants taken from Research 
Diary 

188-191 

Appendix 10: Visual Interview Schedule 192 

Appendix 11: Pilot Participant Information Sheet. 193-194 

Appendix 12: Pilot Parent Information Sheet 195-197 

Appendix 13: Pilot Hard Copy Consent Form 198 

Appendix 14: Pilot Visual Theme Map 199-202 

Appendix 15: Willowôs Visual Theme Map 203-206 

Appendix 16: Project Contact Sheet 207 

Appendix 17: Amberôs Watercolour Paintings 208-209 

Appendix 18: Samuelôs Animation 210-214 

Appendix 19: Interview Schedule 215-217 

Appendix 20: JJôs Adapted Visual Interview Schedules 218-219 

Appendix 21: Example Transcript: Willow 220-235 

Appendix 22: Example Theme Table & Illustrative Quotes: Amber 236-244 

Appendix 23: Cross Participant Analysis Table, showing          
Convergence and Divergence Across the Super and Subordinate 
Themes 

245 

Appendix 24: Overview Theme Table: All Participants  246 

Appendix 25: Overview Theme Table, Links to SDT: All 
Participants 

247 



Appendix 26: Reflective SDT Framework For Analysing 
Subordinate Themes (enlarged version) 

248 

Appendix 27: Reflective SDT Framework Including Needs 
Satisfaction/Needs Frustration for Analysing Subordinate Themes 
(enlarged version) 

249 

Appendix 28: Amberôs Reflective SDT Framework Map (larger 
version) 

250 

Appendix 29: Autumnôs Reflective SDT Framework Map (larger 
version) 

251 

Appendix 30: JJôs Reflective SDT Framework Map 252 

Appendix 31: Samuelôs Reflective SDT Framework Map 253 

Appendix 32: Willowôs Reflective SDT Framework Map 254 

 

List of Tables 

Table 1 Example of the impact of the physical symptoms of CHC 
on education (Theis, 1999)  

20 

Table 2 Participant Details 47 

Table 3 Overarching Super and Subordinate Themes 64 

Table 4 Convergence and Divergence Across the Super and 
Subordinate Themes 

65 

Table 5 Links Between IPA Analysis Superordinate Themes and 
Self-Determination Theory  

109 

List of Figures 

Figure 1 Model of Health Behaviour Change (Ryan et al., 2008) 13 

Figure 2 Description of the Stages Within the Research Project 49-50 

Figure 3 Staged Approach to Analysis Developed with Reference 

to Common IPA Processes Detailed in Smith, Flowers 
and Larkin (2009) 

56 

Figure 4 Superordinate Themes Across the Participant Group 63 

Figure 5 Autonomy: Superordinate Theme and Subordinate 
Themes 

66 

Figure 6 Impact on Relationships: Superordinate Theme and 
Subordinate Themes 

74 

Figure 7 Impact on School Life: Superordinate Theme and 
Subordinate Themes 

86 

Figure 8 Emotional Impact: Superordinate Theme and 
Subordinate Themes 

97 

Figure 9 The Future: Superordinate Theme and Subordinate 
Themes 

105 

Figure 10 Reflective SDT Framework for Analysing Subordinate 
Themes 

113 

Figure 11 Reflective SDT Framework Including Satisfying and 
Frustrating Factors 

115 



Figure 12 Colour coded key demonstrating the links between the 
reflective SDT framework, and the subordinate themes 
identified in the IPA analysis. 

116 

Figure 13 Amberôs SDT Map Indicating in Yellow the Subordinate 
Themes Identified in her Interview 

118 

Figure 14 Autumnôs SDT Map Indicating in Yellow the Subordinate 
Themes Identified in her Interview 

118 

List of Images 

Image 1 Still from Samuelôs Animation Depicting his Perception 
of Government Involvement in Decision Making 

69 

Image 2 Amberôs Watercolour Depicting Being Kept Apart from 
Peers at Lunchtime 

82 

Image 3 Amberôs Watercolour Depicting óFatigueô 
 

94 



1 
 

Chapter 1: Introduction   

 

1.1 Overview 

 

In this thesis I aim to explore the school experiences of young people who have a 

chronic health condition. It has been organised as follows:  

 

¶ a critical review of the literature (Chapter 2); 

¶ rationale for chosen methodology (Chapter 3); 

¶ description of the procedures relating to the collection of data (Chapter 4); 

¶ the findings of the interpretative phenomenological analysis (IPA) (Chapter 5); 

¶ a discussion and interpretation of the results in relation to the research 

questions, literature and psychological theory (Chapter 6); 

¶ conclusions, limitations and recommendations for practice and future research 

(Chapter 7). 

 

1.2 Research Interest 

 

My interest in this field of research is twofold. Firstly, it is related to my professional  

experiences while working in schools and secondly, it is linked to my personal 

relationships with family members who have attended school with a chronic health 

condition (CHC) or are just about to embark on this journey. 

 

While working as a head of inclusion in schools, managing the medical needs of 

pupils always fell under my remit. It was a job that was never in the job description; I 

received no training and it felt secondary to everything else. There was a sense that 

these pupils were not a priority and not deemed as important as other pupils with 

additional needs, who we relentlessly tracked, monitored, and intervened with. There 

was never a consideration of the impact beyond the medical. 

 

Over the years, it became glaringly obvious to me that there were broader, unspoken 

difficulties affecting this cohort of young people in relation to their education and 

wellbeing, and that their needs beyond the ómedicalô were not being met. This 
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spurred me to look for additional information, support, and training, but I found it 

lacking, particularly in relation to the psychosocial impact I was seeing in the pupils I 

worked with. I began to talk to family members who had lived through school with a 

CHC, and they spoke of the frustrations, anxieties and challenges they had 

experienced and still remember vividly today. There are also younger members in 

my family with CHCs who are yet to start their school journey, for whom it feels with 

further insight there is an opportunity to consider what could be done differently. 

 

As a trainee educational psychologist (TEP), I noted that we received no direct input 

on the training course in relation to this cohort of pupils and yet on placement I 

frequently worked with individuals who had varying health needs. As a TEP, I found 

the resources, training and support available in this field lacking.   

 

Due to my professional and personal experiences, I am interested in exploring the 

viewpoints of young people with a CHC regarding their experiences of school. I also 

hope that by doing this there may be potential implications for the practice of 

professionals that work with young people with CHCs in schools. 

 

1.3 Defining Chronic Health Conditions  

 

1.3.1 Terminology 

 

To explore this area further there must be some clarification of the terminology being 

used. Currently, there are a range of terms being used interchangeably to describe 

health conditions, including óillnessô, ómedical conditionô, ódiseaseô, ódisabilityô and 

óspecial health care needsô (Mokkink, Van Der Lee & Grootenhuis, 2008; Van der 

Lee et al., 2007). Davis and Brosco (2007) suggest that children with CHCs do not 

all require óspecial careô, and as such argue that this term should not be used. The 

terms illness and disease are predominantly rooted in the medical model, indicating 

a focus on the physical or biological aspects of the condition and not the 

psychosocial elements. Defining in terms of illness can also be challenging ñbecause 

illness implies a particular temporal relation ï you get sick, you get wellò (Berland, 

2009, p.700). The term óillnessô, therefore, fails to encompass the persistent and 
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long-term nature of these health needs. As such, the term óchronic health conditionô 

(CHC) will be used as this appears to be the most fitting for this study.   

 

1.3.2 Categorical and Non-Categorical Definitions 

 

There are two broad realist, medical approaches when considering defining CHCs, 

categorical and non-categorical. The categorical approach to defining a CHC is 

problematic on many levels because it relies on a diagnosis-specific model (Perrin et 

al, 1993). Pragmatically it is difficult due to the sheer number of health conditions 

that it encompasses. One study suggests that there are at least 285 different 

conditions which could be considered as a CHC, many of which are extremely rare 

(Mokkink et al., 2008). Further, the categorical approach does not account for the 

severity of the health condition, nor does it consider co-morbidity (Neff et al., 2002). 

Therefore, it tells little about the circumstances (severity, duration or medical care 

requirements) of the individualôs unique presentation of their health condition.  

 

Conversely, the non-categorical approach is a holistic model which highlights the 

common life experiences and functional impact of the CHC on the individual 

irrespective of their specific diagnostic label (Davis & Brosco, 2007; Van der Lee et 

al., 2007). There are various non-categorical definitions of CHC, but they all tend to 

consist of a combination of inclusion criteria which are related to the duration, origin, 

functional limitations and health care requirements of the condition (Mokkink et al., 

2008). Although each condition can be considered to have a ñbiomedical 

uniquenessò (Wallander & Varni, 1998, p.29), there are also considerable 

commonalities in the impact and consequences for the individual. As this study looks 

to explore the impact of CHCs on the educational experiences of young people, 

irrespective of diagnosis, a non-categorical approach to defining CHCs has been 

adopted.   

 

1.3.3 Alternative approaches to defining Chronic Health Conditions 

 

In contrast to the medicalised and realist approaches to defining CHC, which are rife 

in the literature associated with the topic area, social constructionism offers a 

differing view, which encompasses the social, cultural, and historical aspects of 



4 
 

medical phenomena and suggests that ñpeople enact their illness and endow it with 

meaningò (Conrad & Barker, 2010, p. 71). Through a social constructionist lens, 

there is a distinction between the concepts of ódiseaseô, ñthe biological conditionò and 

óillnesses, ñthe social meaning of the conditionò (Conrad & Barker, 2010, p. 67). From 

this perspective óillnessô moves away from the concept of disease, that is the 

objective reality of ñabnormalities or disturbances of structural forms, regulation, and 

functional endsò (Bolton & Gillett, 2019, p112) and towards the individualôs subjective 

perception of their experience of a medical condition, which is socially and culturally 

constructed. Social constructionists critique realist approaches to defining disease as 

reductionist and suggest that they fail to reflect and encompass the broader and 

complex experiential, social and cultural aspects of óillnessô, which are distinct from 

the biomedical disease (Friedson, 1970). 

 

This is an important consideration when attempting define CHCs, particularly when 

undertaking research which aims to understand the subjective experience of 

individuals. Using a purely medical approach to defining CHC becomes problematic, 

as definitions rooted in ideas of ódiseaseô do not encompass the very aspects of the 

phenomena that the research aims to explore, such as they ways in individuals 

ñunderstand their illness, forge their identity, and live with and in spite of their illnessò 

(Conrad & Barker, 2010, p. 76). However, there are also difficulties with adopting a 

social constructionist position, as concerns arise as to how possible it is be able to 

define and create homogenous groups with clear inclusion and exclusion criteria, 

given that óillnessô is constructed through a complex interplay between the individual 

and the social, cultural and temporal context they are in. Defining concepts and 

clarifying sample groups is a critical consideration when carrying out research, 

therefore the question becomes how to we research as phenomena if there is no 

clear definition of it?  

 

This tension between requiring a definition and acknowledging the complexities of 

defining CHCs has arisen within this research. In an attempt to create a clearly 

homogenous group, there has been a drive to understand what a CHC óisô by 

acknowledging the biological underpinnings of disease, whilst also reflecting on the 

broader aspects of illness that are socially and culturally constructed. One approach, 

which appears to provide balance between these opposing views, suggests that 
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there is a mid-ground in understanding what CHC is and how or if it can be defined. 

The biopsychosocial model (BPS) claims to provide ñstrong utility for those health 

researchers who wish to steer an illuminated course between naive realism on one 

side, and forms of radical social constructivism or of phenomenology, on the otherò 

(Pilgrim, 2015, p.165). Aligned with critical realism, the BPS model attempts to field 

the ñconcerns of critical realists to respect both causes and meaningsò (Pilgrim, 

2015, p.167). The BPS model considers chronic illness to be a ñcomplex range of 

and interaction between biological, social, moral and policy factorsò, whilst also 

acknowledging the potential órealitiesô reflected in medical models (Bolton & Gillett, 

2019, p.144). This approach includes the broader social and cultural contexts 

missing from the medicalised definitions but also provides a pragmatic approach to 

considering aspects of disease and illness which may be helpful in creating a 

meaningful definition through which a homogenous group of participants could be 

identified.  

 

On this basis a BPS approach has been taken in defining CHC, by incorporating 

biological, social, and psychological aspects from key definitions. It is recognised 

however, that this is a pragmatic answer to a complex question. As such the 

following key aspects have been taken to define CHC. Firstly, Barraclough and 

Machekôs (2010, p.132) definition which suggests that a CHC is a ñmedical condition, 

lasting for more than 3 months, which requires medical attention and interferes with 

a personôs daily livingò. Theis (1999) provides a more detailed explanation of the 

potential impact of CHCs suggesting that alongside limitations in daily routines there 

may also be a reliance on medication, diets or assistive devices.  Stanton, Revenson 

& Tennen, 2007 explore the ongoing nature of CHCs suggesting that they ñdo not 

resolve spontaneously and are rarely cured completelyò (p.565). CHCs are therefore 

understood to be long-term, persistent and to have functional impact on the 

individualôs life, incorporating the BPS model. 

 

1.4 Prevalence of Chronic Health Conditions   

 

The World Health Organisation (WHO) describes CHCs as ñone of the greatest 

challenges facing health care systems throughout the worldò (WHO, 2002, p.1). In 

2012 it was estimated that approximately 15 million people in England had a CHC 
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with around 70 per cent of the health and social care budget per annum being spent 

on managing these needs (Department of Health, 2012). Research predicts that 

these figures are likely to significantly increase over the upcoming decades (WHO, 

2014; Department of Health, 2010 and Department of Health, 2012).  

 

It has been estimated there are 1.7 million young people in the United Kingdom with 

at least one CHC, with these figures increasing year on year (National Health 

Service, 2019). Medical advances ensure higher survival rates and greater life 

expectancy but do not typically offer a 'cure'. Therefore, it could be considered that 

for some young people mortality previously associated with their CHC has now been 

replaced with a ñlifelong morbidityò (Mokkink et al., 2008, p.1442).  

 

The percentage of the school-aged population with a CHC has been estimated at 

between 6 and 28 per cent (Shaw et al., 2010; Theis, 1999; Vitulano, 2003; Wiljars et 

al., 2016). As the figures indicate numbers of young people with CHCs are 

increasing, it stands to reason that so too are the numbers of young people who are 

managing a CHC in school (Peters, Hopkins & Barnett, 2016; Shaw & McCabe, 

2008). Given the significant number of young people with CHCs in schools, it seems 

important to attempt to understand the possible impact that having a CHC may have 

on accessing education.   

 

1.5 The COVID-19 Context 

 

This research was carried out during the COVID-19 pandemic. In January 2020, the 

first cases of COVID-19 were identified in the UK and by 23 March 2020 a 

nationwide lockdown was announced requiring the closure of schools to all pupils 

and the shielding of óextremely vulnerableô people, including those with certain 

CHCs.  

 

At the time of writing this thesis in March 2021, the UK is starting on a roadmap out 

of its third lockdown since the start of the pandemic. This research has been 

impacted at various points including changes required to the initial proposal and 

ethical application, the cancellation of all face-to-face activities, difficulties with 

participant recruitment and the personal trials of completing research at home whilst 
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home schooling my child. There were also a range of concerns raised by a move to 

working online. Although significant advances have been made over the past year by 

the education community, particularly in respect of using technology creatively to 

work online with young people, at the start of the pandemic practice in this field was 

extremely limited. As a result, there was a need to rapidly identify appropriate 

technology that could be used and a need to consider the ethical and pragmatic 

challenges of working in this way. This all had significant consequences for the 

research and required me to adopt a flexible and reflexive approach to respond to 

new challenges as they arose.  

 

1.6 Reflection Boxes 

 

A reflective and reflexive approach is understood to be a ñcritical self-exploration of 

oneôs own interpretations of empirical materialò (Alvesson and Skoldberg, 2000, p. 6) 

and is considered ña vital componentò in qualitative research (Shaw, 2010, p.239). 

Clearly identified reflexive practice can enhance research as it provides space to 

explicitly name, explore and examine the researchersô thoughts, feelings, views, and 

values relating to the research process so that they can then ñwork actively with 

them in a research encounterò (Shaw, 2010, p.238). 

 

I have used multiple tools to support me to embed a reflexive approach throughout 

the research. This has included engaging in regular formal supervision with my 

university tutor, research tutor and fieldwork supervisor alongside more informal peer 

supervision with colleagues and fellow TEPs.  The use of a research diary 

throughout the research process from the planning stages through to the writing 

process is also recommended, as it is felt to increase the trustworthiness of the 

research (Cassell, 2005) and provide explicit opportunities to explore the ñrole and 

impact of the researcherò (Nadin & Cassell, 2006, p.209). This research diary allows 

the researcher to provide ñrationale statements to indicate motivations for decisions 

in research design and inserting discussions of context ï from the perspective of 

both the researcher and researchedò (Shaw, 2010, p.242). 

Extracts from my research diary that have been deemed as particularly illuminative 

and useful have been included in the thesis using reflection boxes. These are 
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spaced throughout the text to give the reader insight into specific issues raised 

throughout the research process. 
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Chapter 2: Literature Review  

 

2.1 Overview 

 

This chapter is organised into five sections which expand on the focus of this study, 

culminating in the development of the research questions. I will begin by examining 

research relating to the impact of having a CHC both on young peopleôs psychological 

wellbeing and their education. Next, I will review current government policies around 

supporting young people with CHCs in school and explore the possible resource 

implications. I will then reflect on the importance of listening to young peopleôs voices, 

particularly in relation to exploring their unique experiences of living with a CHC.  

 

2.2 Chronic Health Conditions and Psychological Wellbeing  

 

2.2.1 Overview 

 

Whilst research suggests that most young people with a CHC do not have a 

diagnosed psychological disorder (Madan-Swain, Katz & La Gory, 2004), there are 

higher rates of emotional difficulties and psychological distress reported in the 

population of young people with a CHC compared to their healthy peers (DfE, 2015; 

Madan-Swain et al., 2004; Shaw & McCabe, 2008; Wodka & Barakat, 2007). These 

figures suggest an increased risk of young people with CHCs developing 

psychological difficulties (Edwards & Titman, 2010). Estimates suggest that between 

10 and 37 per cent of young people with a CHC develop some form of psychological 

difficulty in relation to their health needs (Glazebrook et al., 2003). There is some 

suggestion that these figures are not a true representation of the level of need, as it 

is proposed that emotional difficulties in young people with a CHC are often 

overlooked and underreported (Turner & Kelly, 2000) or misinterpreted as a physical 

symptom such as fatigue (Champaloux & Young, 2015). 

 

Research indicates that the psychological difficulties experienced by some young 

people with a CHC are more likely to be emotional, rather than behavioural 

(Glazebrook et al., 2003). The emotional difficulties described in the literature are 
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wide ranging and include anxiety, depression, low self-esteem, difficulties around 

planning for the future, concerns around mortality, pain management, difficulties with 

adhering to treatment regimens and struggles with identity (Duff, 2001; Gallagher, 

Bentley & Barlow, 2014; Mahdavi, 2015; Modi & Quitter, 2006; Taylor, Gibson & 

Franck, 2008). Several models have been proposed regarding how the individual 

with a CHC may experience and manage psychological difficulties. The sections 

below briefly explore some key concepts in this area. 

 

2.2.2 Adjustment, Adaptation and Coping 

 

It can be understood that young people who have a CHC are managing a wide range 

of stressors which could be considered as an ñongoing chronic strainò (Wallander & 

Varni, 1998, p.31). Diagnosis, treatment, unpredictability, physical symptoms, 

concerns about the future and the impact on social relationships can all be 

considered a ñmajor psychosocial burdenò (Sawyer et al., 2007, p.1484). Over the 

past forty years there has been a plethora of literature produced which explores the 

ways young people and their families adjust, adapt and cope with the identified 

stressors associated with living with a CHC. While many young people and their 

families are resilient and cope well, there are others who appear to have more 

difficulties (Edwards & Titman, 2010). The variability seen between peopleôs 

psychological adjustment has led to the production of several theoretical models 

which identify supportive and hindering factors in how people cope and adapt with a 

CHC.  

 

Wallander and Varniôs disability-stress-coping model (1998) is one key theoretical 

model that conceptualises the ways individuals and their families adjust to the 

chronic strain associated with a CHC. The non-disease specific model is rooted in 

previous theories of coping (Pless & Pinkerton, 1975) and encompasses cognitive 

appraisal theory (Lazarus & Folkman, 1984). Within the model, stressors associated 

with CHCs are perceived as ñpersistent objective conditions that require continual 

readjustmentò to which individuals have various risk and resilience factors which 

either help or hinder adjustment and coping (Wallander & Varni, 1998, p.31). Risk 

factors were placed into three categories: disability/disease parameters, functional 

independence, and psychosocial stressors. Resilience factors were also 
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conceptualised into three categories: intrapersonal factors, factors related to how 

stress is processed and socioecological factors (Wallander & Varni, 1998). 

 

The model proposes that individuals demonstrate a unique pattern of strengths and 

weaknesses across these risk and resilience factors, with high risk, low resilience 

profiles causing a detrimental impact on emotional wellbeing, psychosocial 

functioning and adjustment and adaptation (Brown, Doepke & Kaslow, 1993). 

Wallander and Varni (1998) suggest that by identifying possible risk and resilience 

factors, targeted interventions can be developed to support adjustment, adaptation 

and coping for those with a CHC. Within health psychology, theoretical models such 

as this can provide a óuniversalô guide to help clarify the nature, interplay and 

mechanisms of risk and resilience factors which can support in the identification of 

children and families more likely to experience difficulties and the development of 

generalised intervention programmes (Edwards & Titman, 2010). However, more 

recently in clinical and health psychology there has been a move away from the 

generic theoretical models towards evidence-based practice and developing 

treatment programmes for specific conditions (Spirito & Kazak, 2006). 

 

2.2.3 Self-Determination Theory in Health Research 

 

Self-determination theory (SDT) (Deci & Ryan, 2000; Ryan & Deci, 2017) is an 

organismic, motivational meta-theory developed through field and empirical studies. 

SDT ñilluminates the conditions and processes through which human growth is 

optimizedò (Barrable & Arvanitis, 2018, p.2). These conditions focus on three basic 

psychological needs, autonomy, relatedness and competence. SDT posits that these 

needs being met supports an individualôs ñhealthy psychological and behavioural 

functioningò (Ryan & Deci, 2017, p. 4). SDT takes a realist stance, proposing that 

these needs are objective and universal, and if not met, there is an observable 

impact on the individual, irrespective of their views, desires, preferences, or values 

(Ryan & Deci, 2017, p. 10).  

 

Basic psychological needs theory (BPNT) is a mini-theory of SDT concerned with the 

satisfaction or frustration of the three basic psychological needs described above 

(Ryan & Deci, 2017; Vansteenkiste, Ryan & Soenens, 2020). BPNT proposes that 
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needs can be satisfied or thwarted. The meeting/thwarting of needs is not static and 

varies ñwithin persons, over time, contexts and social interactionsò (Ryan & Deci, 

2017, p. 243). It is also recognised that ñindividuals face unique affordances and 

obstacles in developmentò (Ryan & Deci, 2017, p. 241), which impact the satisfaction 

of needs and wellbeing. This appears to be particularly relevant to this study, as a 

CHC would be considered a potential óobstacleô. BPNT also indicates that there is a 

complex interplay between the meeting and thwarting of needs, suggesting that they 

are highly interdependent and intercorrelated (Chen et al., 2015). A balance in 

satisfaction of the three needs is thought to be important. High levels of variability 

between the meeting and thwarting of needs is proposed to have a greater impact on 

wellbeing and wellness than any one need being frustrated (Sheldon & Nieiec, 

2006). 

 

SDT is a popular psychological framework that has a broad reach across various 

domains within psychology, including health (DeWalt et al., 2009; Estabrooks et al., 

2005; Koponen, Simonsen, & Suominen, 2018; Ng et al., 2012) and education 

(Barrable & Arvanitis, 2018; Inok, Chiu & Patrick, 2021; Liu et al., 2015; Nunez & 

Leon, 2019). Ryan et al. (2008) propose the use of SDT as a biopsychosocial 

approach to explore individual health related behaviours and motivation. Their 

behaviour change model, based upon the key tenets of SDT, illustrates the impact of 

satisfying the basic psychological needs on both mental and physical health (Figure 

1). This model has led to the development of a range of health interventions that 

have been purported to be particularly effective in areas such as treatment 

adherence and increasing physical activity (DeWalt et al., 2009; Estabrooks et al., 

2005; King et al., 2010; Koponen, Simonsen, & Suominen, 2018; Ng et al., 2012; 

Williams et al., 2009). 

 

Ng et al. (2012), suggest in their meta-analysis of literature that SDT is a viable and 

valuable framework through which psychological interventions and behaviour change 

programmes can be developed. They propose that research should continue to 

explore ñmechanisms by which SDT-based interventions in various health settings 

can improve the length and quality of individualsô livesò (Ng et al., 2012, p.337).  
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Figure 1:  Model of health behaviour change adapted from Ryan, et al., (2008) seen in Ng et al., 

(2012). 

 

 

 

A systematic literature review by Eassey et al. (2020) synthesises qualitative studies 

related to living with a CHC and identifies links between SDT and the experiences of 

individuals with CHCs. This paper suggests that ñchronic illness was considered by 

patients to be a disease if it challenged their sense of autonomy, competence and/or 

relatednessò (Eassey et al., 2020, p.276). The paper concludes that there is value in 

future qualitative research exploring how SDT can be used as a framework for 

understanding individualsô experiences of CHCs.   

 

Finally, the óKeeping Connectedô study, in part explored the school experiences of 

young people with CHCs in Australia (Yates et al., 2010), also appeared to support a 

link between the experiences of young people with a CHC and SDT. Although there 

is no specific reference to SDT, the research identifies themes emerging from 

interviews with young people with a CHC closely relate to the three basic 

psychological needs. These include feeling disconnected from others (relatedness), 

sense of achievement linked to setting and meeting goals (competence) and a need 

to have their views heard and acted upon (autonomy). 
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2.2.4 Psychological Support 

 

Edwards and Titman (2010) suggest that psychological support for children and 

young people with a CHC is essential so that they can adjust, adapt, function, 

engage in everyday activities and cope with the demands of their treatment regime. 

However, it is reported that only a relatively small number of young people with a 

CHC will access direct psychological input from a specialist clinical psychology team 

(Edwards & Titman, 2010). This support is primarily focused on providing evidence-

based treatment programmes in a particular area of need such as pain management, 

treatment adherence or psychoeducation programmes for young people and their 

families (Kazak, 2006; Palmero, 2014; Power et al., 2003). These programmes 

appear to be stand-alone and medically orientated with little consideration of how 

this support could be generalised into education settings.  

 

The óSupporting pupils with medical conditions at schoolô policy document 

(Department for Education, 2015) indicates that ñappropriate support should be put 

in place to limit the impact on the childôs educational attainment and emotional and 

general wellbeingò (p.5) although it does not give any indication of what this 

óappropriate supportô is nor where or by who it should be delivered. There is 

reference to psychosocial support being provided by the school nurse, social 

workers and therapists, but educational psychologists are not mentioned (DfE, 2015; 

Edwards & Titman, 2010). Yet educational psychologists, who have experience and 

training in supporting mental health and an in-depth knowledge of school policies 

and processes, seem well-placed to provide the support being suggested. Jackson 

(2013) indicates that there are ñunrealised opportunitiesò (p.8) for school staff to 

make links with external professionals, including psychologists, to explore the 

support available for young people with a CHC in relation to their education. 

 

2.3 Chronic Health Conditions and Education 

 

2.3.1 Overview  

 

The framework document óGetting the right start: National Service Framework for 

children: Standard for Hospital Servicesô (Department of Health, 2003) indicates that 
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ñEducation is vitalò (p.11) and dictates that all children and young people who have 

health needs that require hospitalisation should access as much education as they 

can, given their medical needs. Literature, however, suggests that CHCs may affect 

young peopleôs education in a myriad of ways including their attainment, attendance 

and relationships with staff and students. There are also implications in respect of 

resources and funding, and how the physical symptoms of a CHC are experienced 

by young people in school. These will be explored in the sections below. 

 

2.3.2 Attainment  

 

Research indicates that young people with a CHC appear to have poorer educational 

attainment in comparison to their healthy peers (Champaloux & Young, 2015; 

Needham, Crosnoe & Muller, 2004; Maslow et al., 2011; Thies, 1999). There are 

multiple reasons proposed for the link between CHCs and poor educational 

attainment. Poor attendance, the impact of physical needs associated with CHCs 

(fatigue, pain, lethargy), medication side effects and the social and emotional impact 

of having a CHC (Madan-Swain, 2004; Thies, 1999) are all thought to play a role. 

 

Thies (1999) suggests that one possible factor leading to poor academic 

performance is the behaviour of the adults around the young person. It is suggested 

that they can prioritise health over academic performance, irrespective of the 

severity of the health needs at the time. If a young person is perceived to be acutely 

ill, teachers may see the physical and emotional distress, reduce expectations and 

workload to avoid óovertaxingô them, even if they would be able to manage the level 

of work being given (Irwin & Elam, 2011). This subsequently leads to an inadvertent 

reduction in educational support which is proposed, over a prolonged period, to 

impact on progress in learning (Thies, 1999).   

 

Poor school attendance, linked to CHC can also directly impact on academic 

attainment and lead to fragmented learning (Nisselle, Green & Scrimshaw, 2011). 

Missing lessons can be problematic for young people as it can often mean that 

ócatch upô learning is undertaken outside the classroom, often without appropriate 

teacher instruction. Without teacher support, young people are at risk of failing to 

fully grasp new learning (Needham et al., 2004). In some subjects which rely heavily 
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on the learning of core concepts, such as mathematics, frequent absence can mean 

that the young person fails to develop the óbuilding blocksô required to grasp more 

complex concepts (Thies, 1999). It has also been suggested that absence can 

create a cycle that consists of ñfalling behind academically leading to catching upò 

and that ñcatching up takes time away from keeping upò (Thies, 1999, p.395). This 

ócatch-up, keep-upô cycle can result in underachievement, which in turn can impact 

on the young personôs self-confidence as a learner. 

 

2.3.3 Attendance  

 

Absence from school due to a CHC can impact on academic progress, motivation 

and interfere with a young personôs ability to develop relationships and feel 

connected to their peers and staff at school (Diette et al., 2000; Dyson et al., 2007; 

Jackson, 2013; Sexson & Madan-Swain, 1993). Reduced attendance is also 

associated with a higher risk of engaging in emotionally based school avoidance 

behaviours (Jackson, 2013; Hogan, McLellan & Bauman, 2000; Olson et al., 2004; 

Shaw & McCabe, 2008). Government policy (Department for Education, 2015.) 

states that ñlong-term absences due to health problems affect childrenôs educational 

attainment, impact on their ability to integrate with their peers and affect their general 

wellbeing and emotional healthò (p. 5). 

 

Absence due to a CHC can take several forms. It can include prolonged absences 

over several days and weeks (e.g., hospitalisation for administration of antibiotics for 

a young person with cystic fibrosis), shorter absences for parts of days (e.g., being 

sent home due to short-term physical symptoms of asthma or to attend medical 

appointments) or absences for parts of lessons for medical interventions (e.g., blood 

sugar monitoring in diabetes). Longer-term absences are more likely to be noticed, 

formally recorded, and monitored compared to the more subtle absences in lessons 

required for medical intervention. However, it is important to consider that these 

short absences can occur frequently throughout the day, every day. They 

accumulate over the school year and can equate to a significant amount of missed 

learning, even though this is not formally recorded. Absence (in any form) ñcan be 

subtle, but cumulatively potentially damagingò (Thies, 1999, p.395). Longer-term 

absences related to hospitalisation can also be problematic as they often occur ñwith 
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little or no prior warningò which can have a significant impact on planning for and 

access to the school curriculum (Peters, Hopkins & Barnett, 2016, p.143). 

 

2.3.4 Peer Relationships  

 

Young people increasingly place importance on peer acceptance and their intimate 

peer relationships as they approach the adolescent years (Christie & Viner, 2005). 

School is an important place that plays a central role in supporting young people not 

only academically, but also socially ñin terms of interpersonal skills, making 

friendships beyond the family and achieving independence from parentsò 

(McDonagh & Hackett, 2008, p.385). It has been suggested that the development 

and maintenance of peer relationships for young people with a CHC can be 

ñcomplicated by their illness and periods spent in hospitalò (Taylor, Gibson & Franck, 

2008, p.3085). Maslow et al. (2011, p.7) report that there is a ñconcern among 

parents and health care providers that children with chronic illness are destined to 

face peer difficultiesò as they try to balance peer relationships when their lives and 

daily routines are different to their healthy peers (Shiu, 2001).  

 

These parental concerns may be warranted as absences from school due to 

hospitalisation or treatment regimens can mean that peer interactions for young 

people with CHCs are significantly disrupted or reduced (Shiu 2001; Edwards & 

Titman, 2010). This can cause them to experience exclusion from friendship groups, 

feelings of social isolation, reduced peer support and increased reliance on family 

members (Christie & Khatun, 2012; Ernst, Johnson & Stark, 2010; Nabors et al., 

2008; Mahdavi, 2015; Quittner et al., 2009). While this disconnection from school 

and friendship groups can be considered a risk, being physically and socially 

connected through school could also be considered a protective and supportive 

factor (Blum and Libbey, 2004; Eames, Shippen & Sharp, 2016). As such, school 

has been described as playing both a ñconnecting role and an isolating roleò 

(Ferguson & Walker, 2014, p.235).  

 

Researchers have also explored the idea that young people with a CHC can be more 

óvisibleô than their healthy peers. This increased visibility and ódifferenceô could be 

seen to occur in a range of ways including the need for specific treatment (e.g., 
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physiotherapy), dietary requirements (e.g., menu checking for allergens), medication 

(e.g., enzymes required before food), differences in appearance (e.g., mobility 

difficulties) or specialist equipment (e.g., insulin pumps). Jackson, 2013 indicates 

that these additional accommodations can lead to young people with CHC being 

identified as different by their healthy peers and suggests that the response of peers 

can be to ñostracise or ignore the student living with chronic illnessò (p.546). ñBerland 

(2009) suggests that accommodations made in school for young people with a CHC 

may cause resentment and frustration for some of their healthy peers, subsequently 

impacting on their ability to maintain supportive relationships with them. Ferguson & 

Walker (2014) suggest that the young people in their study reported incidents of 

bullying which they suggest were ñsometimes a consequence of perceived 

differenceò (p.237).  

 

Research suggests that young people with a CHC may feel different to peers or 

óabnormalô at a time when conforming is extremely important to them (Jackson, 

2013; Shiu, 2001; Yates et al., 2010). Jackson (2013) suggests that young people 

with a CHC desire to conform and strive for normalcy, but at times this feels 

unobtainable for them. There is a delicate balance for individuals with a CHC and 

their desire to be ónormalô that must be managed in their daily lives (Dailey, 2010). 

Yates et al. (2010) suggest that this desire to be normal creates challenges for the 

young people in their study ñwho wanted to be seen as normal by other people, but 

at the same time needed to acknowledge their limitations and the need for external 

supportò (p.9). 

 

2.3.5 Relationships with Staff  

 

Teaching staff have been described as a front-line source of support for young 

people with CHCs as they are often the first to respond to their medical needs but 

are also central in supporting their academic and social development in the 

classroom (Huffman, Fontaine & Price, 2003). School staff are also well placed to 

monitor and support young peopleôs emotional wellbeing in school. Despite being at 

the forefront of support, teaching staff receive little training about CHCs and the 

potential impact on the young personôs education (Barraclough & Machek, 2010; 

Thies, 1999). Research demonstrates that often school staff appear to lack 
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knowledge and awareness about the needs of the young people with a CHC in their 

classrooms, frequently citing pragmatic reasons for this such as lack of time, unclear 

school policies, and lack of information being provided (Thies 1999; Thies & 

McAllister 2001; Shiu 2001; Strawhacker and Wellendorf 2004). For some staff 

however there appears to be a ñlevel of scepticismò (Jackson, 2013, p.546) in 

acknowledging and accepting the invisible nature of the CHC (Berland, 2009). 

 

Some studies have suggested that teachers have reported they do not feel confident 

in supporting young people with a CHC in their classroom and that this responsibility 

can cause them to feel overwhelmed and under prepared (Clay et al., 2004; Madan-

Swain et al., 2004; Nabors et al., 2008; Olson et al., 2004; Thompson & Gustafson, 

1996). Olson et al. (2004) suggest that teachers may lack knowledge and 

understanding of the true risks, fear potential medical emergencies, perceive that 

additional time and attention will be required or feel personally uncomfortable about 

having a young person with a CHC in their classroom. Surveys conducted with 

teachers who have young people with a CHC in their classroom suggest that the 

additional time required to support is not a perception but a reality (Nabors et al., 

2008). 

 

The relationship between parents and teachers is critical when young people have a 

CHC but can also be strained (Mukherjee, Lightfoot & Sloper, 2002). Parents are 

reported to perceive teachers as uninformed both about the specific medical 

interventions that may be required for their children but also about the wider 

limitations that these may cause in the classroom (Mukherjee et al 2000; Mukherjee 

et al., 2002). There also appears to be a tension in which parents are 

understandably concerned for their individual childôs needs, but the school staff also 

need to consider how these can be managed so that a balance is found with the 

effective use of resources and other needs within the class and school (Band et al., 

2002). 

 

Young people with a CHC will also have a range of medical professionals involved in 

their care and the relationships between them and school staff can also be a source 

of tension. Training in both medical and education professions provides very few 

opportunities to discuss, explore or interact with the other and as a result there can 

https://www-tandfonline-com.sheffield.idm.oclc.org/doi/full/10.1080/13561820.2018.1531833
https://www-tandfonline-com.sheffield.idm.oclc.org/doi/full/10.1080/13561820.2018.1531833
https://www-tandfonline-com.sheffield.idm.oclc.org/doi/full/10.1080/13561820.2018.1531833
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be a limited understanding of the otherôs settings, roles, limitations and perspectives 

on managing CHCs (Salm et al., 2010; Wilson, McNeill & Gillon, 2017). This can 

understandably cause difficulties when discussing and planning for the care of a 

child with a CHC in a school setting, with medical professionals having a limited 

understanding of how a school is run and education professionals having limited 

understanding of the complexities of the medical care required (Giroux, Wilson & 

Corkett, 2019). Collaboration between these two sets of professionals is essential for 

providing the right care in school settings but often these ñdeeply entrenched role 

identities can prevent collaborationò (Giroux et al., 2019, p.244), which is likely to 

impact the young person.  

 

2.3.6 Physical Symptoms in School 

 

The biological and physical impact of a CHC, that is the symptoms, side effects and 

treatment regimens on young peopleôs school experience, vary depending on the 

CHC and the individualôs experience of it. Whilst it would be impossible to identify all 

the possible ways physical symptoms could impact on a young person at school, 

Table 1 below provides examples of potential challenges for young people in school 

relating to physical symptoms associated with their health condition. 

  

Table 1: Example of the impact of the physical symptoms of CHCs on education (adapted from Theis, 

1999, p.394)  

 

 

https://www-tandfonline-com.sheffield.idm.oclc.org/doi/full/10.1080/13561820.2018.1531833
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Fatigue is described as the ñuniversal symptomò (Dailey, 2010, p.12), commonly 

experienced across many people with CHCs (Kaffenberger, 2006; Shiu, 2001; 

Velsor-Friedrich, Pigott & Louloudes, 2004). It is suggested that many young people 

with a CHC may experience levels of fatigue which impact on their energy levels and 

can make it significantly more difficult to access and engage with school lifeò (Thies, 

1999). Jackson (2013) suggests that the hidden nature of fatigue and pain, meaning 

that school staff and peers are not always aware of its effects, can make it 

particularly challenging to manage. Acute physical symptoms such as pain and 

discomfort in class can be distracting and impact on concentration and focus on 

learning (Ernst et al., 2010; Madhavi, 2015). It is suggested that young people 

managing these ongoing difficulties with invisible symptoms, such as pain and 

fatigue, may experience low self-esteem, low mood, depression, or anxiety as a 

result (Velsor-Friedrich et al., 2004). Finally, it is considered that some young people 

with a CHC may also experience longer-term biological effects on attention, memory 

and processing speed that may in turn affect their academic attainment (Sexson & 

Madan-Swain, 1993; 1995; Shaw & McCabe, 2008) 

 

2.4 Government Policies 

 

2.4.1 Overview  

óSupporting pupils with medical conditions at schoolô (DfE, 2015) is the current 

government legislation in the UK regarding supporting children and young people 

with CHCs in schools. This documentation focuses on the provision of practical 

advice for school settings around managing emergencies and recording medication. 

There is some, albeit limited, recognition of the psychosocial impact of CHCs on 

young people suggesting that ñarrangements should show an understanding of how 

medical conditions impact on a childôs ability to learn, as well as increase confidence 

and promote self-care" (DfE, 2015, p. 7).  

 

The policy places a focus on inclusion and person-centred practice, stating that it 

would be unhelpful to ñassume that every child with the same condition requires the 

same treatmentò (DfE, 2015, p. 23). Pupil voice is a further key message emanating 

through the policy, with recommendations made that ñpupils with medical conditions 
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will often be best placed to provide information about how their condition affects 

them. They should be fully involved in discussions about their medical support 

needsò (DfE, 2015, p. 13). The policy sets out clear expectations that dictate 

adequate training and information sharing with staff and strongly suggests that 

schools should support young people with medical conditions though collaboration 

with health and social care professionals and with parents (DfE, 2015). Parents are 

labelled ñkey partnersò (DfE, 2015, p. 13) who should be heavily involved in 

information sharing and planning but should not be considered the schoolôs ñsole 

trainerò (DfE, 2015, p. 18).  

 

2.4.2 Resources and Funding  

Young people with CHCs are likely to require additional support in school and as 

such there are resource implications. However, it is not clear where this additional 

resource is to be sourced from. Young people with CHCs have been at the 

ñintersection between health, education and well-beingò and as such, it is ñunclear 

who bears responsibility for addressing the actual or perceived impact on learningò 

(Thies, 1999, p.392). Government policy (DfE, 2015, p. 5) states that ñsome children 

with medical conditions may be disabled under the definition set out in the Equality 

Act 2010ò and ñsome may also have special educational needs (SEN)ò, implying that 

some young people will be considered in neither category. This fluidity can cause 

difficulties as young people with CHCs do not ófitô within one specific definition, and 

therefore also do not qualify for the associated funding stream. Further, CHCs and 

associated needs are rarely static, being described as a ñrollercoaster of changing 

needs moving between acute medical crises and long-term management of healthò 

(Thies, 1999, p.396). This suggests then that CYP may frequently move in and out of 

varying systems depending on the severity of their needs at any given time. This 

increases the likelihood of being overlooked and missing out on needed resources 

that could provide them with the required support within school.  

 

2.5 Listening to Young Peopleôs Experiences 

 

2.5.1 The Importance of Hearing Young Peopleôs Experiences  
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It is increasingly recognised that young people are key sources of information about 

themselves and their social world (Hardy & Majors, 2017; Tisdall, Davis & Gallager, 

2009). The act of listening to and acting on young peopleôs voices can be 

empowering and emancipatory (Ingram, 2013). However, it has been suggested that 

there is a socio-cultural environment which ñis supportive of asking for young 

peopleôs views but is often resistant to really hearing and actioning these viewsò 

(Hardy & Hobbs, 2017, p.174). It has been implied that attempts to hear young 

peopleôs voices often do not extend beyond tokenism (Alderson, 2001; Hart, 1992; 

Johnson, 2017). Research practice which excludes young peopleôs voices or fails to 

hear their lived experiences perpetuates the cycle of researching óonô young people 

rather than ówithô them which in turn marginalises and disempowers young people 

(Darbyshire, MacDougall & Schiller, 2005). 

 

This appears to be highly relevant when considering young people with CHCs. The 

information gained when the focus of research is firmly trained on medical 

perspectives is likely to be considerably different to the subjective experiences that 

could be heard by speaking directly to those who live with a CHC (Forsner, Jansson 

& Sßrlie, 2005). Yet there is an imbalance in research within the field which appears 

to prioritise knowledge from the óexpertô medical professional over insight from the 

individualôs lived experience (Gabriel, 2004). It has been proposed that the 

prioritisation of the individualôs ñexperiential expertiseò ensures that research is 

ñvalued, valid and feasibleò (Spencer, Fairbrother & Thompson, 2020, p.2). 

 

There has been a reported shift in research approach when working with young 

people, moving from finding out about them using proxy reports to a focus on 

listening directly to their views and experiences (Punch, 2002; Santelli et al., 2003). 

There is increasing research which prioritises the voice of young people within health 

research (Spencer et al., 2020) but there is a tendency to attempt to understand 

these experiences through professional discourses of health, education or through 

young peopleôs parentsò (Moss, 2014; Yates, 2010; Yates et al, 2010). Bolton, Closs 

& Norris (2000, p.40) also suggest that research appears to be ñmedically, 

psychologically or sociologically orientatedò and lacks focus on educational 

dimensions of their lives.  
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2.5.2 The óKeeping Connected Projectô 

 

One recent study, óThe Keeping Connected Projectô, does appear to have both 

attempted to obtain young peopleôs views and focuses, at least in part on their 

educational experiences (Yates et al., 2010). The study was a three-year multi-

disciplinary research project, employing longitudinal case study, ethnographic, visual 

and narrative methodologies with 31 participants living in Australia who had all 

experienced ñchronic illness-related interruptions to their schoolingò (Yates et al, 

2010, p.2). The study aimed to explore their experiences and and to understand 

factors that facilitated or hindered their ñeducational and social connectionsò and 

planning for the future (Yates et al, 2021, p.3). Whilst the primary focus was 

prioritising young peopleôs voices, secondary data collection through interviews, 

focus groups and surveys was undertaken with parents, health, and education 

professionals.  

 

Four key themes arose from the analysis. Firstly, a theme exploring the opposing 

concepts of normalcy, difference and the idea that young people with CHC are ñthe 

same as everybody else and yet being particularly vulnerableò (Yates et al, 2010, 

p.12). Secondly, the need for professionals to view young people beyond their 

medical label so that their individual and nuanced needs could be understood. The 

third theme highlighted that CHCs are highly variable and the impact on young 

peopleôs lives can change significantly over time, therefore managing a CHC should 

be viewed ñas a process, not a checklistò (Yates et al, 2010, p.13). Finally, a theme 

highlighting the need for clear communication between professionals, young people 

and schools to ensure increased advocacy so that they have their rights promoted 

and protected. 

 

This study is, to my knowledge, the only study within this topic area which places 

such importance on the voice of the young person in relation to their experiences of 

living with a CHC and the impact this has on their education. However, the 

researchers do also then give significant space in which professional and parent 

views are also explored, which could be considered a dilution of the participants 

voices and perhaps a weakening of the message that young people are experts of 

their own lives, and that they are able to provide a unique insight living with a CHC. 
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This study also takes place in a single state within Australia, and therefore cannot 

speak to the nuances of the British education system or government policies and the 

impact that these ecosystemic factors are likely to have on young peoplesô 

experiences.  

 

2.6 Summary, Rationale and Research Questions 

 

This chapter has highlighted that there is a large and increasing number of young 

people with CHCs in the UK, with the majority attending mainstream school settings. 

Research has indicated that there are a broad range of ways in which CHCs impact 

young peopleôs psychological wellbeing and education. Whilst there is a plethora of 

research about living with CHCs, it tends to be clinically orientated, focused on 

adults or the information is obtained about young people by proxy and is focused on 

óproblem solvingô medical issues rather than understanding experiences. It has been 

identified that there is much to be gained from listening to the lived experiences of 

people with CHCs (Yates et al., 2010) and there have been suggestions that 

research needs to move towards attempting to understand the ñnuances surrounding 

living with a chronic illnessò (Eassey et al., 2020, p.286). 

 

This research aims to explore the lived experience of young people with a CHC who 

attend a mainstream secondary school. This will be done by talking directly to young 

people to ensure their viewpoints are listened, valued, and prioritised.  

 

The research aims to answer two research questions: 

 

1. How do young people with a CHC experience mainstream secondary school? 

 

2. What can professionals working with young people with a CHC learn from 

these experiences? 
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Chapter 3: Methodology 

 

3.1 Overview 

 

In this section I will outline the ontological and epistemological positionality 

underpinning this research. I will then explore the decision-making process, referring 

to other approaches considered, before presenting the rationale for the selected 

methodological approach in this study, IPA. The core principles of IPA will then be 

outlined and implications to this study explored. Finally, consideration will be given to 

issues relating to the quality, rigour and trustworthiness of the research. 

 

3.2 Ontological and Epistemological Positionality 

 

A researcherôs ontological position can be understood to be somewhere on a 

continuum between relativism and realism. Realist ontology acknowledges the 

existence of a órealityô which is observable and objective (McEvoy & Richards, 2003), 

assuming therefore that ósomethingô exists and can be identified and described 

through research (Willig, 2013, p. 15). Contrastingly, relativism considers órealityô to 

be a subjective human experience (Denzin & Lincoln, 2005) with as ñmany different 

realities as there are peopleò (Levers, 2013, p.2). 

 

Critical realism is considered to fall on the continuum between the realist and 

relativist paradigms asserting an ontological realism and epistemological relativism 

(Maxwell, 2012). Critical realism suggests there is an objective reality, which is 

perceived in three distinct layers; the empirical, the actual and the real (Bhaskar, 

2008). The epistemological relativist stance, however, suggests that this objective 

reality can never be perfectly known, accepting that research data is not a ñdirect 

reflectionò of the phenomenon being explored (Willig, 2013, p. 16). Instead, there is 

an aim to get as close as possible to the órealô social, psychological or physiological 

factors that may be underpinning the phenomenon in question to gain greater 

understanding of it (Madill et al., 2000; Willing, 2013).  
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Critical realism therefore acknowledges that there can be multiple perceptions of 

reality and that an individualôs account will be subjective and fallible. (Fletcher, 

2017). Critical realists propose that interpretation is required to ñdig deeperò (Willig, 

2013, p. 16) and recognise the integral role of the researcher in the interpretation 

(Mertens, 2015). Critical realism suggests that the nature of this interpretative 

process, and the lack of direct access to the órealô means that the objective truth may 

never be uncovered (Danermark et al., 2002).  

 

Much of the research in the field of CHCs is completed from a medical or clinical 

perspective and is often underpinned by a realist, positivist philosophical stance, 

suggesting that there is an objective reality around how CHCs are experienced and 

that this can be understood through research. This study aims to explore young 

peopleôs experiences of living with a CHC whilst attending school and in doing so 

there is an ambition to promote and prioritise their voices. I accept, therefore, that 

there are multiple realities, each unique and subjective, and not a single ótruthô to be 

discovered (Ponterotto, 2005). From this perspective, a critical realist approach 

appears to be congruent with the aims and values of the research. 

 

It feels important here to draw some distinction between the critical realist and 

phenomenological epistemological position and provide some explanation as to why 

the former has been adopted over the later. Like critical realism, phenomenological 

approaches assume there is an objective reality, and it is not possible to untangle 

the subjective experiences from the objective reality (Willig, 2013). 

Phenomenological research is focused on attempting to understand ñthe quality and 

texture of experienceò within a specific context and time (Willig, 2013, p. 16), 

whereas critical realism is also concerned with the factors or mechanisms which may 

be underpinning this phenomenon.   

 

As critical realism explores underlying structures or ñcausal powers or potentialitiesò 

(Bhaskar, 2013, p. XVIII), it makes it possible for critical realists to attempt to explore 

social problems and go some way towards making recommendations, although 

fallible, which could contribute to social change (Fletcher, 2017). Given my second 

research question, in which I attempt to consider the potential application of 

knowledge for education professionals working with young people with a CHC, this 
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feels important. As such, I consider critical realism to be a better fit to my views 

around knowledge; what there is to óknowô, how we get to óknow itô and the potential 

of what can be ódoneô.  

 

3.3 Selecting a Methodology. 

 

3.3.1 Overview 

 

In the process of identifying an appropriate research methodology there are several 

factors that need to be considered. The research question and aims must be taken 

into consideration alongside the ontological and epistemological positionality of the 

researcher (Willig, 2013). 

 

As my research study aims to explore the subjective experience of the participants, I 

rejected the use of quantitative, positivist, empiricist or hypodeductivist approaches, 

which suggest that reality is objective, stable, observable, measurable and testable 

(Swift & Tischler, 2010; Willig, 2013). Qualitative research, however, focuses on 

meaning and looks to ñobtain insights into what it feels like to be another person and 

to understand the world as another experiences itò (Austin & Sutton, 2014, p.436). It 

does not seek to make predictions or identify correlations but instead offers a rich, in-

depth exploration of a narrowly defined topic via the insights of a small group of 

people (Willig, 2001).  

 

Creswell (1998) indicates that qualitative research generally tends be based in a 

relativist ontology and prioritises subjectivity and inductive reasoning. The literature 

review indicated that health research completed from a medicalised or clinical 

perspective has tended towards realist ontology, prioritised deductive reasoning, and 

preferences reports by proxy rather than insider accounts (Broom & Willis, 2007; 

Santelli et al., 2003). A gap in the research was identified regarding UK based 

studies with a particular focus on young people with CHCsô experience of 

mainstream school settings. As such this research can be considered exploratory, 

attempting to examine the less understood aspects of the phenomenon through 

inductive reasoning. Finally, I considered that qualitative approaches explore 

phenomena in real-life settings (Bryman, 2004). This is a particular consideration for 
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the study of CHCs, which are typically explored from clinical perspectives in 

research, often in isolation from the broader systemic structures that surround the 

individual. This excludes the possibility of considering experiences in the context of a 

real life setting such as a school. 

 

There are a range of approaches that could be employed through qualitative 

research underpinned by a critical realist ontological and epistemological 

perspective. Whilst this offers a great deal of flexibility, it also requires a level of 

reflexivity and transparency to justify the chosen approach (Swift & Tischler, 2010). 

Two qualitative methodologies were congruent to the research purpose and the 

researcherôs ontological position; interpretative phenomenological analysis (IPA) and 

thematic analysis (TA) and are explored below. Visual methodologies were also 

considered as a complementary approach. 

 

3.3.2 Thematic Analysis 

 

TA is a qualitative method in which the researcher codes the data by looking for 

important and relevant patterns of meaning (themes), thought to describe the 

phenomenon being explored (Braun & Clarke, 2006). There are questions as to 

whether TA is a methodology in its own right, or if it is better considered an analysis 

tool that is used within other qualitative methodologies (Joffe, 2012). TA can work 

across constructionist, phenomenological and realist approaches but relies on the 

researcher to determine an ñepistemological logical and theoretical frameworkò 

(Willig, 2013, p. 57). Without a philosophical grounding, it is proposed that TA can 

lead to themes which are either meaningless, add no value or are strongly orientated 

away from the participantôs experience towards the researcherôs agenda. This limits 

the possible insights and understanding that can be gained from the data (Willig, 

2013). On this basis, I decided that I viewed TA as an analytical tool, rather than my 

selected methodological approach. 

 

3.3.3 Visual Methodologies 

 

Although IPA felt a fitting research approach, I considered that the most common 

data collection method associated with IPA, the semi-structured interview, had some 
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restrictions when considering the ages of the participants in this study. Billington 

(2006) proposes five question themes to consider when working with young people; 

two that seem particularly relevant here are ñhow do we speak with children?ò and 

ñhow do we listen to children?ò (p.8). Semi-structured interviews have been 

considered adult-centred (Pole, Mizen, & Bolton, 1999) and rely on ñpeopleôs 

capacity to verbalise, interact, conceptualise and rememberò (Mason, 2002, p. 64). 

Therefore, to speak and listen to young people it felt important to explore other 

methodologies which may be more sensitive to the adult/child power differentials and 

the pragmatic difficulties of using interviews with young people (Greene & Hill, 2005; 

Punch, 2002).  

 

The use of visual methodologies has been proposed as an alternative to support 

young people to explore and explain their experiences in a way that ñwords alone 

cannotò (Clark-Ibanez, 2007, p. 171). Alongside supporting reflection, visual 

methodologies are proposed to promote engagement, motivation, and the voice of 

marginalised groups (Drew, Duncan & Sawyer, 2010). Visual methodologies are 

increasingly popular in research with young people and in the field of health and 

education (Fairbrother et al., 2016; Kirkham et al., 2015; 2013; Vindrola- Padros et 

al., 2016; Wall, Hall & Woolner, 2012). 

 

A purely visual approach would prioritise the use of artefacts over verbal data (Drew, 

Duncan & Sawyer, 2010) but visual methodologies can also be used as a way of 

ñeliciting verbal dataò (Willig, 2013, p. 157). As eliciting young peopleôs voice through 

interviews is a key aim of the research, this approach feels extremely relevant. As 

such, it is proposed that this study will include an option for the young people to 

engage in a visual method of representing their experiences to encourage 

engagement and provide support to develop their reflections prior to the semi-

structured interview. 
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3.3.4 Interpretative Phenomenological Analysis (IPA) 

 

IPA aims to explore the ways in which individuals make sense of their own 

experiences. It attempts to get close to the individualôs lived experience whilst also 

attempting to provide a clear account of the researcherôs interpretation and 
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understanding of it (Smith, Flowers & Larkin, 2009, p. 80). In placing the participant 

at the centre of the research, IPA aims to give óvoiceô to a particular phenomenon 

(Wagstaff et al, 2014; Mertens, 2015). IPA has been used extensively in the field of 

health psychology and its focus on lived experiences particularly lends itself to the 

exploration of individualôs experiences of illness (Brocki & Wearden, 2006; Smith, 

2011; Swift & Tischler, 2010; Smith et al 2009, p. 121). There are three core 

concepts of IPA that I needed to review and consider in relation to their 

appropriateness and fit with my research: phenomenology, idiography and 

hermeneutics.  

 

3.3.4.1 Phenomenology 

 

Phenomenology (Husserl, 1927) was initially proposed as a concept which 

highlighted the importance of focusing on the perception of experienceò in contrast to 

the popular positivist views of the time which prioritised scientific and objective 

óknowledgeô (Smith et al 2009, p. 21). Husserl advocated for a óphenomenological 

attitudeô in which an individual would employ reflexivity and intentionality to examine 

the óessenceô of human experiences. To achieve this, he proposed a method, 

óbracketingô, which involved leaving the preconceptions and assumptions about an 

experience so that the focus can be trained on the core subjective experience of the 

phenomenon in question (Husserl, 1927).   

 

Over the 20th century, phenomenology was further developed by Heidegger (1927, 

1962), Merleau-Ponty (1962) and Sartre (1943, 1956). Heidegger moved away from 

Husserlôs concept of bracketing, claiming that there could be no ñknowledge outside 

of an interpretive stanceò (Smith et al 2009, p. 21). Heidegger also suggested that 

the individual is embedded in the world and cannot be detached from it (Horrigan-

Kelly, Millar & Dowling, 2016). This ñinter-relationship and inter-connectednessò is 

thought to be the basis of human experience (Tuffour, 2017, p.3). The implication for 

the researcher is that interpretation (hermeneutics) must be used to investigate and 

attempt to make sense of experience. This next section will focus on hermeneutics 

and explore these ideas further.  
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Merleau-Ponty prioritised physical and perceptual experiences in a way that other 

phenomenological philosophies did not (Anderson, 2003). This viewpoint feels 

particularly relevant to this research as it recognises the importance of the body and 

linked physiology to human experience (Tuffour, 2017). 

 

Finally, Sartreôs existential phenomenology proposed the concept that humans are 

continually developing through their experiences, describing individuals as 

ñconstantly in the process of becomingò (Kierkegaard, 1974, p. 79). Sartre provides 

insight into the phenomenological analysis of experience and suggests it should 

consider ñthe embodied, interpersonal, affective and moral nature of encountersò 

(Smith et al., 2009, p. 21).  

 

Visual methods can be considered as a ñgood wayò of supporting the researcher to 

ñenter the life world of the participantò (Willig, 2013, p.161) by encouraging 

participants to discuss the way in which visuals have allowed them to express and 

explore the ways in which they make sense of the phenomena in question. In this 

research the visual methodology is used within the semi structured interviews, 

through open ended questioning. Care has been taken to ensure that the visual 

materials are not considered as a route to understanding the ñfactual, objective 

órealityôò or ñunchanging memoriesò of participants (Willig, 2013, p.162) but are 

instead seen as an exploration the participantôs sense making of previous 

experiences.  

 

3.3.4.2 Hermeneutics 

 

Linked to the phenomenology section above, a further core concept associated with 

IPA is the role of interpretation (hermeneutics) in the analysis of experience. Four 

key theorists have been linked to the development of hermeneutics: Schleiermacher 

(1768), Heidegger (1927, 1962), Gadmer (1991) and Ricouer (1981).  

 

Schleiermacher initially proposed that through systematic grammatical and 

psychological interpretation a researcher can ñoffer a perspective on the text which 

the authorò cannot (Smith et al., 2009, p. 23). Heidegger then suggested that 

investigation is required to uncover and make sense of experience. This process is 
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facilitated by a researcher who brings with them prior experiences, assumptions, and 

preconceptions, which he names fore-conceptions (Smith et al, 2009). These fore-

conceptions are considered ever present and potential ñobstaclesò to interpretation 

(Smith et al., 2009, p. 25). Gadmer 1991 suggests that in order to mitigate for the 

impact of these, reflexivity and openness are essential during interpretation in that 

ñthe important things is to be aware of oneôs own bias, so that the text can present 

itself in its otherness and thus assert its own truth against oneôs own fore-meaningsò 

(Gadmer, 1990, p. 269).  

 

Heideggerôs and Gadmerôs views underpin IPAôs assertion that it is impossible for 

the researcher to fully separate (bracket) their own perceptions and experiences 

when interpreting data and instead suggest that the researcherôs knowledge and 

assumptions are utilised in this sense making process (Larkin, Watts, & Clifton, 

2006). A key feature of IPA is the ódouble hermeneuticô which describes the way in 

which the interpreter makes sense of the participantôs sense making. Consideration 

also needs to be given to the non-linear approach undertaken within IPA, a cycle of 

interpretation that moves between the part and the whole at multiple levels. IPA 

posits that a part cannot be understood without the whole and vice versa, meaning 

that the researcher must employ an iterative approach throughout the analysis 

(Smith et al, 2009, p. 26).  

 

This iterative approach and the ñdouble hermeneuticò (Willig, 2013, p87) is clearly 

demonstrated within this research. There is a clearly detailed systematic analysis 

process which focuses on the individual transcripts before cross case analysis is 

undertaken (detailed in Chapter 4). This process can be clearly tracked through 

detailed charts which indicate the interpretative path taken and close links to the 

transcript though the addition of illustrative quotes at all stages. Furthermore, a 

reflexive approach, using research diaries, supervision and reflection boxes 

highlights how I have attempted to identify and use my ñpresuppositions and 

assumptionsò in and attempts ñto unravel the meanings withinò (Smith, 1997, p.189). 
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3.3.4.3 Idiography 

 

The third key tenet of IPA involves the idiographic approach, which has been 

described as an attempt to understand ñthe particularò (Smith et al, 2009, p. 29). IPA 

suggests therefore that an individual offers a ñpersonally unique perspective on their 

relationship to, or involvement inò a ñphenomenon of interestò (Smith et al, 2009, p. 

29).  

 

Given that a key, and unique, aim of this research is to consider the participantôs 

experience of their CHC within their mainstream school setting, the consideration of 

context feels important. IPAôs concern with both idiography and the participantsô 

lifeworld (Brooks, 2015) allows for a rich and detailed view of how the phenomenon 

under investigation is experienced by the individual (Pietkiewicz & Smith, 2014). 

When considering the secondary aim of this research study and the implications for 

education professionals working with young people with a CHC, I consider that a 

rich, in-depth and holistic view of their experiences may help facilitate greater 

understanding and enhanced support (Oxley, 2016).  

 

Idiography as a concept ñdoes not eschew generalisationsò but requires the 

researcher to employ a different approach in identifying patterns and shared 

experiences (Smith et al 2009, p. 29). Tuffour (2017) describes IPA as a ñdetailed 
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and nuanced analysis, valuing each case on its own meritsò (p.4) before cautiously 

seeking to explore convergence and divergence with other cases. This feels 

important, particularly as this research considers five individual and unique cases, 

and seeks to both represent these distinctive, individual experiences whilst also 

exploring any shared themes that may be important and helpful for educational 

professionals working with young people with a CHC. 

 

An idiographic approach is adopted throughout this research, from the recruitment of 

a small homogeneous group of young people with experience of the same 

phenomenon, through the open ended, semi structured interviews to the systematic, 

and detailed analysis of each individual case.  

 

3.3.4.4 Epistemological considerations 

 

Finally, I considered how IPA fits with my critical realist positionality. IPA is open to a 

range of epistemological stances, although there is an indication that the 

philosophical stance should generally be situated somewhere between 

constructionism and critical realism (Oxley, 2016). IPA suggests that everyone will 

have a unique experience, meaning that there is likely to be multiple realities 

associated with what is considered the ósameô phenomena (Larkin, Watts & Clifton, 

2006). This is highly congruent with the philosophical assumptions made in critical 

realism. This research aims to explore the experiences of a small group of young 

people who are experiencing a shared phenomenon: attending a mainstream school 

whilst living with a CHC. As such, it makes no assumptions about reality and ótruthô, 

instead acknowledging this will be unique to the individual experiencing it.  

 

After thorough consideration IPA was selected as the most appropriate methodology 

for this research. I also decided to use visual methodologies to complement this 

approach.   

 

3.4 Quality in Research 

 

Qualitative research employs an interpretative stance, meaning that there is an 

assumed level of subjectivity within the approach. This raises questions of quality, 
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particularly in comparison to quantitative research and the application of robust 

frameworks to assess the reliability, validity, generalisability and objectivity (Willig, 

2013, p. 169).  

 

It is suggested that if qualitative research is going to be meaningful and applicable 

for the reader, there needs to be some common understanding as to what 

constitutes qualitative research of a high quality, an equivalent to the guidelines used 

in quantitative research (Yardley, 2000). Yardleyôs guidelines (2000 & 2008) propose 

four overarching concepts which support the assessment of quality within qualitative 

research: sensitivity to context, commitment and rigour, transparency and coherence 

and impact and importance. The reliability of criteria is considered throughout the 

research and the table detailing the steps taken in meeting the four criteria can be 

found in Appendix 1. 

 

3.5 Generalisability 

 

Willig (2012) suggests that interpretive research needs to be modest about its 

findings, indicating that it ñcan never do more than shed light on one small part of a 

much bigger wholeò (p. 57). Given the epistemological underpinnings of this research 

which recognises the multiple truths, the small sample size used within IPA studies, 

and subjective nature of interpretation it does not feel possible to make these claims 

of representation and generalisation. I understand therefore that the generalisability 

of my research is extremely limited. Rather than generalisability, IPA considers 

transferability a more likely possibility. Transferability is the identification of factors or 

similarities that could be applicable beyond the narrow research context (Hefferon & 

Gil-Rodriguez, 2011). 
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Chapter 4: Procedure  

 

4.1 Overview  

 

In this chapter, the design of the research will be described including ethical 

considerations during the research design and data collection. I will describe the 

sample and selection criteria and then explore my pilot study explaining any 

implications for the main research study. I will then explore the specific procedures 

carried out within the main study regarding participant recruitment, data collection 

and transcription. Finally, the analytic strategy of the research will be explained, 

including further exploration of the ethical considerations of applying a secondary 

process in which the analysis is related to psychological theory, particularly in 

relation to the style of interpretation and the commitment to an idiographic approach.  

 

4.2 Ethical Considerations 

 

4.2.1 Overview 

 

There are ethical considerations required at all stages of research and decision-

making processes should be robust, reflexive, and dynamic (Sanjari et al., 2014). 

Qualitative research is thought to be particularly saturated with ethical challenges 

due to its exploratory nature, the interactions between researcher and participant, 

the in-depth nature of interviews, the interpretative quality of analysis and the aim of 

qualitative research to attempt to shed light on the ñhuman conditionò (Brinkmann & 

Kvale, 2008). This was particularly pertinent considering the age of the participants 

and the topic, meaning that I classified the research as sensitive and the young 

people taking part as potentially vulnerable.  

 

All ethical considerations were guided by the University of Sheffield ethics board, the 

British Psychological Societyôs (BPS) óCode of human researchô (2010) and the 

Health and Care Professions Council (HCPC) óGuidance on conduct and ethics for 

studentsô (2016). An ethics application was submitted in April 2020 (See Appendix 2) 

and after several revisions was approved in June 2020 (see Appendix 3 for approval 
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letter). The ethical considerations in relation to this research will be briefly explored 

below. Further detail relating to these issues can be found in Appendix 2, ethics 

application.  

 

4.2.2 Safeguarding and Minimising the Risk of Distress 

 

Smith, Flowers and Larkin (2009) indicate that ñavoidance of harmò should always be 

the first consideration of any research project, and this includes any risk to 

participantsô ñpsychological well-being and dignityò (p. 53). As this research involves 

young people who are considered potentially vulnerable due to their age and health 

status, this is particularly pertinent. The research also focuses on their CHC and the 

impact on their lives, which could be considered a sensitive research topic. I 

therefore considered that there was potential for the participants to experience some 

level of distress whilst participating in the research. However, I was also aware that 

the assumption that these young people are inherently vulnerable is also 

problematic. On this basis, the research focused on ensuring important safeguards 

whilst acknowledging the participantsô ability to exercise agency. Several key points 

will be explored below but a full exploration of considerations in relation to 

safeguarding, minimising harm and the steps taken to mitigate these can be found in 

the ethics application (Appendix 2). 

 

The risk of distress was felt to be minimal, but possible. As such, proactive strategies 

to reduce the risk of distress were employed. This included a check-in session that 

was used to build rapport and reduce anxieties prior to the interview (Coyne, Hayes 

& Gallagher, 2009). The interview schedule was also carefully considered, and an 

accessible visual format was provided prior to the interview to allow the participants 

to prepare, which was thought to help reduce the risk of distress (Ireland & Holloway, 

1996). The possibility for participants to use creative methodologies was also 

thought to provide a more comfortable method of research for young people, to 

support them to reflect on sensitive issues that arise and provide an alternative to the 

intensive process of discussion within interviews (Drew, Sawyer & Duncan, 2010; 

Guenette & Marshall, 2009; Matthews, 2007).  
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Finally, the possibility of distress also highlighted the need for me to be sensitive and 

attuned to the participant during all contacts, both in respect of the content of the 

interview or discussions, and to their presentation and non-verbal communication 

(Hefferon & Gil-Rodriguez, 2011). A ódistress protocolô was written indicating the 

steps to be taken should there be any apparent rising levels of stress or emotional 

distress observed me (Appendix 4).  

 

Only one participant showed signs of distress during the interview when discussing 

her future. The distress protocol was followed. Questioning was stopped and her 

parent was called into the room for a debrief. A follow-up email was sent to the 

parent and the contact sheet and signposting to further support were sent again. The 

parent responded to indicate that the participant was no longer distressed, being 

monitored closely and that no further support was required. 

 

4.2.3 Gatekeepers, Informed Consent and Right to Withdraw 

 

Research with young people can cause significant ethical challenges due to access 

to participants only being possible through adult gatekeepers (Coyne, Hayes & 

Gallagher 2009). The combination of the age of the participants and online 

procedures due to COVID-19 meant that recruitment of participants took place via 

several layers of gatekeepers: educational psychologists, SENCOs and then 

parents. This method of recruitment positions the adult as the primary source of 

consent, raising concerns that young people could feel pressured or coerced into 

participating. To attempt to mitigate the challenges associated with gatekeepers, 

both a parent and participant information sheet explaining the research in detail was 

produced (Appendix 5 and 6). Given that the research was centred around young 

people, the participant information sheet was designed to be accessible by reducing 

the length and simplifying vocabulary to ensure they could fully understand and 

consent to taking part (Coyne et al, 2009; Vindrola-Padros et al., 2016). The 

inclusion of a separate, differentiated information sheet for the young person was an 

attempt to increase their sense of participation and agency within the recruitment 

process. 
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I considered consent to be a dynamic process which required continual renegotiation 

throughout the research (Parker, 2008). Additional opportunities to ensure the 

participantôs understanding of the research and to renegotiate consent were built in 

throughout. Alongside seeking both written and verbal consent, I also felt it important 

to monitor for non-verbal signs that the participants no longer wished to take part, 

such as becoming non-responsive or ignoring contact.  

 

4.2.4 Confidentiality and Anonymity 

 

Ensuring confidentiality and anonymity was a key consideration in the research. Any 

identifiable information from the consent form was stored on a Google Document on 

a password-protected area of the Google Drive attached to my university account. 

This information was stored separately to all other data and was only accessible by 

the researcher and supervisor.  

 

Participants were asked to identify a preferred pseudonym which was used 

throughout transcription, analysis and write up of the research. Any identifiable 

information such as parent/carer, peers, teacher, professional or school names were 

also anonymised using pseudonyms. 

 

I also considered how I could ensure the confidentiality of any visual materials made 

by the participants during the creative project. I ensured that any creative materials 

produced and shared by the participants did not contain any identifiable images or 

text or potentially sensitive material. 

 

4.2.5 Power Dynamics 

 

A key consideration of qualitative research is the potential power imbalances 

between researcher and participant (Hesse-Biber, 2007; Willig, 2013; Yardley, 

2000). This was particularly relevant to working with young people (Drew, Duncan & 

Sawyer, 2010). This research aims to provide an opportunity to hear the voices of 

the participants and seeks to place the young person at the centre. I consider this to 

be one-way potential power imbalances are tackled (Vindrola-Padros et al., 2016). 

Further, the research draws on participatory approaches, providing the participants 
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with choice and opportunities for agency wherever possible. This places value on the 

voice of the young person and ensures that there are no assumptions made about 

what they want (Riessman, 2008). Smith at al., 2009 also suggest that building 

rapport and making the participant feel comfortable can go some way to redressing 

the ñpower play where research expert may meet experiential expertò (p. 180). The 

inclusion of multiple contact points, providing choice, being flexible in the approach 

to meet the participantsô needs and producing additional differentiated visual 

materials are all ways in which I attempt to address potential power imbalances.  

 

4.2.6 Ethical Considerations Linked to Interpretation of the Data. 

 

One final area to consider in relation to ethical approaches, is linked specifically to 

the interpretive nature of the analysis in IPA. Willig (2012) suggests that there are 

three core strategies that should be considered throughout the interpretation. Firstly, 

she proposes that there should be ñmodestyò (p.56) around claims made from the 

research. To do this, she proposes that the researcher ensures close links to the 

research question and is reflexive and transparent about any claims in respect of 

generalisability and transferability. This is explored further in Chapter 3 and again in 

Chapter 6 and 7. Secondly, she proposes that researchers need to ensure a 

commitment to the participantôs voice and a careful consideration of who ñowns the 

interpretationò (Willig, 2012, p. 12). This is taken into consideration through the 

creation of the visual maps and the offer (although not largely taken up) to share and 

hold a ómember checkô session with participants.  

 

Finally, Willig, 2012 recommends that the researcher is open to the possibility of 

alternative interpretations. She suggests that this can be achieved by carefully 

examining the text and considering the social, temporal, and cultural context and by 

avoiding ñtop-downò interpretations (p.59). This is achieved in this study by ensuring 

that the text is carefully examined with curiosity and openness within the IPA 

analysis before embarking on the suspicious analysis using psychological theory. 

This is explored further in the analytic strategy section of this chapter (section 4.8). 
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4.3 Sample  

 

4.3.1 Sample Size 

 

IPA methodology requires a small, homogenous sample to explore a specific 

phenomenon, and as such only a small sample size is required (Smith & Osborn, 

2003). It is recommended that for a thesis linked to a professional doctorate course, 

between four and ten participants are needed for an IPA study (Hefferon & Gil-

Rodriguez, 2011).  

 

This research also provided the option for participants to complete a creative activity 

using visual methodologies. Although visual methods are thought to support in the 

gathering of detailed, rich interview data, they take longer than a qualitative interview 

study (Drew, Sawyer & Duncan, 2010). These creative sessions were predicted to 

add anywhere between one and four weeks to the length of the data collection for 

each participant. This, combined with the addition of an introductory session, check-

in session and member check post-analysis made the already tight timescale of the 

research even more restrictive. This was also exacerbated by the COVID-19 

pandemic which caused delays obtaining ethical approval and additional challenges 

in recruitment. Therefore, I felt that I needed to operate at the lower end of this 

proposed sample size. As such, I decided to recruit one participant for the pilot study 

and a further five for the main study. 

 

4.3.2 Selection Criteria 

 

The selection criteria for the research are indicated below: 

 

1. The young person has a CHC defined using the working definition (this has 

been explored in section 1.2 and will also be explored further below). 

2. The young person attends a mainstream school or college setting. 

3. The young person is aged between 11 and 18 years. 

 

Given the wide range of health conditions that could be classified as a CHC, 

considerable time was taken to clearly identify this term to ensure a level of 
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homogeneity within the sample group. Further detail regarding the decisions made in 

respect of defining CHCs can be found in Chapter 1.  

 

I felt that there were some health conditions that required additional clarification in 

respect of their inclusion (or exclusion) in the study. Asthma and eczema are 

extremely common childhood CHCs but were specifically excluded from the study 

due to the broad range of severity that can be seen across individuals with the 

condition (Maslow et al, 2011). Most young people with eczema and asthma require 

only minimal primary care (RCPCH, 2020), and this suggests for these young people 

that there would a reduced impact, in comparison to other CHCs, when considering 

some areas of the selection criteria detailed above, e.g., medical intervention 

required, threat to life and functional impact.  

 

A similar decision was taken to exclude young people with anaphylaxis, due to vast 

differences in treatment plans, threat to life and severity between individuals. Finally, 

childhood cancer was also excluded due to the differences in the education of young 

people with cancer during their treatment, which tends to be within a hospital school 

or through home tuition. This means that reintegration into school is required, making 

this significantly different from other young people with a CHC in this study who 

attend school throughout the duration of their CHC (Gravestock et al., 2013). This is 

not to suggest that these CHC do not have significant and severe impact on young 

peopleôs lives nor that they should not be considered in further research, but merely 

that inclusion within this study would impact the homogeneity of the sample group, a 

key factor for carrying out high-quality IPA. 

 

It should be noted that this definition, along with a list of possible CHCs that would 

be included and those that would be excluded (see above), was sent to the SENCOs 

and EPs who acted as the gatekeepers during the recruitment phase. I proposed 

that this filter would ensure that only participants fitting the selection criteria would be 

provided with the information sheets. I did not ask participants to include a 

description of their CHC on the consent form, as I felt that this would be sensitive 

data that could not easily be categorised. Instead, we discussed their CHC along 

with their parents during the introductory session.  
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4.4 Recruitment Process 

 

Due to restrictions in place during the COVID-19 pandemic recruitment took place 

online. An email containing the information sheets was sent to all educational 

psychologists (EPs) within my service, and trainee educational psychologists (TEPs) 

on the course with a request to send this to SENCOs or inclusion leads at their 

secondary schools. SENCOs were then asked forward an email to the parents of any 

potential applicants. This email included a short introductory email and the two 

information sheets (Appendix 5 and 6). I also provided my email address so that they 

could contact me prior to completing the consent form, should they wish. 

 

A link was included on the initial email to an explicit, opt-in, online consent form 

hosted on a secure, university approved website, Gorilla (Appendix 7). Interested 

participants were asked, with their parent or legal guardian to complete the secure 

consent form. This included providing a contact email for the parent/legal guardian.  

 

Once the initial consent form was completed, I contacted the parent/legal guardian to 

set up an initial video call on the university recommended, secure platform Google 

Meet. The meeting was attended by both participant and parent and the purpose 

was threefold; to discuss the information sheet, verbally gain informed consent from 

both the participant and parent and to explore the creative project further with the 

participant. During this meeting I presented a PowerPoint (Appendix 8) which 

visually depicted some possible options. If the participants chose to complete the 

project, we discussed their preferences and equipment requirements. Finally, further 

dates were set for check-ins, which were offered either via online calls or through 

email and for the interview. 
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4.5 Participant Information 

 

Table 2 includes the participantôs chosen pseudonym alongside key information. It 

should be noted that there were several contact points with the participants during 

the study which took place over several months. As such, the table indicates the 

year group they were in at the time of the interview. To reflect the importance of 

staying close to the lived experiences of participants within IPA, I chose to include 

the participantôs description of their health condition. 
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Table 2: Participant details 

Pseudonym Age Year 

group 

Chronic Health Condition 

Autumn  12 8 Type 1 diabetes. 

JJ 13 8 Epilepsy. JJ also has a diagnosis of autism spectrum 

disorder (ASD), attention deficit hyperactivity disorder 

(ADHD), dyslexia and dyspraxia. 

Samuel 14 10 Type 1 diabetes (Samuel names this ñT1Dò). 

Willow 15 10 Cerebral palsy which impacts on mobility and speech. 

Willow also describes herself as deaf and explains 

that she wears a hearing aid. 

Amber 15 10 Mitochondrial (genetic) disease which impacts on 

mobility, balance, muscle weakness and causes joint 

pain, particularly in the hands. Amber explained that 

her condition can also impact on her speech and 

cause fatigue. 

 
 

During the research process, I made reflective notes regarding the contact I had with 

each young person detailing my observations, thoughts and feelings. These notes 

were helpful in providing both context and transparency to the research process as 

well as proving useful in noting any practical considerations or adaptations that were 

required. An overview of my reflections, comprised of the notes made at the time, is 

provided within the Appendix 9 for each participant. 

 

4.6 Pilot Study 

 

4.6.1 Purpose 

 

The main purpose of my pilot study was to help to develop the interview schedule to 

ascertain if any of the questions or prompts needed modifying (Willig, 2013). I had 

also developed a visual interview schedule to support the participant before and 

during the interview (Appendix 10) and used the pilot study to establish if this was 
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useful and appropriately pitched. As IPA was a new methodology to me, I also 

considered the pilot study as an opportunity to practice my interviewing technique 

and to ensure I was competent at using the technology required for online 

interviewing. I aimed to uncover any potential difficulties which could impact on the 

reliability of the data (Harding, 2013). 

 

4.6.2 Recruitment 

  

I recruited the pilot participant through a SENCO at one of the schools within my 

patch. This young person met all the selection criteria and I had not worked with 

them previously in my role as a trainee educational psychologist (TEP). The parent 

and the participant were each sent a pilot study information sheet (Appendix 11 and 

12) and asked to complete an online pilot consent form (Appendix 12) as described 

above for the main study.  

 

The pilot study consisted of only the semi-structured interview; the creative project 

was not undertaken due to time constraints. 

 

4.6.3 Implications  

 

A key outcome from the pilot study related to the creation of a óvisual theme mapô at 

the end of the interview to reflect the key themes identified (Appendix 14). The pilot 

participant requested feedback from the interview and when considering how best to 

present this information in an accessible and engaging way, I decided to trial the use 

of the visual map to represent key information. Although the pilot study was not fully 

analysed using IPA, the process of creating a concise visual map to feedback key 

ideas to the young person was helpful, as indicated in the feedback from the young 

person and their parent. As the main IPA study offered member checks with 

participants, it was important to ensure the information from the analysis was 

accessible for them. Therefore, a visual map was created which included 

photographic presentations of themes and simplified theme labels to ensure the 

participants could understand and engage with them. I also felt it useful to include 

quotes from the transcripts with each subordinate theme so that the young person 

could see how these linked to their original descriptions. An example visual theme 
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map for Willow demonstrates the presentation of themes in a way that ensures 

accessibility for the young people taking part (Appendix 15). 

 

4.7 Data Collection 
 
 
4.7.1 Overview  
 
Data collection took place between July and October 2020. Figure 2 describes the 

steps that took place in the data collection stage of the research after written consent 

forms were received. 

 
Figure 2: Description of the stages within the research project 

 

 



50 
 

 

 

4.7.2 Creative Project 

As indicated above the data collection drew on two methodological approaches: 

visual and semi-structured interviews. The creative project aims to provide a 

reflective space in which the young people can retrospectively explore their 

experiences of managing a CHC while attending a mainstream school. The creative 

project is used to support their semi-structured interview. I strongly felt that I needed 
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to ensure that the research was as participatory, young person-centric and as 

engaging as possible. Whilst I recognised the advantages of visual approaches in 

supporting participants, particularly young people, to reflect on their experiences 

(Drew, Duncan & Sawyer, 2010). I did not wish to make any assumptions about the 

participantôs personal preferences or whether they would enjoy or benefit from the 

visual approach on offer.   

As such, I decided that it should be offered as an optional creative task, to be 

completed however the participant saw fit and found helpful. It was seen to 

complement the semi-structured interview. The content, method and presentation 

style of the creative project was explored with, and not decided for, the participants 

to support their participation and agency. I recognised that this open choice may be 

overwhelming for some young people and so I developed a project guide PowerPoint 

(Appendix 8) that was shared with them over email prior to our initial discussion and 

again during the initial conversation. The sharing of materials created was also 

optional as the purpose of the task was to stimulate and support reflection in the 

interview, not so that visual material could be analysed.  

Four of the five participants decided to engage in the creative task, three completed 

the project and two consented to share the creative materials they produced 

(Amberôs watercolour paintings, Appendix 17, and Samuelôs animation, Appendix 

18). One participant did not express an interest in the creative task, suggesting that 

they did not feel that this would help them to discuss their experiences, instead 

stating that they ñjust preferred to talkò. I felt that for those participants who did 

complete and share their creative project it was helpful and added depth to some of 

our discussions in the interview. The other participants also seemed able to take part 

without using it. Hence, it felt appropriate that I had offered everyone the choice and 

not made assumptions about what would work for the individual participants. 

 

4.7.3 Semi-Structured Interviews 

 

The aim of an interview is to provide an opportunity for participants to ñtell their own 

stories in their own wordsò (Smith et al, 2009, p. 57). This research was a 

retrospective opportunity to share their experiences of having a CHC whilst attending 
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a mainstream school. I was aware that without providing additional information about 

the timeframe for reflection that the participants could talk in general about their 

experiences spanning preschool, primary and secondary school. Therefore, at the 

start of the interview I asked them to focus on exploring their recent experiences of 

being in secondary school.  Most participants spoke purely about secondary 

experiences although two participants (Samuel and Autumn) briefly explored the 

differences in treatment plans and equipment between primary and secondary 

schools. I did not attempt to redirect this part of the interview as I felt the information 

being shared was relevant as it enabled participants to make a comparison between 

the two, hence allowing an in-depth and detailed exploration of the current situation.    

 

A semi-structured interview, guided by an interview schedule, allowed me to plan key 

areas of discussion but also provided space and flexibility to follow the participantôs 

agenda and allow them to share their viewpoints as they see fit (Langdridge, 2007). 

To ensure that the research remained in line with phenological approaches, it was 

critical the interview questions were ñopen-ended and non-directiveò (Willig, 2013, 

p.87. I also considered guidance from Smith, Flowers & Larkin, 2009 that suggests 

that the interviews are structured in a ñlogicalò order for questions starting with 

ñscene settingò and ñfunnellingò towards potentially more sensitive issues (Smith et 

al, 2009, p.61). I also included an open-ended question within the interview schedule 

for the participants who completed the visual task so that they could talk openly 

about their personal experiences and sense making, using this medium. It was 

hoped that this would allow me to guide them away from ñclosed questionsò (Willig, 

2013, p.161). The interview schedule was then shared and refined based on 

discussions with peers and my research tutor. 

 

An interview schedule was devised (Appendix 19) which contained seven open, 

exploratory questions based around key areas I hoped to discuss in the interview 

(eight for those participants who had completed the creative project). Further I 

identified additional prompts for each question, to ensure that participants were fully 

encouraged to talk fully about their experiences. Within the interviews I was also 

alert to occasions when I needed to encourage participant to elaborate on what had 

been said, taking care not to just offer my opinion so that they could ñagree or 

disagree with statements offeredò (Willig, 2013, p.87), which is not fitting with the 
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phenomenological approach. I found that some participants responded well to the 

prompt ñcan you tell me more about that?ò and this enabled them to explore their 

views in more depth. This did result in a lengthy schedule, not necessarily in line with 

the ñless is moreò principle (Hefferon & Gil-Rodriguez, 2011, P.757). However, I felt 

that this detailed interview schedule allowed me to avoid collecting thin data by 

preparing for participants who are not used to being interviewed and who perhaps 

felt less able to talk.  

 

The question and prompts within the schedule are likely based around my prior 

knowledge of the subject, despite best efforts to remain objective (Larkin, Watts & 

Clifton, 2006). I was also aware that ñparticipantsô talking may be determined by 

questions asked by the interviewerò (Smith at al., 2009, p. 58). Therefore, I 

acknowledged that by preparing such a detailed schedule there was potential for me 

to guide the content of the interview. I endeavoured not to rely heavily on the 

interview schedule and additional prompts and attempted to use this as a guide 

rather than a script. However, as a first time IPA interviewer the schedule also 

provided me with reassurance, meaning that I could be an attentive listener in the 

interviews and not anxious about what to ask next (Smith et al., 2009, p. 59). 

 

At times, I did feel that the young people struggled to ñtalk at lengthò (Smith et al, 

2009, p. 59) in response to questions, particularly initially. I wondered if it was a 

particular challenge considering the age group of the young people I was working 

with, my own inexperience as an IPA interviewer, having to work online or if there 

was not enough time spent on rapport building. The interviews with the young people 

who had completed the creative project started with them talking about their work. 

This appeared to work well and provided an opportunity for them to openly describe 

what they had done, which they were able to do at reasonable length. This also 

seamlessly led onto other areas with minimal input required. This again supported 

the idea that visual methodologies were helpful for at least some of the participants. 

On a few occasions, I found that ñdeliberate naivetyò (Oxley, 2016) was also helpful 

and elicited some further exploration of the subject form the participant if the 

interview stalled and they seemed unsure of what to say. 
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Interviews were conducted online, over Google Meet, and audio recorded. 

Recordings were stored in line with General Data Protection Regulations (GDPR) on 

a secure, university Google account. There were some logistical issues relating to 

sound quality and connectivity, and in at least three interviews there were periods in 

which I was unable to hear sections of speech, requiring me to ask the participant to 

repeat. I also needed to clarify and check what had been said at times within the 

interview and I felt that this impacted on the natural flow of the interview.  

 

 

 

4.7.4 Transcription 

 

The interviews were transcribed verbatim, apart from the anonymisation of 

identifying features, and stored under the chosen pseudonym. IPA dictates that as it 

is largely interested in the content, only additional details such as laughing, crying, 

hesitations or pauses were recorded (Smith et al, 2009, p. 73). A code for 

transcription can be found at the top of every transcript (see Appendix 21 for an 
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example). Text lines are numbered to ensure that they can be referred to with ease 

within the thesis.  

 

4.8 Analytic strategy 

 

4.8.1 Overview 

 

This section aims to provide a description and explanation of the analysis process 

and findings from the raw data through to the identification of overarching themes 

and finally their links to psychological theory. 

 

IPA shares a common set of analytic processes but there can be flexibility and 

creativity in their application provided the focus does not deviate from ñthe 

participantsô attempts to make sense of their experiencesò (Smith et al,2009, p. 79). 

Within this study a procedural approach to analysis, traversing from individual 

experiences to shared experiences and from the phenomenological to the 

interpretative, is outlined in Figure 3. 
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Figure 3: Staged approach to analysis developed with reference to common IPA processes detailed in 

Smith, Flowers and Larkin (2009). 

 

 

 

 

                         

 

4.8.2 Analysis of Data, Stage 1: Transcription 

 

Each audio recorded interview was transcribed verbatim. I chose to transcribe the 

interviews myself and although a lengthy process, I felt that it provided an 

opportunity to gain familiarity with the transcripts prior to the analysis. The 

transcribed interview was read several times to gain familiarity with the text. 

 

4.8.3 Analysis of Data, Stage 2:  Exploratory phase 

 

The exploratory phase consisted of reading the transcript on a line-by-line basis 

whilst making exploratory notes. During the first re-reading, notes were recorded at a 
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1. IPA Analysis of Data  

Stage 1:  Listening and line by line transcription of 

interviews.  

 

 
Stage 2: Exploratory notes made, and emergent patterns and 

themes identified. 

 

 
Stage 3: Interpretation of the transcript and emergent themes 

to identify patterns and connections within emergent themes 

leading initially to the formation of subordinate themes and 

finally superordinate themes. 
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Stage 4: Identification of areas of convergence and divergence 

within sub and superordinate themes across the participants. 

 
2. Relating Findings to Psychological Theory 

Stage 5: Sub and superordinate themes for each individual 

participant were then explored within the context of existing 

psychological theory and literature. Within this research the 

findings from the analysis were explored through the lens of 

self-determination theory (SDT). 
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descriptive, content level only and colour coded in blue. During a second reading, I 

focused on a linguistic level and this was colour coded green. A third reading worked 

at an interpretive level, using personal reflection to interpret the transcript to move 

beyond the initial descriptive level of analysis in the first reading, ñaway from the 

explicit claims of the participantò (Smith et al, 2009, p. 88). These notes were colour 

coded pink. 

 

A further reading of the transcript, moving between the notes made and the text, 

allowed these comments to be viewed in a broader context to ensure that the 

interpretation remained in line with the overall description of experience from the 

participant. Throughout this iterative process the double hermeneutic was held in 

mind as I attempted to make sense of the participantôs attempts to make sense of 

their experiences of attending school with a CHC (Smith & Osborn, 2003).  

 

Initial comments were then explored with a view to reducing and streamlining the 

content by identifying emergent themes. The creation of emergent themes at this 

stage involved, moving between the participantôs description of their experiences and 

my interpretation of them to develop a statement which reflected the ñpsychological 

essenceò of what was being said (Smith et al,2009, p. 92). 
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4.8.4 Analysis of Data, Stage 3: Thematic phase 

 

During the thematic phase, individual transcripts were explored with a view to 

identifying patterns and connection across the identified emergent themes to create 

subordinate themes. Initially this was completed via abstraction, described as 

ñputting like with likeò (Smith et al 2009, p. 96) and identifying a subordinate title for 

the group. Most of the themes were created using this analytic method, but there 

were a number that could not be connected in this way. For these emergent themes, 

differing analytic techniques were applied. Some emergent themes could be grouped 

through their oppositional relationship to one another, and several emergent themes 

were grouped together based on the context in which they were described by the 

participant. Connections were then identified within the subordinate themes, and 

they were grouped to create superordinate themes using both abstraction and 

subsumption.  

 

Superordinate themes were given titles which described the ñconceptual nature of 

the themes thereinò (Eatough, Smith & Shaw 2008, p.12). A table of superordinate 

themes was produced that shows the subordinate and emergent themes alongside 

illustrative quotes from the transcript for each participant (example in Appendix 22). 

Key phrases from the text are identified next to each emergent theme within the 

table to ensure that the ñintegrity of the participantôs experiences has been preserved 

as much as possibleò (Eatough & Smith, 2006, p.487). 

 

Stages 1-3 were repeated for all five interview transcripts before completing stage 4, 

the cross-participant analysis, and onto a secondary phase which involved the 

application of psychological theory. Making a clear distinction between these phases 

enabled the analysis to be completed free from the influence of pre-existing theory. 

This supported the analysis to remain intricately linked to the IPA principles of 

idiography, hermeneutics and phenomenology (Smith et al,2009,). 
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4.8.5 Analysis of Data, Stage 4: Cross Participant Analysis 

 

This stage consisted of a cross participant analysis comparing the sub and 

superordinate themes across all participants. A cross participant analysis table was 

created identifying patterns of convergence and divergence (Appendix 23) and an 

overview table of superordinate themes and illustrative quotes across all participants 

was also created (Appendix 24). 

 

4.8.6 Stage 5: Relating Findings to Psychological Theory 

 

During the analysis of the data, I noted that there were repeated themes linking to 

autonomy, relatedness and competence emerging across all the participantsô 

transcripts. I subsequently identified potential links to self-determination theory (SDT) 

(Ryan & Deci, 2017) which centres on the three innate psychological needs, 

competence, relatedness and autonomy and their role in motivation, wellbeing, and 

growth. Strong links between SDT and health research were identified and explored 

in Chapter 2. The recent systematic review completed by Eassey et al. (2020) 

highlights the use of SDT as framework through which ñto understand peopleôs 

experiences of living with and managing a chronic conditionò (p.284). As such, I felt 

that this further indicated that SDT could be a helpful analytic lens through which the 

participantsô experiences could be further explored.  
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Therefore, I decided that I would include a secondary process in which I viewed the 

findings of the analysis through the lens of SDT. The superordinate themes identified 

in the analysis were reviewed, restructured and renamed in respect of their 

perceived links to SDT. This process is explored further in Chapter 6.  

 

This additional and distinct layer of interpretation is not present in all IPA studies. 

The implications of this additional layer of interpretation are explored further in 

section 4.9. 

 

 

4.9 Interpretive Approaches 

 

4.9.1 Empathetic and Suspicious Interpretation 

 

This research encompassed a primary IPA analysis and a secondary process in 

which I related the findings to psychological theory. The IPA analysis was in line with 
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an empathetic interpretation of the transcripts while the secondary process consisted 

of a form of interpretation in which the findings of the analysis were explored through 

psychological theory in line with suspicious interpretation. Willig (2012) suggests that 

an empathetic interpretation focuses on what is presented in participant transcripts, 

attending to features and noting patterns to increase understanding rather than 

attempting to uncover underlying meaning. Suspicious interpretation instead uses 

pre-existing psychological theory to uncover deeper meaning (Ricoeur, 1996, p. 

152). There is therefore an assumption made when using this layer of interpretation 

that ñto experience something is not the same as understanding itò (Willig, 2012, 

p.13). It could be considered that there is some distance between the interpretation 

of the participantsô experiences through theory (Smith, 2004). As such, the 

exploration of findings through SDT, although useful in providing novel insight, 

should be viewed as more ñtentative and speculativeò (Willig, 2013, p. 92). 

 

Eatough & Smith, 2008 suggest that good IPA studies engage with a ñdual readingò 

of the data (p.191). Willig, 2012 suggests that this is rooted in both in initial ñsense 

makingò of participantsô experiences and a ñdeeper hermeneutic interpretation which 

may be different from the one the participant may offerò of them (p.18).  It has been 

suggested connecting findings to psychological research can help to ñshed light on 

existing nomothetic researchò (Smith et al,2009, p. 38) and support the researcher in 

attempting to understand the participantôs world (Danermark et al., 2002). 

 

4.9.2 Commitment to an Idiographic Approach 

 

The participantsô experiences are subjective and therefore care needed to be taken 

regarding attempts to generalise findings beyond the parameters of the study. 

However, I felt that the secondary process, linking the findings of the analysis to 

SDT, could be helpful in potentially providing a way of further understanding my 

findings while also remaining close to their experiences. I also felt that it could be 

applicable for education professionals working with young people with a CHC while 

also remaining close to their experiences. Hence, this layer of interpretation links to 

my second research question: What can professionals learn from these 

experiences? 
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4.10 Evidence of Analytic Journey 

 

It is hoped that the provision of documentation of each of the six stages of analysis 

undertaken in this study (Appendix 21-25) provides robust evidence of the analytic 

journey (Eatough & Smith, 2008) so that a clear pathway from raw data to the 

overarching superordinate themes can be seen. 
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Chapter 5: Findings 

 

5.1 Overview 

 

This research study attempts to hear the voices of young people (YP) who have a 

CHC so that the two research questions identified in Chapter 2.6 can be further 

explored. This chapter addresses the first research question: óHow do young people 

with a CHC experience mainstream secondary school?ô. It does so by exploring in 

detail the first step of the analytic strategy (Figure 3), an analysis of the participantsô 

transcripts, using IPA. The secondary process, also outlined in the analytic strategy, 

in which the findings are related to psychological theory, will then be explored in 

Chapter 6.  

 

During the initial exploratory phase of the IPA, 91 emergent themes were identified 

across the five participantsô interviews. I then completed the steps of analysis as 

outlined in the analytic strategy (Figure 3) and attempted to make sense of these 

themes by reducing the volume whilst still ensuring that the complexity and 

uniqueness of the individualôs experience was retained (Smith et al., 2009, p.91). As 

a result, 22 subordinate themes were created which were then subsumed under five 

overarching superordinate themes. The five superordinate themes identified in the 

analysis were felt to reflect key facets of the five participantsô experiences. These are 

illustrated below in Figure 4. 

 

Figure 4: Superordinate themes across the participant group 
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In keeping with IPA, excerpts from the participantsô transcripts feature throughout 

this chapter (Smith et al, 2009). As such, the superordinate themes identified in the 

analysis, are also presented alongside their component subordinate themes and an 

example illustrative quote from the participantsô transcripts in Table 3. 

 

Table 3: Table of overarching super and subordinate themes  
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In this Chapter, each of the superordinate themes identified in the analysis will be 

discussed in turn, providing overarching interpretations of the theme and an 

exploration of the connected subordinate themes. Illustrative quotes will be used 

throughout to highlight links to the original transcripts. 

5.2 Convergence and Divergence of Themes  

 

It is critical that the analysis carried out within IPA studies determine shared themes 

but also reflect ñthe particular way in which these themes play out for individualsò 

(Smith, 2011, p.10). Therefore, consideration will also be paid to the patterns of 

convergence and divergence between participantsô individual descriptions of their 

experiences and the overarching superordinate themes. An overview of the 

convergence and divergence with super and subordinate themes can be seen in 

Table 4 (Appendix 23). Patterns of convergence and divergence between 

participants within each theme will be explored in the individual theme sections. 

 

Table 4: Convergence and divergence across the super and subordinate themes 
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5.3 Superordinate Theme 1: Autonomy 

 

5.3.1 Overview 

 

Figure 5: Autonomy: Superordinate Theme and Subordinate Themes 

 

 

Autonomy was identified as a theme in the analysis across all five of the participantsô 

transcripts. Autonomy can be described as ñthe ability to think, feel, and make 

decisions by oneselfò (Nunez & Leon, 2015, p276) and autonomous behaviour as 

ñvolitional and self-endorsedò (Eassey et al., 2020, p.272).  For the purpose of this 

study autonomy is interpreted as the young person having opportunities to be 

independent, to feel in control and to make choices that influence their environment. 

The superordinate theme óautonomyô was conceptualised from four subordinate 

themes. Three of the subordinate themes represent a sense that the participants are 

experiencing a lack of autonomy. In contrast, one subordinate theme represents 

feeling autonomous and empowered. It felt important that these were grouped 

together, as analysis of three participantsô transcripts identify subordinate themes of 

ófeeling empoweredô alongside themes of ólacking autonomyô in their interview. This 

suggested to me that being autonomous is not a consistent state for the participants 

but is contextually driven. As such, keeping them together in one superordinate 

theme felt appropriate despite them being polarised states. 

 

Lack of autonomy comprised three subordinate themes: lack of control, lack of 

person-centred practice and lack of independence. Lack of control and lack of 

independence can be clearly mapped onto the understanding of autonomy described 

above. However, the connection to person-centred practice may need further 

Autonomy

Lack of Person-Centred Practice 

Lack of Control 

Lack of Independence 

Feeling Empowered 
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explanation. Person-centred approaches place the young person at the centre of 

planning and decision making. Young people are considered experts of their own 

experiences and therefore their views drive the support they receive (OôBrien & 

OôBrien, 2002). The use, or lack of person-centred practice, by the adults around the 

participants can therefore be viewed as either a support or a barrier to them 

behaving autonomously, hence the link to the superordinate theme. 

 

5.3.2 Subordinate Theme: Lack of Control 

 

The subordinate theme describing a lack of control was identified across all five 

participantsô transcripts. Lack of control was interpreted to consist of emergent 

themes describing feelings of helplessness, limited choice and power imbalances. 

Limitations in choice and power imbalances were consistently identified across all 

participants, but the feelings of helplessness were only identified in Amber and 

Willowôs transcripts.  

 

Emergent themes associated with limited choice and a sense of being excluded from 

decision making were identified in four of the five participantsô transcripts, with only 

Autumn not appearing to have any emergent themes in this area. I noted that 

participants consistently referred to adults making choices for them, particularly 

regarding the management of their health conditions.  

 

 

 

 

 

 

Themes associated with power imbalances also feed into the subordinate theme of 

lacking control. All five participants described experiences in which there appeared 

to be an unequal power balance between themselves and the adults around them in 

school. The language used by participants describes being forced or done to rather 

than consulted, encouraged or supported. This is suggestive of a power imbalance, 

with the adults holding the power and therefore being in control of these situations. 

WWΥ άbƻ ǘƘŜȅ Ƨǳǎǘ ŎƘƻƻǎŜ ƛǘ.έ ό[ƛƴŜ мнсύ 

{ŀƳǳŜƭΥ ά¢Ŝƭƭ ƳŜΧέ ό[ƛƴŜ нсύ ά¢ƻƭŘ ƳŜΧέ ό[ƛƴŜ нолύ άtǳƭƭ ƳŜ ƻǳǘΧƘŀǾŜ ǘƻ Ǝƻ.έ ό[ƛƴŜ 

284)  

!ƳōŜǊΥ άL ǿŀƴǘ ǘƻ Řƻ ǎƻƳŜǘƘƛƴƎ ŜƭǎŜ ƻǘƘŜǊ ǘƘŀƴ ǎŎƘƻƻƭΣ ōǳǘ L ŎŀƴΩǘΦέ (Line 310) 
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These perceived power imbalances were largely centred around interactions with 

teachers and teaching assistants (TAs) although some participants (Samuel, JJ and 

Amber) also describe their experiences with external medical professionals such as 

the school nurse, speech therapist and doctors.   

 

 

 

 

 

Further there was a sense from Autumn and Samuel that adults do not explain 

themselves or the reasons for decisions they make. This could be interpreted as the 

adults assuming power and compliance, the effect on the participant being a feeling 

that they lack control. 

 

 

 

Amber demonstrates a sense of helplessness when she described a situation in 

which she repeatedly requests help from adults with fixing a broken disabled toilet 

door. I inferred that Amber felt hopeless and despondent when she recounted their 

inaction, which I felt highlighted the lack of control she feels over practical decisions 

which directly impact on her school life, wellbeing and health condition.  

 

 

 

 

5.3.3 Subordinate Theme: Lack of Person-Centred Practice   

 

Subordinate themes describing a lack of person-centred practice was identified in all 

five of the participantsô transcripts. This subordinate theme consisted of emergent 

{ŀƳǳŜƭΥ άShe ōŜƎŀƴ ǘƻ Ƨǳǎǘ ǎǘƻǇ ŘƻƛƴƎ ƛǘΦ LΩƳ ƴƻǘ ǎǳǊŜ ǿƘȅΦέ (Line 287) 

 

 

 

!ƳōŜǊΥ άL ǿŀƴǘŜŘ (/) ǘƻ ŎƘŀƴƎŜ ŦƻǊ ŀ ǿƘƛƭŜ ƴƻǿ ōǳǘ ǘƘŜȅ ƘŀǾŜƴΩǘ ŘƻƴŜ ŀƴȅǘƘƛƴƎ ŀōƻǳǘ 

ƛǘΦέ ό[ƛƴŜ ормύ 

 

 

{ŀƳǳŜƭΥ άaȅ ƳŀƴŀƎŜƳŜƴǘ ǿŀǎ ŦƛƴŜΦ ¢ƘŜǊŜ ǿŀǎƴΩǘ ŀƴ ƛǎǎǳŜΦ !ǘ ŀƭƭΦ .ǳǘ ŀƭƭ ƻŦ ŀ ǎǳŘŘŜƴΣ 
she* made me miss a lesson which I liked. She* made me miss my break and this 
happens a lot.έ (Line 261) 
*she= school nurse 
 

 

 

 

 

!ƳōŜǊΥ άIŜƭŘ ōŀŎƪΧέ ό[ƛƴŜ нпύ 

WWΥ ά¢ŀƪŜ ƳŜΧέ ό[ƛƴŜ отмύ                                                

²ƛƭƭƻǿΥ ά¢ƘŜȅ ŘƻƴΩǘ ƭŜǘ ƳŜ ƻǳǘΦέ ό[ƛƴŜ мрмύ 
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themes of not feeling heard and a perceived lack of understanding of the unique 

circumstances surrounding the individual. Emergent themes indicating that adults in 

school lack an awareness and understanding of both the individualôs needs and their 

experience were identified for all participants. There were, however, significant 

differences in both the magnitude and context between the participants. 

 

Analysis of Samuelôs transcript suggested to me that he felt that school staff lacked 

an understanding of his individual needs because they were too focused on applying 

generalised external policies rooted in the medical model and set by the government 

or health professionals. There is a sense that Samuel felt that by doing this staff 

were missing his unique experiences and failing to understand the variability of 

symptoms, management procedures and different ways that the CHC can impact 

individuals. Samuel appeared to perceive that this lack of understanding led to them 

imposing ñblankò (line 25) procedures and rules in school which he felt were 

unnecessary and unhelpful for him. This appeared to be a source of great frustration 

for Samuel, and he consistently reported feeling that these policies, procedures, and 

rules are ñannoyingò (line 47) and ñpointlessò (line 58). The idea that staff over 

involve themselves in aspects of the management of his health condition because of 

their limited awareness of his unique experiences was a strong theme emerging from 

Samuelôs transcript. 

 

Image 1: Still from Samuelôs animation depicting perception of government involvement in decision 

making. 
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Similarly, Willow indicated she also felt staff lacked an understanding of her needs 

because they were applying a generalised medical model of disability looking at what 

is wrong, rather than focusing on her as an individual and considering what she 

needs. 

 

 

 

 

 

Unlike Samuel, Autumn indicated that a limited understanding of her medical condition 

by school staff led to failure to act or intervene, rather than an over involvement. In the 

interview, Autumn discusses the increased impact of catching common illnesses such 

as a cold which, in comparison to her peers, requires additional recovery time away 

from school due to her CHC. It appears that Autumn feels that the focus on ó100 per 

cent attendanceô creates an ethos which encourages peers to attend school when they 

are unwell. Autumn appears to consider that these policies demonstrate a lack of 

awareness and consideration to the increased risk this may pose to her and other 

students with CHC.  

 
 
 
.  
 

 

 

 

Willow also highlighted the impact of teachers not fully understanding her physical 

symptoms, specifically her fatigue and her headaches, which subsequently affects 

the support they provide in school and negatively impacts on her ability to focus and 

learn when in the classroom. Willow appears to indicate that she feels a person-

{ŀƳǳŜƭΥ άIf something goes wrong with one person then the government assumes that 
it applies to every single other person. So, if one school makes a mistake then the 
government thinks all of the other schools also are making that mistake and because of 
that everyone is affected, just because of ǘƘŀǘ ƻƴŜ ǇŜǊǎƻƴΦέ ό[ƛƴŜ т-11) 
 

 

 

 

Autumn: ά{ƻ ǿƘŜƴ ǘƘŜ ǎŎƘƻƻƭ ǎŀȅ ŎƻƳŜ ƛƴ ŜǾŜƴ ƛŦ ȅƻǳΩǾŜ Ǝƻǘ ŀ ŎƻƭŘ ǘƘŜƴ L ƘŀǾŜ ǘƻ ƎŜǘ 
ǘƘŀǘ ŎƻƭŘ ŀƴŘ L ƘŀǾŜ ǘƻ ƘŀǾŜ ŀ ǿŜŜƪ ƻŦŦ ǎŎƘƻƻƭ ƛŦ L ƎŜǘ ǘƘŀǘ ŎƻƭŘ ōŜŎŀǳǎŜ L ŎŀƴΩǘ Ǝƻ ǘƻ 
school with it (--ύέ 
Interviewer: άAnd what is that like?έ 
 Autumn: άό- -) ItΩs annoying because they could just prevent that by one person with a 
cold not coming to school.έ  ό[ƛƴŜ от-42) 
 

 

 

²ƛƭƭƻǿΥ άƛǘΩǎ just like trying to understand what a disability is like for some other people 
ŀƴŘ ǿƘŀǘ ƛǘΩǎ ƭƛƪŜ ŦƻǊ ƻǘƘŜǊǎΦ 9ǾŜǊȅƻƴŜ ƛǎ ŘƛŦŦŜǊŜƴǘ ŀƴŘ (- -) I think sometimes they just 
seem to be like Ψoh everyone is the same in a disability place and it just (/) Sometimes I 
wish they would just understand moreΦέ ό[ƛƴŜ осо-369) 
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centred approach when managing her physical symptoms would have a positive 

impact on her school experience. 

 

 

  

 

 

Emergent themes relating to participants expressing that their voices were unheard 

by adults in school were present in four of the participantsô transcripts, but there was 

variation regarding the context and by whom this was felt. I inferred that Autumn and 

Willow both feel that school staff do not listen or act on their views in relation to the 

management of their symptoms within school. Autumn described a situation in which 

she was unwell with a cold, which can impact on the stability of blood sugar levels, 

and the adults around her did not listen to her requests to go home, resulting in a 

risky delay. Similarly, Willow described situations in which she requests to leave the 

classroom, as the noise exacerbates her headache, but adults do not listen and 

refuse to let her leave. Both these scenarios undermine core concepts of person-

centred practice by failing to hear and act on the individualôs views. 

 

 

 

 

Emergent themes around feeling that their views and opinions are not considered in 

respect of the support they receive from teaching assistants were also identified in 

Autumn and Willowôs transcripts. There is a sense that they both accept the 

variability in support provided and understand the logistical reasons for this, however 

not being involved in planning or having their opinions considered by decision-

makers also indicates that the school is not always employing person-centred 

practice. 

 

 

 

 

²ƛƭƭƻǿΥ άΧbŜŎŀǳǎŜ ǘƘŜȅ ǎŀȅ LΩƳ ƴƻǘ ŘƛŦŦŜǊŜƴǘ ǘƻ ŜǾŜǊȅōƻŘȅ ŜƭǎŜ ǿƘŜƴ ȅƻǳ ŀǊŜ ǘƛǊŜŘ ōǳǘ 

it kind of is ( - -) Because ( - - -) LΩƳ ǳǎƛƴƎ ƳƻǊŜ ŜƴŜǊƎȅ  ǘƘŀƴ ŜǾŜǊȅōƻŘȅ ŜƭǎŜ ƛǎ ŀƴŘ ƛǘΩǎ 

just (-) ŀƴƴƻȅƛƴƎ ǿƘŜƴ ǘƘŜȅ ǎŀȅ ǘƘŀǘ  ōŜŎŀǳǎŜ ƛǘ ƳŜŀƴǎ ǘƘŀǘ ǘƘŜȅ ŘƻƴΩǘ ǊŜŀƭƭȅ ƘŀǾŜ  ƳǳŎƘ 

information about what  it actually feels like.έ ό[ƛƴŜ нрм-256) 

 

 

WillowΥ άL ƎǳŜǎǎ ǘƘŀǘ LΩƳ ŀƭƭƻǿŜŘ ǘƻ ŀǎƪ ōǳǘ L ǘƘƛƴƪ ƛǘ ƛǎ ŀ ōƛǘ ŀƴƴƻȅƛƴƎ ǿƘŜƴ ǘƘŜȅ ǎŀȅ 

ƴƻ ŀǎ ǘƘŜȅ ŘƻƴΩǘ ǊŜŀƭƭȅ ǳƴŘŜǊǎǘŀƴŘ Ƙƻǿ ōŀŘ Ƴȅ ƘŜŀŘŀŎƘŜǎ Ŏŀƴ ƎŜǘ because of the 

noiseΦέ ό[ƛƴŜ мот-139) 

άƛŦ ȅƻǳ ǿƻƴΩǘ ƭŜǘ ƳŜ Ǝƻ ƻǳǘ ǿƘŀǘΩǎ ǘƘŜ Ǉƻƛƴǘ ƻŦ ŀǎƪƛƴƎΚέ ό[ƛƴŜ мпуύ 
I

: 

m

m

m 

 

 

 

²ƛƭƭƻǿΥ άL ƘŀǾŜ Ƨǳǎǘ ǎǘŀǊǘŜŘ ǘƻ ƎŜǘ ǳǎŜŘ ǘƻ ƛǘΣ ōŜŎŀǳǎŜ L ŎŀƴΩǘ ǊŜŀƭƭȅ ŘŜŎƛŘŜ ǿƘŀǘ ¢! L 

get.έ ό[ƛƴŜ фр-96) 
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5.3.4 Subordinate Theme: Lack of Independence  

 

A subordinate theme reflecting a lack of independence emerged in four of the 

participantsô transcripts, with only one participant, Autumn, not appearing to describe 

any experiences linking to this theme. 

 

I inferred that both Samuel and Willow described that some adults in school are too 

involved at times, almost bordering on interference, which appears to be a significant 

barrier to their independence and a source of frustration. Samuel appeared to 

describe a lack of trust from adults in his ability to manage his CHC and medication 

by himself. Willowôs description of adults impairing her independence, however, 

appears to refer more broadly to her interactions across the school day in various 

contexts. I wondered if this difference was due to the visibility of Willowôs health 

needs, which impact her mobility and require equipment such as a wheelchair at 

times. I considered that this visibility may act as a constant reminder of Willowôs 

condition and affect the adultsô behaviour leading to enhanced adult involvement, 

whether needed or not, in all aspects of her school life. Both Willow and Samuel 

clearly indicated a desire to be independent and reduce the level of adult 

involvement. 

 

 

 

 

 

 

 

 

 

 

In her interview, Amber recounted situations where adults ñgrabò (line 413) her 

wheelchair to take her where they want her to go without consulting her. I sensed a 

deep frustration regarding both her lack of independence but also the at the loss of 

control. I felt that Amber strongly desired independence and felt confident and 

{ŀƳǳŜƭΥ άƛǘΩǎ ƛƳǇƻǊǘŀƴǘ ŦƻǊ ǘƘŜƳ ǘƻ ƭƛƪŜ Ƨǳǎǘ (-) ƭŜǘ ƳŜ ƳŀƴŀƎŜ ƛǘ ōŜŎŀǳǎŜ LΩƭƭ ōŜ ŀōƭŜ 
toΧέ (Line 203-204) 
 
²ƛƭƭƻǿΥ άL ŘŜŦƛƴƛǘŜƭȅ ǇǊŜŦŜǊ ǘƻ ƘŀǾŜ ǘƘŀǘ ƛƴŘŜǇŜƴŘŜƴŎŜΦέ ό[ƛƴŜ умύ 
 
 
 

 

 

 

 

SamuelΥ άTƘŜȅ ŦŜŜƭ ǘƘŀǘ L ŎŀƴΩǘ ƳŀƴŀƎŜ ƛǘ ƳȅǎŜƭŦ ŀƴŘ ǘƘŀǘΩǎ Ƴƻǎǘƭȅ ōŜŎŀǳǎŜ ǘƘŀǘ ƛǎ ǿƘŀǘ 
they have been told. But, yeah, they just like feel that they have to control it and they 
feel that they need to be active in managing ƛǘ ŀƴŘ ǘƘŀǘ L ŎŀƴΩǘ Řƻ ƛǘ ƳȅǎŜƭŦΦέ ό[ƛƴŜ осл-
363) 
Willow: ά{ome of them just like try to do everything for me.έ (Line 83) 
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competent in her use of her wheelchair, even if this was not seen and understood by 

the adults around her. 

 

 

 

 

5.3.5 Subordinate Theme: Feeling Empowered 

 

Despite subordinate themes relating to lack of autonomy emerging for all 

participants, three participants also discussed scenarios in which I interpreted that 

they felt empowered and autonomous. I theorised that the environment, interactions, 

support and context of a situation were all impacting on the participantsô feelings of 

autonomy. I further recognised that there appeared to be a balance between the lack 

of autonomy and feeling empowered and that this varied for the participants. My 

interpretation of Autumnôs experiences led me to believe that, on balance, she felt 

empowered and autonomous, particularly in regarding the management of her health 

needs.  

 

 

 

 

Willow also appeared to desire increased autonomy and appreciated opportunities to 

be independent. Her sense of autonomy and empowerment is supported at times by 

some teaching assistants who help her to work more independently in the 

classroom, although she recognised that this is not a consistent approach from all 

staff.  

 

 

  

 

Amber discussed her involvement in making decisions around how to manage her 

fatigue and I interpreted this as an example of taking control and feeling empowered. 

InterviewerΥ άŘƻ ȅƻǳ ƘŀǾŜ ŀ ǇŀǊǘƛŎǳƭŀǊ ŀŘǳƭǘ ƛƴ ŎƘŀǊƎŜ ƻŦ ǘƘŜ ƳŜŘƛŎŀƭ ƴŜŜŘǎ ƛƴ ǎŎƘƻƻƭΚέ 
Autumn: άNo thatΩs me.έ 
Interviewer: άYou are in charge?έ 
Autumn: άYep. (- - -ύέ (Line 214-217) 

 

 

 

 

 

 

 

Willow: άLǘ ŘŜǇŜƴŘǎ ƻƴ ǿƘŀǘ ¢! ȅƻǳΩǾŜ Ǝƻǘ ƭƛƪŜ ǳƳ ǎƻƳŜ ¢As will let you be really 
ƛƴŘŜǇŜƴŘŜƴǘΣ ŀƴŘ ǎƻƳŜ ǿƻƴΩǘ ŀƴŘ ƛǘΩǎ Ƨǳǎǘ ŘŜǇŜƴŘƛƴƎ ƻƴ ǿƘŀǘ ǘƘŜȅ ƘŀǾŜ ōŜŜƴ ǘƻƭŘ ǘƻ 
do Χέ (Line 57) 

 

 

 

 

 

 

!ƳōŜǊΥ άLǘΩǎ ǘŀƪƛƴƎ ŀǿŀȅ Ƴȅ ǊƛƎƘǘǎ ǘƻ Řƻ ƛǘ ƳȅǎŜƭŦΦέ όLine 415) 

 άL ƭƛƪŜ ŘƻƛƴƎ ǎǘǳŦŦ ŦƻǊ ƳȅǎŜƭŦΦ LǘΩǎ ƭƛƪŜ L ŎŀƴΩǘ Řƻ ǘƘŀǘΧέ ό[ƛƴŜ понύΦ 

 

 

 

 

 

 

 



74 
 

However, for Samuel, despite a strong desire to be autonomous in managing his 

health in school and a confidence in his ability to do so, I perceived that this balance 

was skewed towards not feeling empowered. 

 

5.4 Superordinate Theme 2: Relationships and Belonging. 

 

5.4.1 Overview 

 

Figure 6:  Relationships: superordinate theme and subordinate themes 

 

 

 

The second superordinate theme that emerged from the participantsô transcripts was 

linked to the impact of their health condition on their relationships. I considered this 

superordinate theme to consist of five subordinate themes as shown in Figure 6.  

 

My interpretation of the transcripts suggested that all five participants were indicating 

that they felt their health condition impacted on both their relationships with adults 

and peers in some way. There was, however, variation as to how this was 

experienced by each of the participants. The five identified subordinate themes will 

be explored in the sections below. 

 

5.4.2 Subordinate Theme: CHC Impacts Relationships with Adults  

 

I inferred that all five of the participants experienced positive relationships with at 

least some of the adults at their school. Three of the participants identified a 

particular member of staff with whom they had developed a strong bond and felt 

were helpful and supportive to them. Willow appears to have a special bond with a 

Relationships 
and 

Belonging

CHC Impacts Relationships with Adults. 

Support Provided 

by Adults. 

Feeling Different 

Conflict with 

Adults. 

CHC Impacts Relationships with Peers. 
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teaching assistant (TA) that she has worked with over several years, and whom she 

describes as her ñmainò (line 104) TA. I interpreted that this relationship developed 

over time, suggesting to me a familiarity and that the extended periods of time spent 

together was the key factor in this relationship being so successful. Amber, however, 

appeared to describe a close relationship with an adult whom she feels is particularly 

supportive, not because of the time spent together, but because this adult makes the 

effort to understand her health condition and provide additional support in class in a 

way that other teachers do not. This idea that teachers think about her and keep her 

needs in mind when planning their lesson (line 379), appears to be an important 

factor for Amber in identifying this as a positive relationship.  

 

 

 

 

Autumn also appeared to highlight one adult as being particularly supportive; a 

member of staff who also has diabetes. This shared experience seems to be 

important to Autumn and there is a sense that this member of staff is not only helpful 

from a practical point of view, in terms of helping with medical equipment, but also 

provides Autumn with an opportunity to feel understood by an adult in school. I 

wondered whether this helped Autumn to normalise the additional routines and 

responsibilities she is expected to undertake as part of managing her diabetes in 

school. 

  

 

 

 

JJ and Samuel also described positive relationships with staff, but this appeared to 

be in more general terms and not specifically related to their health condition. 

Samuel described having good relationships with all staff members except for his PE 

teacher and the school nurse. I Inferred from Samuelôs interview that there is a 

respectful relationship with teachers based on his hard work, polite nature and 

ñgradesò (line 109). I surmised, therefore, that potential difficulties in his relationships 

with the PE teacher and medical staff were perhaps due to the nature of their roles 

!ƳōŜǊΥ άMy English teacher is really supportive and makes sure that I have the work 

that they are doing on the board. She prints them off for me.έ (Line 379-381) 

 
2 
 

 

 

 

 

 

Autumn: άL ƳŜŀƴ LΩǾŜ Ǝƻǘ ŀ ǘŜŀŎƘŜǊ ŀǘ ǘƘŜ ƳƻƳŜƴǘ ǿƘƻ ƛǎ ŀƭǎƻ ŀ ŘƛŀōŜǘƛŎ ǘƻƻ ǎƻ ƛŦ L ŀƳ 
ƛƴ ƘŜǊ Ŏƭŀǎǎ ŀƴŘ Ƴȅ ǇǳƳǇ ǎǘƻǇǎ ƻǊ ǎƻƳŜǘƘƛƴƎΣ ǎƘŜΩƭƭ ƪƴƻǿ ǘƘŀǘ LΩǾŜ Ǝƻǘ ǘƻ Řƻ ǎǘǳŦŦ ŀƴŘ 
ǎƘŜ ŘƻŜǎƴΩǘ ƳƛƴŘΦέ ό[ƛƴŜ нрф-261) 
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because Samuelôs diabetes could be considered to feature more heavily in these 

areas of his life at school. The school nurse has a direct involvement in the 

management of Samuelôs medical needs, and the physical activity in PE has an 

impact on his diabetes not seen in other subject areas. In my opinion, Samuel 

expresses a strong desire to be independent and aims to reduce adult input into his 

life wherever possible. I wonder if the increased adult intervention by the school 

nurse and PE teacher, and Samuelôs frustration at this, may be a factor impacting on 

the relationships with these staff. 

 

 

 

 

When talking about the adults who work with him at school, JJ made frequent 

references to their sense of humour, their ability to make him laugh and their shared 

interests. I sensed that these relational aspects appear to be an important factor for 

JJ when developing relationships with staff at school. I also noted that in the 

interview JJ generally tends to refer to either pastoral staff (his form tutor and head 

of year) or his 1:1 TA when identifying adults, he feels positive about. I felt that this 

may be due to the pastoral staff focusing more on relational aspects of school life in 

a way that subject teachers may not. 

 

 

 

Whilst all five participants do refer to positive relationships with adults in school, four 

of the participants also appear to identify several factors related to their health 

condition that negatively impact on their relationships with adults at school.  

I inferred from four of the participantsô transcripts that the adultôs level of awareness 

and understanding of their health needs impacts on their relationship with them.  

Samuel and Autumn discussed the variability between adults at school in the 

knowledge of their health condition, particularly regarding the physical symptoms, 

treatment, equipment and accommodations needed in the classroom. This 

suggested to me that the lack of knowledge from the adult impacts the quality of 

support provided in school, which in turn appears to impact on the quality of the 

JJ: άHe makes me laugh. He calls me (laughs) ΨxxxxΩέΧ (Line 300) 
2 
 (lI 

 

 

 

 

 

{ŀƳǳŜƭΥ ά²ŜƭƭΦ {ƻΣ L ǘƘƛƴƪ Ƴƻǎǘ ƻŦ Ƴȅ ǘŜŀŎƘŜǊǎ ŀǇŀǊǘ ŦǊƻƳ Ƴȅ t9 ǘŜŀŎƘŜǊ ŀƴŘ ǘƘŜ ǎŎƘƻƻƭ 
nurse umm (-) some of other ones but um (tuts) um I mean I try to do my best to sort 
of show them as I want to manage it, but umm..Φέ ό[ƛƴŜ нмо-216) 
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relationship. There is a sense from Samuel and Autumn that they feel better able to 

relate to the adults that know and understand the impact of their health conditions 

than those who appear to be unaware. Supply staff were identified as adults who 

particularly demonstrate poor knowledge and awareness of their CHC. 

 

 

 

Amber also appeared to identify variability in how school staff understand the impact 

of her CHC. I understood from her interview that Amber felt she could relate better to 

staff who not only attempted to understand the impact of her CHC but were also 

accepting and supportive of the factors impacting her learning. 

 

 

 

 

 

Emergent themes were identified in three of the participantsô transcripts relating to 

their perception of the adultôs emotional responses to managing a student with a 

CHC. I felt that in their interviews Samuel and Amber both implied that some adults 

appeared fearful about having to manage their health needs in school. Samuel in 

particular frequently discussed his view that he perceives adults in school are 

worried about the potential impact of mismanagement resulting in a medical 

emergency in which he is harmed. Amber discusses this more subtly but described 

decisions being made for ñsafety reasonsò (line 39). I interpreted this as adults being 

risk averse, due to their fear about incorrectly managing medical needs in school.  

 

These perceived insights into the adultôs emotional state appear to lead Amber and 

Samuel to question the adultôs motivation for providing support and not necessarily 

viewing the adultôs behaviour as caring and supportive. Samuel seemed to believe 

adults were supporting him with his medical need so that they could not be ñblamedò 

(line 186) for any errors or oversights. Amber, however, appeared to be suggesting 

that adults were supportive to ensure that there were no problems so that they had 

ñpeace and quietò (line 369).  

 

!ƳōŜǊΥ ά{ƻƳŜ ǘŜŀŎƘŜǊǎ ǘƘŀǘ ŀǊŜ ǊŜŀƭƭȅ ƴƛŎŜ ŀōƻǳǘ ǿƻǊƪ ŀƴŘ ŘƻƴΩǘ ƎŜǘ ǳǇǎŜǘ ŀƴŘ ŀƴƎǊȅ 

ǿƘŜƴ L ŎŀƴΩǘ Řƻ ƳǳŎƘΦ {ƻƳŜ ǘŜŀŎƘŜǊǎ ŀǊŜ ƳƻǊŜ ŀŎŎŜǇǘƛƴƎ ƻŦ ƛǘΦέ ό[ƛƴŜ птс-478) 

 

 
 (lI 

 

 

 

 

 

{ŀƳǳŜƭΥ ά!ƴŘ ƛǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ƳŀȅōŜ (- -) ƪƴƻǿ ŀōƻǳǘ ǿƘŀǘΩǎ ƎƻƛƴƎ ƻƴ ŀƴŘ ǳƳ ƪƴƻǿ 

about my conditionΧέ ό[ƛƴŜ нлт-208) 
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I perceived that Willow also noticed the emotional responses of the adults working 

with her. She did not appear to describe fear from adults like Samuel and Amber, but 

instead describes occasions where she feels that adults are stressed or frustrated. 

This appeared to impact on her relationship with them. Amber appears to be less 

willing to approach adults for help when she anticipates a reactive response. Willow 

gives an example of this when she described how she perceives her TA was 

behaving differently due to the COVID-19 pandemic. She infers that this more 

ñsensitiveò (line 108) and ñseriousò (line 111) behaviour makes their previously 

positive relationship more challenging to maintain. 

 

Finally, it was also noted that emergent themes linked to the role of parents were 

identified in four of the participantsô transcripts. I interpreted that for these 

participants their parents are perhaps more involved in their school life compared to 

other peers their age due to their health condition. Parents appeared more involved 

in a range of ways, attending additional meetings with staff (Samuel), supporting on 

trips (JJ) and advocating in school for changes in support (Autumn and Amber). I felt 

that this was an important factor to consider as this increased parental involvement, 

especially during adolescence, a time when parental involvement generally 

decreases. I considered that this could potentially impact on the participantôs 

relationship with their parents and peers. 

 

 

 

 

5.4.3 Subordinate Theme: Conflict with Adults. 

 

Themes relating to conflict with adults were identified in two of the participantsô 

transcripts, Samuel, and Autumn. There appears to have been conflict between 

Samuel and the school nurse, and I sensed that this has led to the breakdown of 

their relationship. Samuel refers to a particular event in which the school nurse 

{ŀƳǳŜƭΥ ά¢ƘŜȅ Ƨǳǎǘ ƭƛƪŜ ŦŜŜƭ ǘƘŀǘ ǘƘŜȅ ƘŀǾŜ ǘƻ ŎƻƴǘǊƻƭ ƛǘ ŀƴŘ ǘƘŜȅ Ŧeel that they need to 
ōŜ ŀŎǘƛǾŜ ƛƴ ƳŀƴŀƎƛƴƎ ƛǘ ŀƴŘ ǘƘŀǘ L ŎŀƴΩǘ Řƻ ƛǘ ƳȅǎŜƭŦΦ hǘƘŜǊǿƛǎŜΣ LΩƳ ƎƻƛƴƎ ǘƻ ŘƛŜΣ ŀƴŘ 
they are going to get blamed.έ (Line 361-364) 
 
 (lI 

 

 

 

 

 

{ŀƳǳŜƭΥ άMȅ ƳƻǘƘŜǊ ǎƘŜ ƛǎ ŀƭǿŀȅǎ ǘƘŜǊŜΣ ǎƘŜΩǎ ŀƭǿŀȅǎ ƘŀǾƛƴƎ ƳŜŜǘƛƴƎǎ ǿƛǘƘ Ƴȅ t9 
teachers, all the timeΦέ (Line 154-156) 
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contacted his parents via email and called him ñrudeò (line 391). I wondered if the 

school nurse contacting home felt aligned with the concept of consequence in a 

school behaviour policy that would be imposed by a member of school staff. The 

school nurse is, however, a medical professional and so holds a different role to 

school staff. By engaging in an action linked to a behaviour policy or consequence, it 

feels that the school nurse has potentially blurred boundaries and roles which may 

have been frustrating and difficult for Samuel to accept. I also wondered if the failure 

to discuss the difficulty with Samuel directly, instead calling home, felt like a betrayal 

and caused a lack of trust between Samuel and the nurse. Trust and respect feel an 

important basis for an effective and supportive relationship, especially with a medical 

professional and as such, I felt that this could have been particularly unsettling for 

Samuel. 

 

 

 

 

Autumn also describes conflict with school staff around the management of her 

health needs in an emergency, albeit expressed in a more passive way than Samuel. 

I inferred from the description of the incident that Autumn and her mother disagreed 

with decisions made by staff. However, instead of direct conflict with them, they 

agreed and implemented a plan between themselves that allows Autumn to feel safe 

if similar situations arise. I inferred from Autumnôs transcript that she felt that staff 

need to agree to the plans that she, with her motherôs support, propose even if they 

are unhappy. 

 

 

 

 

5.4.4 Subordinate theme: Support Provided by Adults. 

 

There was significant variation in how the participants talked about the support they 

received in school. Samuelôs focus tended to be on the over involvement of adults 

managing his health condition, but he provides little detail about the practicalities of 

LƴǘŜǊǾƛŜǿŜǊΥ ά!ƴŘ ŀǊŜ ǎŎƘƻƻƭ ƘŀǇǇȅ ǿƛǘƘ ǘƘŀǘ.?έ 
Autumn: άbƻǘ ǊŜŀƭƭȅΦ ¢ƘŜȅΩǾŜ Ǝƻǘ ǘƻ ōŜ ǊŜŀƭƭȅ ǘƘƻǳƎƘ ŀŦǘŜǊΧέ ό[ƛƴŜ мпф-150) 

 

 

 

 

 

{ŀƳǳŜƭΥ άL ǿŀǎ ŀ ōƛǘ όǘŀƛƭǎ ƻŦŦύ L ŘƛŘƴΩǘ ǳƴŘŜǊǎǘŀƴŘ ŀǘ ŦƛǊǎǘΣ ōŜŎŀǳǎŜ ŀƎŀƛƴ L ǿŀǎ ǇƻƭƛǘŜ ǘƻ 
her. But then eventually it sunk in that like the moment I left she had called my mother 
to tell her that I had been rudeΦέ ό[ƛƴŜ оуу-391) 
 

 (lI 
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adult support he receives, and I perceived that he found the support unhelpful. There 

is a sense from Autumnôs transcript that she feels that adults tend not to get involved 

unless she specifically requests help from them.  

 

Emergent themes relating to the variability in support from adults throughout the 

school day were identified in Amber, JJ and Willowôs transcripts. JJ and Willow 

describe being supported by a range of adults. I sensed that Willow was frustrated 

and has a preference to work with adults with whom she already feels she has a 

ñbondò with (line 99). She describes needing time to get to know the adults and their 

approach, as I inferred each TA provided differing practical and emotional support. 

 
 

 

 

Amber, however, appeared to describe a fluid approach to providing adult support in 

her school, indicating that she was never sure if she would have and adult to support 

her. She described a range of functions for the support provided by TAs from 

practical to emotional. Amber also identified that she has a keyworker who is 

accessible throughout the day so that she can check-in and support her to problem 

solve any difficulties that arise during the day. Interestingly, Amber is the only pupil 

who identifies having a named keyworker. 

 

 

 

 

5.4.5 Subordinate Theme: CHC Impacts Relationships with Peers 

 

Analysis of the participantsô transcripts suggested that all five participants felt that 

their CHC impacted on their relationships with their peers in some way, although 

there was variation within this. Four of the five participants described having positive 

and supportive friendships in school and there was sense of how important these 

friendships were to them. The participants described a range of ways that their 

friends provided support and connection.  

 

!ƳōŜǊΥ άI have a key worker who um helps me throughout the school day and um and 

when I am in trouble.  I can go talk to them.έ όLine 197-198) 

 

 

 

 

²ƛƭƭƻǿΥ άUm ŀǘ ŦƛǊǎǘ ǉǳƛǘŜ ŦǊǳǎǘǊŀǘƛƴƎ ŀǎ ȅƻǳΩŘ ƭƛƪŜ ƻƴŜ ¢! ǘƘŜƴ ȅƻǳ ǿƻǳƭŘƴΩǘ ƭƛƪŜ ǘƘŜ 

ƻǘƘŜǊΦέ όLine 90-93) 

²ƛƭƭƻǿΥ άΧsome patience to be able to build a bond with the TAΦέ ό[ƛƴŜ мллύ 
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Autumn seems to place importance on being ókept in mindô by her friends. She 

describes them staying in touch online when she is off school sick and waiting for her 

when she needs to complete treatment routines in school. This contact appears to 

minimise the impact she feels when missing school. 

 

 

 

 

Willow discussed times that her friends made effort to include her by deciding on 

accessible activities both inside and outside of school. JJ simply refers to friends 

who help him and make him laugh. When Amber talks about her friends there is a 

real sense that her friends try to ensure that she feels included and that she is the 

ôsameô. I surmised that feeling included, a sense of belonging and being perceived 

as ónormalô is crucial for her in feeling connected to peers. 

 

Despite being positive about their friends, several themes were identified relating to 

the negative impact of their health condition on relationships with their peers. For 

four participants, I identified emergent themes suggesting that they felt their health 

condition limited opportunities to spend time and connect with their peers at school. 

Willow, Amber and JJ all attend a lunch club which is for pupils with special 

educational needs and disabilities (SEND). Whilst they all appeared to recognise the 

positive outcomes of attending, there is also a sense, particularly from Willow and 

Amber, that they feel excluded and isolated from their peers who do not attend this 

club and that this separation and lost time impacts significantly on maintaining 

existing friendships and developing new relationships with peers. 

Amber painted a picture (Image 2, Appendix 17) depicting being separated from her 

friends at lunchtime. In the interview, she talks about this and repeatedly uses strong 

language to describe feeling how she feels forced apart from her peers. She also 

appears to describe feeling forced into making new relationships with pupils with 

disabilities who also attend the club. I feel that this frustration runs deeper for Amber 

than just not being able to spend time with her friends; that she feels that adults at 

school are making judgements and have control over who they deem to be 

appropriate people for her to have relationships with. I wonder if there is a frustration 

from Amber around this sense of segregation, and a desire to assert herself away 

!ǳǘǳƳƴΥ άI have these two best friends and they (-) call me a lot and we Face Time so it 

ŘƻŜǎƴΩǘ ǊŜŀƭƭȅ ƳŀǘǘŜǊΦέ ό[ƛƴŜ муу-189) 

 

 

 

 



82 
 

from the disabled identity that the adults appear to have given her. Amber also 

indicates that the being separated from friends in school has a broader impact, also 

affecting her relationships with them outside school. 

 

 

 

 

 

 

Image 2: Amberôs watercolour depicting being kept apart from peers at lunchtime. 

 

 

I perceived that Willow feels attending the lunch club limits opportunities for her to 

connect with her friends. Samuel did not describe attending a lunch club but does 

refer to missing breaktimes due to spending time in the medical room. JJ suggested 

that missed time from school impacts on the time he has with his friends at school.  

 

In contrast Autumn described that she feels she has lots of opportunities to spend 

time with her peers in school and that does not appear to be a concern for her. 

However, she did discuss the how the management of her health condition impacts 

on her relationships in school during extracurricular activities and trips. She 

particularly referred to the impact at lunchtime and in PE lessons, where additional 

!ƳōŜǊΥ άSƻ L ŎƻǳƭŘƴΩǘ ǎƛǘ ǿƛǘƘ Ƴȅ ŦǊƛŜƴŘǎ ŀǘ ƭǳƴŎƘΦ Lǘǎ ǳƳ ǊŜŀƭƭȅ (/) Ŏƻǎ LΩǾŜ Ǝƻǘ ǉǳƛǘŜ ŀ 

ŦŜǿ ŦǊƛŜƴŘǎΦ {ƻΣ L ƘŀǾŜƴΩǘ ōŜŜƴ ǎǇŜŀƪƛƴƎ ǘƻ ǘƘŜƳ ŀǎ ƳǳŎƘ ŀǎ L ǿŀƴǘŜŘΦέ ό[ƛƴŜ нф-30) 

 

!ƳōŜǊΥ άCos if you are not speaking to them inside school you are not going to speak 

to them much outside school much either. (/) more like different friendsΦέ ό[ƛƴŜ со-65) 
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monitoring and management of her blood sugars is required. The impact on time 

away from friends is limited and subtle, but I felt that this was important to Autumn, 

as it sets her apart from her peers and is something she would rather not have to do. 

 

 

 

 

 

 

 

 

5.4.6 Subordinate Theme: Feeling different 

 

Emergent themes relating to ófeeling differentô to peers were identified in four of the 

five participantsô transcripts, with only JJ not appearing to raise this in his interview. 

Through analysis of the participantsô interviews, I understood that there were a range 

of situations in which they felt that the differences relating to their medical condition 

were made more visible which led to comparisons being made to their peers. How 

this was processed and experienced varied between them with emotional reactions 

ranging from apparent feelings of embarrassment (Samuel), frustration (Amber) and 

isolation (Autumn). I inferred that Willow, was experiencing a state of cognitive 

dissonance in which she has conflicting views of being seen and treated as 

ódifferentô. I decided that it was possible to categorise the range of experiences 

discussed by participants which appeared to highlight ódifferenceô into four 

categories: adult management, physical symptoms and associated treatment, 

missing out on activities and having additional responsibilities.  

 

Firstly, physical symptoms, equipment and treatment plans were identified by four 

participants as a way in which their health condition was made more visible and 

subsequently was a key factor in making them feel different. For Samuel and 

Autumn, this related to their insulin pump, phone and in some situations the 

requirement to eat sweets. For Amber, this related to her managing her wheelchair 

and for Willow was linked to her mobility and speech. 

 

!ǳǘǳƳƴΥ άWŜƭƭ ǿƘŜƴ L Ŝŀǘ ŦƻƻŘ L ŎŀƴΩǘ Ƨǳǎǘ Ǝƻ ǿƛǘƘ Ƴȅ ŦǊƛŜƴŘǎΦ L ƘŀǾŜ ǘƻ ǊŜƳŜƳōŜǊ 
to put it into this, which takes half a ƳƛƴǳǘŜΦ {ƻΣ ƛǘ ŘƻŜǎƴΩǘ ǘŀƪŜ ǘƘŀǘ ƭƻƴƎ ōǳǘ ƛǘ ƛǎ 
Ƨǳǎǘ ǊŜƳŜƳōŜǊƛƴƎ ǊŜŀƭƭȅΦέ  
LƴǘŜǊǾƛŜǿŜǊΥ άWhat does that half a minute mean to you?έ 
Autumn: άLΩŘ ǊŀǘƘŜǊ ƘŀǾŜ ƛǘΣ ǘƘŜȅ Řƻ ǿŀƛǘ ŦƻǊ ƳŜΣ ǘƘŜȅ Řƻ ǎǘŀȅ ǿƛǘƘ ƳŜ ōǳǘ LΩŘ ǊŀǘƘŜǊ 
ƘŀǾŜ ƛǘΦ LΩŘ ǊŀǘƘŜǊ ǿŀƭƪ ŀǿŀȅ ŦǊƻƳ ƭǳnch and just do something.έ ό[ƛƴŜ ону-334) 
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Secondly, there was a strong sense that the management of their health condition in 

school was another factor in making four of the participants ófeel differentô. For 

Samuel and Autumn, this appeared to be around how teachers reacted to and 

managed these differences in the classroom. By obviously checking-in, taking them 

out of class for testing or openly questioning treatment in front of peers (e.g., having 

sweets in class) teachers inadvertently drew attention to the medical condition, 

increasing feelings of difference. For Willow and Amber this appears to relate to the 

choices staff make about managing their health condition throughout the day, for 

example having different collection times, staff pushing their wheelchair or not 

adjusting the layout of chairs in the classroom making it difficult for her to get seated. 

 

 

 

 

Thirdly, there is a sense that three participants felt different because they missed out 

on or had to alter activities that their peers, without health conditions, are able to do 

without requiring any differentiation. This includes missing out on or having additional 

adult support on trips (Autumn and Willow) and during extracurricular activities 

(Samuel).   

 

Finally, Willow, Samuel and Autumn appeared to indicate that the additional 

responsibilities that they have due to their health condition (e.g., treatment regimes, 

remembering equipment, attending appointments) is another way that makes them 

feel different to peers who do not have this level of responsibility. Even when this 

additional responsibility appears to have a minimal and subtle impact, I perceived 

that it represents difference and hence feels important to the participants.  

 

 

 

{ŀƳǳŜƭΥ άΧI just want to (-) do (- -) I just want to learn and like be in school and talk to 

Ƴȅ ŦǊƛŜƴŘǎΦ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ȅƻǳ ƪƴƻǿ ƘŀǾŜ ǘƻ Ǝƻ ǘƻ ǘƘŜ ǎŎƘƻƻƭ ƴǳǊǎŜ ŀƭƭ ǘƘŜ ǘƛƳŜ ƻǊ 

ŎƘŜŎƪ ƛƴ ǿƛǘƘ Ƴȅ ǘŜŀŎƘŜǊǎΣ ǎƻ ǘƘŜȅ ƪƴƻǿ LΩƳ ƻƪΦέ ό[ƛƴŜ мфм-194) 

 
 

 

!ǳǘǳƳƴΥ άYeah its sometimes funny when I get my thing out (pump/monitoring phone) I 
have this and when I get it out sometimes teachers are like Ψis that a phone? put it awayΩ 
ŀƴŘ LΩƳ ƭƛƪŜ ΨƻƘ ȅŜŀƘΣ ƛǘΩǎ ŀ ŘŜŦƛƴƛǘŜƭȅ ǇƘƻƴŜ ƛǎƴΩǘ ƛǘΣ ƭƻƻƪ ŀǘ ǘƘŀǘΩ (laughs)Φέ όLine 121-
124) 
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Willow appears to explore the concept of feeling different more deeply than the other 

participants and provides insight into how she feels that adults and peers react to 

difference and the management of this at school. I inferred that Willow feels that 

some staff do not agree that she requires different treatment for her health condition 

as this is unfair to her peers. I understand from Willowôs interview that this then 

impacts on the support she receives in school and her learning and physical well-

being suffers when adults are reluctant to provide what she needs. There is a sense 

of frustration from Willow about this, especially as she appears to believe her peers 

do not actually feel this way and the concept of it being unfair lies solely with the 

adults. 

 

 

 

 

 

 

 

I also noted that Willow made contradictory statements around needing and wanting 

different treatment to others. I wondered if holding these two opposing views 

represented a state of cognitive dissonance which would cause tension and unease 

for Willow. I interpreted her description of being annoyed as a representation of 

discomfort related to not being able to resolve this internal conflict. 

 

 

 

 

 

 

Willow: άL ǘƘƛƴƪ ǘƘŜ Ƴŀƛƴ ƛǎǎǳŜ ƛǎΣ ƛǎ ǿƘŜƴ ǘƘŜȅ ǎŀȅ ǘƘŀǘ ȅƻǳ ŎŀƴΩǘ ƘŀǾŜ ŀ ōǊŜŀƪ ōŜŎŀǳǎŜ 

ƛǘΩǎ ƴƻǘ ŦŀƛǊ ƻƴ ŜǾŜǊȅƻƴŜ ŜƭǎŜΦ !ƴŘ L ǳƴŘŜǊǎǘŀƴŘ ƛǘ ǿƻǳƭŘƴΩǘ be fair on everybody else but 

ƛŦ ȅƻǳ ǿŀƴǘ ƳŜ ǘƻ Řƻ ǿŜƭƭΣ LΩƭƭ ƴeed that breakΧέ (Line 273-276) 

 

²ƛƭƭƻǿΥ άUmmm (- - -) I think (-ύ LǘΩǎ ƴƻǘ ƴŜŎŜǎǎŀǊƛƭȅ ǘƘŜ ŎƘƛƭŘǊŜƴΣ ƛǘΩǎ ǘƘŜ ǎǘŀŦŦ.έ ό[ƛƴŜ офтύ 

 

 

 

!ǳǘǳƳƴΥ άL Ƨǳǎǘ ƘŀǾŜ ǘƻ ǿŀǘŎƘ ƛǘ ƛŦ LΩƳ ŘƻƛƴƎ ǎƻƳŜǘƘƛƴƎΣ ƭƛƪŜ ƭƻǘǎ ƻŦ ŜƴŜǊƎȅΦ [ƛƪŜ ƛŦ L Ǝƻ ǘƻ 
ŦƛǘƴŜǎǎ Ŏƭǳō ǘƘŜƴ L ƘŀǾŜ ǘƻ Řƻ ŀ ōƭƻƻŘ ǘŜǎǘ ōŜŦƻǊŜ ǿŜ ǎǘŀǊǘ ŀƴŘ ƛŦ LΩƳ ǳƴŘŜǊ seven I have 
to have a biscuit or some sweets and then I start and then at the end I have to do 
another blood test.έ ό[ƛƴŜ со-66) 
 
 

 

²ƛƭƭƻǿΥ άyeah. It does get a bit annoying because (-) ȅŜŀƘ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōŜ ǘǊŜŀǘŜŘ 

differently to everybody else but sometimes I need to be treated differentlyΧέ (Line 258-

260) 
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5.5 Superordinate Theme 3: Navigating the School Day, the Functional Impact 

of a CHC. 

 

5.5.1 Overview 

 

The third superordinate theme emerging from the participantsô transcripts was titled 

óimpact on school lifeô and comprises five subordinate themes related directly to 

school.  

 

Figure 7: Impact on school life: superordinate Theme and subordinate themes 

 

 

 

 

 

Subordinate themes detailing the impact of having a CHC on learning, social and 

extracurricular activities at school were identified for all five participants, although 

there was variation between them reflective of each participantôs unique experience. 

The impact of physical symptoms on the school day was also identified in all five of 

the participants transcripts, but again there was variation relating to the type, severity 

and frequency the physical symptoms experienced by the participants. The 

subordinate theme of discussing the impact of a CHC on school attendance was 

thought to be present in four of the five participantsô interviews. The subordinate 

theme relating to the school environment was identified in three participantsô 

transcripts.   

 

 

 

. Navigating the 
School Day, the 

Functional 
Impact of a CHC

 CHC Impacts Learning 

CHC Impacts Attendance 

CHC limits social and extracurricular 

opportunities in school. 

The School Environment 

Physical symptoms of CHC impact 

on the school day 
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5.5.2 Subordinate Theme: CHC Impacts Learning 

 

There was a sense from all the participants that their CHC impacts on their learning 

at school. It should be noted that Samuel explicitly says that he does not feel that his 

health condition impacts on his learning but then goes on to discuss the learning that 

he misses due to meeting the school nurse. I therefore interpreted this to mean that 

although Samuelôs health condition may not impact on his attainment or prevent him 

from achieving academically, it does not mean that there is no impact on how he 

experiences learning in school. As such, I have considered Samuelôs comments 

alongside other participants within this subordinate theme.  

 

The five participants talk about ómissing lessonsô which I infer as missing learning. I 

noted that the amount of learning time missed by the participants ranged from parts 

of lessons (Samuel, JJ and Willow), whole lessons (Samuel and Willow) days 

(Amber) and even whole weeks, but less frequently (Autumn). Samuel discusses 

missing lessons or parts of lessons due to meeting with the school nurse. However, 

he does also indicate that the time out of lessons has significantly reduced since 

being fitted with an insulin pump as he can monitor and manage fluctuations in blood 

sugars with a phone within the classroom. This was reiterated by Autumn who also 

has reduced time out of class due to her insulin pump. 

 

 

 

 

  

 

 

Participants appeared to indicate that missing any learning time, whether for a short 

period or longer stretch, was impactful. I surmised that there were four key reasons 

in the participantsô transcripts which illuminated specifically what they appeared to be 

finding difficult with missing learning: ókeeping-upô with the content of the lesson, 

catching-up with missed work, missing out on enjoyable or preferred learning and the 

perceived impact on attainment or exam success. Amber particularly seemed to be 

concerned about the impact of the learning she had missed, specifically in relation to 

!ƳōŜǊΥ ά{ƻ ǿƘŜƴ L Ƴƛǎǎ ŀ ƭƻǘ ƻŦ ǿƻǊƪ ƛǘ ŜǊ ŎŀƴΩǘ ƛǘΩǎ ŀƭƭ ŜǊ ǇǊƻōƭŜƳ ǿƘŜƴ L ƎŜǘ ǘƻ GCSEs 

because everyone is getting on with the work more now well more than I am getting on 

with itΦέ ό[ƛƴŜ нсп-266) 
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{ŀƳǳŜƭΥ ά{ƻ ƴƻǿ ƛŦ L ƘŀǾŜ ŀ ǎƳŀƭƭ ƛǎǎǳŜΣ L Ƨǳǎǘ ǘǊŜŀǘ ƛǘ and its back to normal it takes me 
about 15 seconds to handle it instead of 30 minutesΦέ (Line 297-299)  
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sitting her GCSEs. She makes comparison between her work output and her peers, 

who do not have CHC, and I interpreted this as feeling disadvantaged.  

 

I noted that two participants (Samuel and Autumn) describe a difficulty in 

understanding the content of the lessons when returning after missing some 

learning. They do not describe any attempts by staff to provide an update, nor do 

they that they asked for further explanation. I wondered if this lack of support to 

ókeep upô may have been because of the logistical challenges associated with 

providing this support during the lesson when the teacher is still expected to be 

teaching the rest of the class. Some of the participants refer to having access to 

support from an additional adult (Willow, JJ and Amber) which is helpful in ókeeping 

upô. They report, however, that this support is not always consistent. Samuel and 

Autumn do not have TA support to help with learning. As such, I inferred that they 

felt óthrown inô and left to fend for themselves whilst trying to establish what the 

lesson they were returning to was about, catch up on the information missed and 

keep up with the pace of the lesson. It is possible to envisage that if participants 

regularly miss key content from lessons (even if for short periods) there would be an 

accumulative effect and subsequently a significant impact on their learning, 

attainment and possibly motivation in that lesson.  

 

 

 

 

 

 

 

Amber described a similar difficulty when she misses whole days of learning, stating 

that she only ñsometimesò (line 285) knows what the lessons are about when she 

returns.  However, she receives additional verbal support from staff to catch up on 

this missed learning. There is a sense, however, that Amber feels that whilst this 

appears to be a supportive endeavour, I wondered how successful the verbal catch 

up sessions were and if it is possible for staff to relay an entire lesson verbally and in 

{ŀƳǳŜƭΥ ά²ƘŜƴ L went back in for the first ten minutes, I had no idea what was going 

on.έ (Line 257) 

!ǳǘǳƳƴΥ άL Ƨǳǎǘ ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ŀƴȅƻƴŜ ƛǎ ƻƴ ŀōƻǳǘ ǊŜŀƭƭȅΦέ (Line 47) 
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!ƳōŜǊΥ ά²Ŝƭƭ ŜǊ ǘƘŜ ǘŜŀŎƘŜǊǎ ƘŀǾŜ ǘƻ talk to me a lot more because I have missed a lot 

of work (/) er so they have to talk to me about the work that I have missedΦέ L ό[ƛƴŜ нто-

274) -) 
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a timely manner so that Amber can fully catch up and is not confused on her return 

to the next lesson. 

 

I interpreted that all participants, except Samuel, felt that they needed to catch up on 

missed learning which was a significant challenge for them and often led to a sense 

of being overwhelmed. I perceived that four of the participants felt that there was an 

expectation from their teachers that they were solely responsible for catching up at 

home. For JJ, Autumn and Willow, there appeared to be minimal support from adults 

with this, except with Amber, who appeared to suggest that she was provided with 

some. Amber did, however, indicate that most of the work was still expected to be 

completed at home alone. I sensed that for Amber, Willow and Autumn catching up 

fully on missed lessons felt like an impossible task, and one that they felt they were 

often unable to complete regardless of the effort they put in.  

 

Amber and Willow appeared to indicate in their interview that they felt an additional 

pressure to catch up, which was a source of frustration. Both also suggested that 

they felt teachers lacked understanding, particularly in respect of the impact catching 

up at home has on their life outside school. There was a sense that they feel the 

additional work required to keep up and then catch up was an unreasonable request, 

particularly when considering the fatigue that they are already experiencing because 

of their CHC.  

 

 

 

 

 

 

 

 

 

 

Autumn appeared, however, to take a more pragmatic approach and describes that 

she just has to ñskipò (line 59) anything she misses. I wonder if perhaps this is 

Amber: άif I have a lot of days off itΩs quite hard to catch up with work as there is quite a 

ƭƻǘΣ ŀ ƭƻǘ ǘƻ Řƻ ŀǘ ƘƻƳŜέ ό[ƛƴŜ нфм-292) 

 

!ƳōŜǊΥ άƘƻƳŜ ƛǘΩs supposed to be like a place away from school but like - it just feels like 

ƳƻǊŜ ǿƻǊƪ ŀǘ ƘƻƳŜέ ό[ƛƴŜ олл-301) 

 

 

 

 

 

 

²ƛƭƭƻǿΥ άL ŀƳ ŜȄǇŜŎǘŜŘ ǘƻ ŎŀǘŎƘ ǳǇ ǿƛǘƘ ŀƭƭ ǘƘŜ ƭŜǎǎƻƴǎ ǘƘŀǘ L Ƴƛǎǎ ōǳǘ ōŜŎŀǳǎŜ LΩǾŜ Ǝƻǘ 

ǎǘǳŦŦ ǘƻ Řƻ ŀŦǘŜǊ ǎŎƘƻƻƭ L ŘƻƴΩǘ ŀƭǿŀȅǎ ƳŀƴŀƎŜ ǘƻ ŎŀǘŎƘ ǳǇ ƻƴ ǎǘǳŦŦ ōŜŎŀǳǎŜ LΩǾŜ ŀƭǊŜŀŘȅ Ǝƻǘ 

other stuff planned. So itΩs just (- ) L ǘƘƛƴƪ ǘƘŜ ǘŜŀŎƘŜǊǎ ŘƻƴΩǘ ǊŜŀƭƭȅ ǳƴŘŜǊǎǘŀƴŘ ǘƘŀǘ ȅƻǳΩǾŜ 

got other stuff to doέ ό[ƛƴŜ нлу-212) 
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different to the response of Amber and Willow due to her age. Amber and Willow 

may place more importance on catching up because they are approaching formal 

examinations and therefore expectations and workload are higher. 

 

5.5.3 Subordinate Theme: CHC Limits Social and Extracurricular Opportunities in 

School. 

 

There were three types of school activity that were raised by the participants as 

being particularly impacted by their health conditions: trips and extracurricular 

activities, break and lunchtimes and PE lessons, which I identified as extracurricular 

and social opportunities occurring throughout the school day. 

 

Autumn, Samuel and JJ all indicated that while they had been able to access trips 

and extracurricular activities, they felt that they either had to have additional support 

or monitoring from adults (Autumn, Willow and JJ) or needed to complete extra 

monitoring or treatment routines (Autumn and Samuel) so that they could attend. As 

such, there was a sense that they experienced the trip differently to their peers due 

to the restrictions and/or additional responsibilities. I interpreted that there were 

mixed reactions from the participants regarding this, which included embarrassment 

(JJ), frustration (Samuel), guilt about the impact on others (Autumn) and feeling 

isolated and excluded (Willow). 

 

 

 

 

 

 

 

 

 

 

Physical education (PE) was also raised in several of the participantsô transcripts as 

being impacted by their health condition. For Autumn and Samuel their CHC meant 

that any physical activity required additional monitoring and potential treatment, extra 

!ǳǘǳƳƴΥ άLƴ ǇǊƛƳŀǊȅ ǎŎƘƻƻƭ ǿŜ ǿŜƴǘ ǘƻ Ȅ ŦƻǊ ŀ ǿŜŜƪΣ ŀƴŘ ǘƘŜȅ ǿƻǳƭŘ ǎƻƳŜǘƛƳŜǎ ŎƻƳŜ ƛƴ 
ŀǘ ƴƛƎƘǘ ŀƴŘ ŀǎƪ ƳŜ ǘƻ Řƻ ŀ ǘŜǎǘ ŀƴŘ LΩŘ ǿŀƪŜ ǳǇ ŜǾŜǊȅƻƴŜ Ŝƭse in the roomΧέ (Line 74-
75) 
 
WWΥ άΧǘƘŀǘ ǿƻǳƭŘ ōŜ ǾŜǊȅ ŜƳōŀǊǊŀǎǎƛƴƎ ƘŀǾƛƴƎ Ƴȅ ŘŀŘ ŀƴŘ ƎǊŀƴŘŘŀŘ ǿƛǘƘ ƳŜΦέ ό[ƛƴŜ мсмύ 
 
²ƛƭƭƻǿΥ άΧwould be unable to run around in the playground or climb the climbing frame 

that they have or just do general things that I would want to do. I was not allowed to do 

but I think that is where I felt a bit left out.έ ό[ƛƴŜ оот-340) 
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checking-in by adults and at times being óleft behindô by peers while they carried out 

these additional tasks. Willow appeared to indicate that her mobility impacted on how 

safe she felt on the playground at lunchtime while others were ñrunning aroundò (line 

302). For Amber, she described requiring extra support for any practical activities 

and for JJ, who appeared to have a real passion for sport, I inferred that he was 

disappointed that it had been decided by the adults around him that he would be 

unable to access GCSE PE with his peers. 

 

 

 

 

Break and lunch times were also raised by participants as a part of their school day 

that was impacted by their health condition, apart from Samuel. As discussed in 

section 2.4, JJ, Amber and Willow attend a lunchtime club due to their health 

condition meaning that they do not access the same lunch and break time activities 

as their peers. Willowôs mobility difficulties impact on the accessibility of the 

playground at lunchtime and Autumn described that she is required to give herself 

insulin prior to eating but does not appear to see this as having a significant impact. 

Amber is no longer allowed to eat in the lunch hall with her friends after the speech 

therapist highlighted a choking risk. There is a sense that for Amber that this is a 

continual source of frustration as she feels it impacts on her ability to make and 

maintain friendships with peers.  

 

5.5.4 Subordinate Theme: CHC Impacts Attendance 

 

The subordinate theme exploring the impact of their CHC on attendanceô was 

identified in four of the participantsô transcripts. These four participants suggested 

that medical appointments impact on their attendance at school. Willow and Amber 

placed great importance on attending school, particularly so close to their GCSEs. I 

inferred that the participants felt frustrated that medical appointments, and for Amber 

her fatigue, at times prevented full-time attendance at school. Willow described the 

number of different appointments she must go to and despite her efforts to reduce 

the impact by scheduling outside school time wherever possible, there is a 

{ŀƳǳŜƭΥ άL ǿŀǎǘŜŘ Ƴȅ ǘƛƳŜ ǘǊȅƛƴƎ ǘƻ ƎŜǘ ƻǳǘ Ƴȅ ŘŜǾƛŎŜǎ ǘƻ ƘŀƴŘ ǘƘŜƳ ǘƻ Ƴȅ t9 ǘŜŀŎƘŜǊǎ 
and then like my PE teachers are like asking me every (-) мр ƳƛƴǳǘŜǎ ƛŦ LΩƳ hYΦέ ό[ƛƴŜ мср-
167) 
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cumulative effect meaning that overall, she feels there is a significant loss of time at 

school.  Autumn indicates that common illnesses affect her more than her peers and 

lead to a longer time off sick. 

 

 

 

 

 

 

 

 

JJ talked passionately about his desire to attend school every day so that he can 

earn a reward for 100 per cent attendance, a gold sticker. He described that he has 

only once been able to do this once with the implication that medical appointments 

have prevented him from being able to achieve this again. JJ appears frustrated 

when talking about this and I wondered he felt that 100 per cent attendance was 

unobtainable for him through no fault of his own. I surmised that he felt this was 

inherently unfair. There appears to be a lack of consideration and adjustment to the 

attendance policy on the schoolôs part, which could be considered discriminatory and 

inequitable as it is in effect rewarding peers for their good health.  

 

 

 

 

 

5.5.5. Subordinate Theme: Physical Symptoms of CHC Impact on School Day. 

 

The subordinate theme linking to the impact of the physical symptoms of their CHC 

on the school day was identified in all five of the participantsô transcripts, although 

there was significant variation relating to the differing medical conditions and how 

these are experienced by the participants.  

 

²ƛƭƭƻǿΥ άL ƘŀǾŜƴΩǘ ƘŀŘ ǘƻ ōŜ ƻŦŦ ŦƻǊ Ƴȅ ŘƛǎŀōƛƭƛǘȅΣ ōǳǘ LΩǾŜ ƘŀŘ ǘƻ ōŜ ƻŦŦ ŦƻǊ ǘƘŜ ƘƻǎǇƛǘŀƭ 

appointments that I have and that can add up sometimes. So especially now I am in year 

10 itΩs leading up to the exams, but I got them next year so itΩs like trying to take, trying 

not to have the hospital appointments in school time.έ ό[ƛƴŜ мтт-180) 
out of my school. 

 

Interviewer: άOk. Why is 100 per cent attendance important to you?έ 
JJ: άYou get A GOLD STICKER. and once I DID GET a GOLD STICKER.έ 
Interviewer: άOnce you got one?έ 
JJ: άat the end ƻŦ ǘŜǊƳ ŀƴŘ ƴƻǿ L ƘŀǾŜƴΩǘ Ǝƻǘ ŀƴȅ ahw9 όƎǊƻǿƭǎύέ (Line 436-442) 
 

 

 

²ƛƭƭƻǿΥ ά²ƘŜƴ ǘƘŜȅ ŀǊŜ ŎƭƻǎŜ ǘƻƎŜǘƘŜǊ ƛǘ ŦŜŜƭǎ ƭƛƪŜ ŀ ƭƻǘ ƻŦ ŀǇǇƻƛƴǘƳŜƴǘǎ ōǳǘ ǿƘŜƴ ǘƘŜȅ 

ŀǊŜ ǎǇǊŜŀŘ ŀŎǊƻǎǎ ǘƘŜ ȅŜŀǊ ƛǘ ŘƻŜǎƴΩǘ ŦŜŜƭ ǘƘŀǘ ƳǳŎƘ ōǳǘ ǿƘŜƴ L ǘƘƛƴƪ ŀōƻǳǘ ƛǘ L Řƻ ƘŀǾŜ 

quite a lot of appointments that I go toέ ό[ƛƴŜ мус-189). full day out of my school. 
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The impact of fatigue on the school day appeared to be a significant factor for both 

Amber and Willow and somewhat for JJ after having a seizure. Amber is particularly 

descriptive about her experiences of fatigue, which is a key feature of mitochondrial 

conditions (Filler et al, 2014), especially when she talked about the painting she 

made in the creative task, in which she depicts fatigue as a monster behind her 

(Image 3). Fatigue is mentioned frequently throughout Amberôs interview and I 

perceived that it is ever present and infiltrates all areas of Amberôs life, making it 

incredibly challenging to focus on her learning at school as well as impacting on her 

ability to engage in social activities. Amber appeared to be constantly looking for 

ways to balance her fatigue with the expectations placed on her at school. She 

described an accumulation of fatigue over the week and has made the decision with 

her mother to have a day off school every two weeks to attempt to manage this. I 

interpreted this as Amber being proactive in communicating her needs so that she 

can take back some control and achieve some balance in order that she has the 

energy she feels she needs to continue to successfully access the remaining time at 

school.  

 

 

 

 

 

 

 

Similarly fatigue features heavily in Willowôs transcript indicating that it also plays a 

significant part in her life at school. Willow appeared to focus on the invisible nature 

of her fatigue and how others around her fail to recognise its presence or the impact 

on her life. She describes that some everyday activities are extremely tiring for her in 

a way that she feels are not for her peers. I perceived that this highlights the sense 

of being ódifferentô. I inferred that Willow perseveres through her feelings of fatigue 

wherever she can, but that she relies on frequent breaks throughout the day as a 

coping strategy. I sensed that Willow frequently felt frustrated that adults around her 

lack awareness of her fatigue and on occasion prevent her from taking the breaks 

that she needs. 

!ƳōŜǊΥ άL ǿƻǳƭŘ ǎŀȅ ƛǘ ƛǎ ƭƛƪŜ ŀ ƳƻƴǎǘŜǊ ōŜŎŀǳǎŜ ƛǘ takes away my ability to do anything 

elseΦέ 

Interviewer: άLt takes away your ability to do anything else.?έ 

Amber: ά¦h-huhΦέ 

Interviewer: άYou are facing forwards in the picture do you want to tell me anything 

about that? why did you choose to draw it like that?έ 

Amber: ά.ŜŎŀǳǎŜ ƛǘΩǎ ƭƛƪŜ ƭŜŀƴƛƴƎ ƻǾŜǊΦ LǘΩǎ ƭƛƪŜ ŎƻƳƛƴƎ ƻǾŜǊΦέ (Line 442-448) 
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Image 3: Amberôs watercolour depicting ófatigueô. 

 

JJ, Willow and Amber also indicate in their transcripts that they experience pain 

during the school day. JJ describes that he tends to experience pain in the form of 

headaches after having a seizure. Willow states that she experiences headaches, 

and these are described as are frequent, prolonged, and exacerbated by noise and 

the use of hearing aids. I considered noise sensitivity is a likely barrier in school as 

Willow described the ñloudò (line 125) classroom as a trigger for her headaches. 

Willow indicates that her headaches interrupt her ability to focus and subsequently 

learn.  

 

 

 

 

 

 

Willow: άTƘŜȅ ŘƻƴΩǘ ǊŜŀƭƭȅ ǳƴŘŜǊǎǘŀƴŘ Ƙƻǿ ōŀŘ Ƴȅ ƘŜŀŘŀŎƘŜǎ Ŏŀƴ ƎŜǘ ōŜŎŀǳǎŜ ƻŦ (-) 

ǘƘŜ ƴƻƛǎŜ ǳƳƳƳ ŀƴŘ ǘƘŜƴ ƻōǾƛƻǳǎƭȅΣ ŜǎǇŜŎƛŀƭƭȅ ƛŦ ƛǘΩǎ ǘƘŜ ŦƛǊǎǘ ƭŜǎǎƻƴ ƻŦ ǘƘŜ Řŀȅ ǘƘŜƴ 

that headache will drag on all day. So, it is just trying to er get them to understand 

how bad it is sometimes, especially with my hearing aids making it, the noise extra 

loud because that is what my hearing aids do anyway um (/) so itΩs just annoying 

ǎƻƳŜǘƛƳŜǎ ǿƘŜƴ ǘƘŜȅ ŘƻƴΩǘ ƭŜǘ ƳŜ Ǝƻ ƻǳǘΦέ (Line 138-144) 

 

 

Willow: ά̧ ƻǳΩǾŜ Ƨǳǎǘ Ǝƻǘ ǘƻ be (-) ōŜŎŀǳǎŜ ǘƘŜȅ ǎŀȅ LΩƳ ƴƻǘ ŘƛŦŦŜǊŜƴǘ ǘƻ ŜǾŜǊȅōƻŘȅ ŜƭǎŜ 

when you are tired but it kind of is ( - -) Because ( - - -) LΩƳ ǳǎƛƴƎ ƳƻǊŜ ŜƴŜǊƎȅ ǘƘŀƴ 

everybody else is and itΩs just (-) annoying when they say that  because it means that 

ǘƘŜȅ ŘƻƴΩǘ ǊŜŀƭƭȅ ƘŀǾŜ ƳǳŎƘ ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ ǿƘŀǘ ƛǘ ŀŎǘǳŀƭƭȅ ŦŜŜƭǎ ƭƛƪŜΦέ ό[ƛƴŜ нрм-

256) 
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Amber describes experiencing pain in her hands, particularly during tasks that 

involve prolonged periods of writing or manipulation of equipment. 

 

During her interview Autumn discusses physical symptoms that she experiences in 

school related to her blood sugar levels. She describes how they can impact on her 

concentration in class if they are not managed. There is a sense that the impact on 

her concentration is subtle, and the full impact may go unnoticed by staff as it would 

be difficult for staff (and potentially Autumn) to notice when this is happening. As 

such, the accumulative effect of frequent, but minor lapses in concentration 

throughout the school day could be quite extensive and yet invisible. Contrastingly 

Samuel suggests that his blood sugars are managed well in school and that he has 

never experienced them to be ñhigh or lowò (line 138), hence he does not appear to 

have experienced the impact on his concentration in the same way that Autumn has. 

 

 

 

 

 

 

Amber and Willowôs medical conditions on also impact on their mobility, which 

appears to impact on areas of school including the playground, during PE and more 

practical lessons such as science. Amber also appeared to indicate that fatigue 

impacts directly on her mobility and when fatigued requires a wheelchair. I sensed 

that the wheelchair adds a further barrier to accessing school as Amber described 

some difficulties in navigating around the classrooms, particularly when they are 

small, like a science laboratory, or teachers have not considered the impact of the 

wheelchair on the classroom layout or seating. 

 

 

 

Four of the participants had some form of treatment routine, meaning that medication 

was required at points throughout the school day. I surmised that the biggest impact 

of medication on school life was for Autumn and Samuel, who both require their 

!ƳōŜǊΥ άL ƳŜŀƴ ƛǘ Ŏŀƴ ƳŀƪŜ ƳŜ ƭƛƪŜ (- -) L ŎŀƴΩǘ ǊŜŀƭƭȅ ŎƻƴŎŜƴǘǊŀǘŜ ǎƻƳŜǘƛƳŜǎ ōǳǘ ƛǘΩs not 
ǎƻ ōŀŘ ǘƘŀǘ L ŎŀƴΩǘ Řƻ ǿƻǊƪ ŀǘ ŀƭƭΦέ 
LƴǘŜǊǾƛŜǿŜǊΥ ά/ŀƴ ȅƻǳ ǘŜƭƭ ƳŜ ŀ ōƛǘ ƳƻǊŜ ŀōƻǳǘ ǘƘŀǘΚέ 
AmberΥ άWƘŜƴ LΩƳ ƭƻǿ ŀƴŘ ǿƘŜƴ LΩƳ ƘƛƎƘ ōŜŎŀǳǎŜ LΩǾŜ ƴƻǘ Ǝƻǘ ǘƘŜ ǊƛƎƘǘ ŀƳƻǳnt of 
sugar in my blood my brain is either getting more or less energy to do things (-) so ...έ 
(Line 91-96) 
 

 

 

Amber: άOƴ ǘƘŜ ŦŀǘƛƎǳŜ Řŀȅǎ ƛǘΩǎ ǉǳƛǘŜ ƘŀǊŘ ǘƻ ƭƛƪŜ ƳƻǾŜ ŀǊƻǳƴŘΧέ ό[ƛƴŜ нрс-257) 
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blood testing kits, insulin pumps (a small device attached to their body) and phones 

daily. They both generally describe this equipment as small and portable, with only 

minor issues of wires getting caught on doors on occasion. This suggests, therefore, 

that on the surface this equipment appears to have a limited impact on their lives. 

However, on some occasions in the interview, their descriptions of the equipment 

seemed to give the idea that perhaps they felt a bigger impact. This is demonstrated 

in the quote below in which Samuel, who has previously described his device as 

small and portable, describes it as ñheavyò (line 232). I wondered if this was less to 

do with the physical status of the equipment and instead reflects a more abstract 

perception of the óweightô of the impact having to carry the equipment at all. 

 

 

 

 

 

 

5.5.6. Subordinate Theme: The School Environment 

 

This subordinate theme comprises of emergent themes linking to practical aspects of 

the school environment linked to the management of the participantsô CHC. 

 

Three participants, JJ, Samuel and Autumn, discussed their use of the medical room 

in school. I interpreted that all three felt that the medical room was not a helpful place 

that they would choose to use, despite having a CHC. While Samuel and Autumn 

were dismissive of the medical room, JJ appeared to actively dislike it. He describes 

it as boring, busy, and filled with children who are hurt or sick. I found this interesting 

as it suggested to me that JJ was differentiating between himself and other ósickô 

children. He did not appear to consider himself as part of this group and hence did 

not feel he needed the medical room.  

 

 

 

 

 

JJ: άweally bored once you are in there. There is NOTHING what TO DO once you are in 
the medical rooms.  You just have to WAIT.έ 
Interviewer: ά²ho is with you in the medical room?έ 
JJ: άWust a load of kids who are not feeling very well or have just like hurt themselvesΦέ 

(Line 414-417) 

 

 

{ŀƳǳŜƭΥ άSo I do this running club and for some reason the teacher, I mean the teacher 
is great but he told me that I need to carry my phone around Ψcos he was told to tell me 
that. So all of a sudden I had to like start carrying my phone. For no reason. And that 
ƧǳǎǘΦ LǘΩǎ ŀ ōƛǘ ǿƻǊǎŜ ōŜŎŀǳǎŜ L ƘŀŘ ǘƻ ŎŀǊǊȅ ǘƘƛǎ ƘŜŀǾȅ ǘƘƛƴƎ ŀǊƻǳƴŘΦέ ό[ƛƴŜ нну-233) 
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Amber also referred to the school environment, particularly regarding the size of the 

building and classrooms and the impact it has on manoeuvring her wheelchair, which 

she finds challenging. It also requires support and draws attention to her, building on 

the sense of feeling different. At the end of the interview when Amber responds to a 

question about her ideal school, she talks about the school being bigger, and as 

such I interrupted that was a significant concern for her.  

 

 

 

5.6 Superordinate Theme 4: Emotional Impact 

 

5.6.1 CHC Impacts Emotional Well-Being at School 

 

Figure 8: CHC Impacts Emotional Well-Being at School: Superordinate and Subordinate Themes 

 

 

 

This superordinate theme emerged across all five transcripts and refers to the 

emotional responses experienced by the participants in relation to managing their 

health condition and the impact on their emotional well-being at school. This 

superordinate theme was thought to comprise of four subthemes; impact on self-

esteem, a sense of a loss of normality, experiencing undesirable emotions at school 

and the coping mechanisms employed to manage stressors relating to their CHC. All 

four of the subthemes emerged in the five participantsô transcripts, except for JJ for 

whom a theme of óloss of normalityô was not identified, and Autumn and Amber for 

whom a theme relating to impact on self-esteem did not emerge. It should be noted, 

however, that there was significant variation within these subthemes pertaining to the 

. CHC Impacts 
Emotional 

Well-Being at 
School 

!ƳōŜǊΥ ά.ƛƎƎŜǊ ŎƭŀǎǎǊƻƻƳǎ ōŜŎŀǳǎŜ ǎƻƳŜ ŀre small and hard to get around.έ 

Interviewer: άOk, bigger classrooms - anything else?έ 

Amber: άMaking school bigger. Making it all biggerΦέ ό[ƛƴŜ псл-462) 

 
 

CHC Impacts Self Esteem  

Loss of Normality 

Coping Mechanisms 

CHC results in undesirable emotions 

being experienced in school. 
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types of undesirable emotions experienced by participants and the differing coping 

strategies used. 

 

5.6.2 Subordinate Theme: CHC Impacts Self Esteem. 

 

In the interviews three participants referred to their positive or negative views of 

themselves, which I understood to provide insight into their self-esteem. I sensed 

that two participants, JJ and Willow, at times described themselves negatively. JJ, 

particularly in terms of his learning, and Willow in respect of her physical abilities. 

 

 

 

 

 

 

 

Conversely, Samuel mentioned his academic attainment and achievements both at 

school and in extracurricular activities in the interview. He described himself as ñhard 

workingò and I understood this to mean that he took pride in this and felt respected 

by staff at school due to his positive approach to learning. I sensed that Samuel was 

confident in his academic abilities and proud of his attainments. I interpreted this as 

healthy self-esteem as a learner. However, I also noted that on occasion this was 

tempered by an apparent self-consciousness when describing his accomplishments. 

He also frequently referred to his grades with modesty, describing them as being just 

ñfineò, which was in contrast to his description of winning awards and being in ñtop 

setò (line 119). Upon reflection I noticed that Samuel appeared to use this language 

when talking about the impact of his health condition on his attainment and I 

wondered if this was an attempt to demonstrate that he felt his CHC had limited 

impact rather than a true reflection of his views on his achievements.  

 

  

 

 

WWΥ άBasically I am really bad. I have really bad handwriting and I always make a big 

mess. Ugghhh. I always make the letters too big.έ ό[ƛƴŜ нрф-260) 

 

{ŀƳǳŜƭΥ άǎŎƛŜƴŎŜ ŀƴŘ ŀŎŀŘŜƳƛŎ ŜȄŎŜƭƭŜƴŎŜΦ Lǘ ǎƻǳƴŘǎ ŀ ōƛǘ ǿŜƛǊŘ ƛŦ L ǎŀȅ ƛǘ ƻǳǘ ƭƻǳŘέ ό[ƛƴŜ 

115) 

{ŀƳǳŜƭΥ άƳȅ ƎǊŀŘŜǎ ŀǊŜ hY ŀƴŘ L ǿƻǊƪ ƘŀǊŘ ƛƴ Ŏƭŀǎǎέ ό[ƛƴŜ 370) 

 

²ƛƭƭƻǿΥ άPŜƻǇƭŜ ŀǊŜ ǊǳƴƴƛƴƎ ŀōƻǳǘ ŀƴŘ ǇŜƻǇƭŜ ŀǊŜ ŘƻƛƴƎ ŀƭƭ ǘƘŀǘ ŀƴŘ L ŎŀƴΩǘ ǊŜŀƭƭȅ Řƻ 

that (-) It just (- - - - ) I think it just (- -) It  just  gets to me a bit as I want to be able to be 

outside and stuff but I think my confidence is why itΩs like thatΦέ ό[ƛƴŜ ол3-305) 
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5.6.3 Subordinate Theme: Loss of Normality 

 

This subordinate theme reflects that four of the participants appeared to feel a óloss 

of normalityô because of their CHC. I identified this subordinate theme in all 

transcripts apart from JJôs.   

 

Samuel, Willow, Autumn and Amber appeared to express a loss of normality in two 

ways. Firstly, in respect of activities they missed out on. These ranged from 

extracurricular activities such as trips, clubs, and time to relax at home to school-

based activities such as learning, lessons and lunchtimes. Secondly, I felt that 

participants implied a loss of normality when they described the additional 

responsibilities that they had to manage due to their health condition. These 

additional responsibilities are not typical for a young person their age. As such I 

considered them to impact on their ability to engage in activities as ónormalô. 

 

 

 

 

 

 

 

 

Autumn: ά! school with a cure for diabetesΦέ 
Interviewer: ά²ith a cure for diabetes? Can you tell me a bit more about that?έ 
AǳǘǳƳƴΥ άBecause then I could just go to school ŀƴŘ L ŘƻƴΩǘ ƴŜŜŘ ǘƻ ǘƘƛƴƪ ŀōƻǳǘ ƘŀǾƛƴƎ 

this (points to pump) or anything.έ (Line 320-323) 

{ŀƳǳŜƭΥ άŀƴŘ L Ƨǳǎǘ ǿŀƴǘ ǘƻ (-) do (- -) I just want to learn and like be in school and talk 

ǘƻ Ƴȅ ŦǊƛŜƴŘǎΦ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ȅƻǳ ƪƴƻǿ ƘŀǾŜ ǘƻ Ǝƻ ǘƻ ǘƘŜ ǎŎƘƻƻƭ ƴǳǊǎŜ ŀƭƭ ǘƘŜ ǘƛƳŜ ƻǊ 

check ƛƴ ǿƛǘƘ Ƴȅ ǘŜŀŎƘŜǊǎέ ό[ƛƴŜ мфм-194) 
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5.6.4 Subordinate Theme: CHC Results in Undesirable Emotions Being Experienced 

in School. 

 

The subordinate theme relating to participants experiencing óundesirable emotionsô 

was identified in all five of the participantsô transcripts, however there was significant 

variation between the participants in the emotions they described experiencing.  

 

Willow was the most descriptive during her interview in terms of the range of 

undesirable emotions that she was feeling in relation to managing her health 

condition at school. I interpreted that she was experiencing a range of emotions; 

frustration, guilt, embarrassment, overwhelm and fear. Willow also talked about other 

actions being ñhurtfulò (line 155) by the lack of consideration from others during some 

situations, which could be interpreted in a myriad of ways. My understanding of hurt 

was a sense that Willow was feeling sadness. 

 

 

 

²ƛƭƭƻǿΥ άIf they say that Ψjust ask and then we will take you outΩ ŀƴŘ ǘƘŜƴ ǘƘŜȅ ŘƻƴΩǘ ƭŜǘ 

me out and itΩǎ Ƨǳǎǘ ŀ ōƛǘ ƘǳǊǘŦǳƭ ōŜŎŀǳǎŜ ǘƘŜȅ ƘŀǾŜƴΩǘ ǊŜŀƭƭȅ ǘŀƪŜƴ ƳȅΣ Ƴȅ ƘŜŀƭǘƘ ƴƻǘ Ƴȅ 

health but my (- -) education ƛƴǘƻ ǘƘƻǳƎƘǘΦ ¢ƘŜȅΩǾŜ just (- - - ύ Χ¸ŜŀƘ ƛǘΩǎ ŀ ōƛǘ ƘǳǊǘŦǳƭ 

sometimes Φέ ό[ƛƴŜ мрм-155) 
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Sadness was also an emergent theme identified in both JJ and Amberôs transcripts. 

JJôs description of ósadnessô in relation to a disappointment of not being able to do 

the same subjects as his friends appeared to be minimised using the qualifying 

phrase ñkindaò (line 703) and there was a sense that this did not have a significant 

impact on him. There was, however, in Amberôs interview, a strong sense of sadness 

even though she did not specifically name it. Sadness was interpreted by Amberôs 

reaction to questions relating to her future (see below for further explanation). 

 

I perceived that four of the participants were experiencing frustration and annoyance.  

Samuel appeared to be particularly frustrated and frequently verbalised his 

annoyance at what he perceives to be excessive adult intervention in his health 

condition, which he describes as wasting his time.  

 

 

 

In contrast to this, Willow, describes frustration at the lack of adult intervention and 

failure of adults around her to intervene and support her, particularly when she 

explicitly asks for help. There is a sense from Amber that she is frustrated about not 

{ŀƳǳŜƭΥ άLǘΩǎ Ƨǳǎǘ ŀƴƴƻȅƛƴƎΦ {ƻΣ ƛǘΩǎ ǇƻƛƴǘƭŜǎǎ ŜǾŜǊȅǘƘƛƴƎ ǘƘŀǘΩǎ ƘŀǇǇŜƴƛƴƎΦ {ƻΣ Ƴȅ ǘƛƳŜ ƛǎ 

being wasted, their time is being wasteŘΦέ ό[ƛƴŜ мфл-191). 
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feeling listened to or heard by adults. Willow and Amber also describe their 

frustration, more generally, around the impact that their health condition has on 

accessing activities and on their ability to be independent in daily life. 

 

 

 

 

Three participants, Autumn, Willow and Amber, all also described significant 

frustration in relation to the impact of their health condition on their attendance and 

learning.  

 

 

 

Three participants described experiences in which I perceived that they felt 

embarrassed. For JJ and Samuel this relates to adult intervention and feeling 

different to peers. JJ describes feeling embarrassed at the possibility of having his 

family attend a trip with him. For Willow this relates to feeling ñawkwardò (line 490) in 

asking adults for help, which I interpreted as embarrassment. 

 

 

 

Two participants discussed incidents in school in which their health condition meant 

that they found themselves in situations that did not feel safe and as a result they 

were fearful and anxious. For Willow, this was around being in the playground 

without any support for her mobility. Despite her desire to be with peers at playtime, 

her fear of being hurt means that she chose to access a group away from peers, 

apparently preferring potential isolation to the anxiety of being on the playground at 

lunchtime. Autumn described an experience in which she was unwell, in a situation 

affecting her blood sugars, and despite explaining to staff that she needed to go 

home it was not actioned for some time. Although Autumn appears to talk in a way 

that reduces the seriousness of this incident, there is an undercurrent in her 

description that I interpreted to be fear, not only because there could have been 

serious implications to her health due to the adultôs inaction but also due to the lack 

of control. 

²ƛƭƭƻǿΥ ά{ƻ Ƴȅ ŎŜǊŜōǊŀƭ Ǉŀƭǎȅ Ŏŀƴ ƎŜǘ ŀ ōƛǘ ƳǳŎƘ ǎƻƳŜ ŘŀȅǎΦ Lǘ Ŏŀƴ ōŜ ƭƛƪŜ ǊŜŀƭƭȅ 

frustrating. Umm (-) ŀƴŘ ŜǎǇŜŎƛŀƭƭȅ ǿƘŜƴ ȅƻǳ ǿŀƴǘ ǘƻ Řƻ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ ȅƻǳ ŎŀƴΩǘ Řƻ.έ 

(Line 44-46) 

 

 

!ǳǘǳƳƴΥ άΧbut I Ƨǳǎǘ ƎŜǘ ŦǊǳǎǘǊŀǘŜŘ L ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ǘƻ ŘƻΦέ ό[ƛƴŜ смύ 

 

JJ: άΧwould be very embarrassing having my dad and granddad with me.έ ό[ƛƴŜ 160-161) 
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Finally, Willow described feeling guilt, specifically in relation to the impact of her 

health condition on her friends. There is no indication that this has been explicitly 

said by peers, but I inferred that Willow felt that she is imposing restrictions from her 

health condition on them, resulting in feelings of guilt. óFeeling guiltyô is not 

expressed in any of the other participantsô transcripts. 

 

 

 

 

 

5.6.5 Subordinate Theme: Coping Mechanisms 

 

Coping mechanisms can be understood to be the cognitive, emotional, and 

behavioural strategies used by individuals to manage the internal and external 

demands caused by external stressors, such as a CHC (Lazarus & Folkman, 1984; 

Folkman, 2010). Folkman (2010) describes three types of coping mechanisms: 

problem-focused, emotion-focused, and meaning-focused. Problem-focused coping, 

as the name suggests, attempts to address the problem directly by problem-solving 

and adapting the environment or behaviours accordingly. Emotion-focused coping is 

described as ñefforts to regulate emotional states that are caused by, or related to 

the stressful eventò (Closs, 2000, p. 34). Meaning-based coping also refers to an 

effort to regulate emotional states but differs in that it ñdraws on deeply held values 

and beliefsò (Folkman, 2010, p.902). Coping is a dynamic response in which no one 

coping strategy should be perceived as superior to another, instead a best fit model, 

selecting an appropriate coping strategy for the context, is thought to be the most 

effective (Lazarus & Folkman, 1984). Folkman (2010) proposes that this best fit often 

relies on a complex interplay of the three types of coping strategies. 

 

²ƛƭƭƻǿΥ άΧbut the problem was that I would feel guilty because I was, I thought that 

they wanted to do something else.έ ό[ƛƴŜ онм-323) 

 

!ǳǘǳƳƴΥ άhƴŎŜ L ǿŀǎ ƛƴ ǎŎƘƻƻƭ ŀƴŘ L ƘŀŘ ƘƛƎƘ ōƭƻƻŘ ǎǳƎŀǊǎ no, it was either high or low 

and I had to go home because I was ill, and I was sat in the office waiting for an hour for 

ǘƘŜƳ ǘƻ Ŏŀƭƭ Ƴȅ ƳǳƳ ŀǎ ǘƘŜȅ ƘŀŘƴΩǘ ŎŀƭƭŜŘ Ƴȅ ƳǳƳ ŀƴŘ ƛǘ ǿŀǎƴΩǘ ƎƻƻŘ ŀǎ L ƴŜŜded to 

get home.έ ό[ƛƴŜ моу-140) 
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Four of the participants discussed the use of coping strategies that I perceived to be 

emotion-focused, although this varied between participants. Denial, rumination, 

catastrophising, avoidance and acquiescing were all considered to be examples of 

emotion-focused coping strategies used by the participants in response to stressors, 

which appeared to be maladaptive in the context. 

 

I sensed that Samuel was ruminating on incidents with the school nurse throughout 

the interview, which I surmised to be an unhelpful coping strategy in dealing with the 

conflict between them. Samuel also discussed the idea of keeping his health 

condition óoutô of his future, with no desire to share details of it with anyone at 

university. I considered that this could be a form of avoidance, and an unhelpful 

coping strategy, as it could reduce access to support relating to his health in the 

future. 

 

 

Autumn appeared to have a balance between what I perceived to be adaptive and 

maladaptive coping strategies. I thought that sarcasm, avoidance, and wishful 

thinking were potentially maladaptive emotion-focused strategies. However, I also 

perceived a strong sense of positivity, humour and acceptance which I inferred as 

adaptive meaning-focused coping strategies. One coping strategy, benefit finding, 

appeared at several points throughout the interview and seemed to be demonstrative 

of one-way Autumn effectively managed her stress. 

 

 

 

Acceptance, in which the participant assents to a situation, has been considered 

both an adaptive and maladaptive coping strategy when coping with ill-health 

(Nakamura & Orth, 2005). In this study I have interpreted acceptance as an adaptive 

coping strategy in Autumn, Willow and Amberôs transcripts. Although the stressors 

discussed varied there was a sense in all three participantsô transcripts they 

acknowledged and found positive ways to live with and manage the stressor, in this 

case their CHC. 

 

{ŀƳǳŜƭΥ ά¢ƘŜȅ wƻƴΩǘ ƪƴƻǿΣ ŀƴŘ ǘƘŜȅ ǿƻƴΩǘ ƴŜŜŘ ǘƻ.έ ό[ƛƴŜ пптύ 

 

²ƻƴΩǘ ƪƴƻǿ ŀƴŘ ǘƘŜȅ ǿƻƴΩǘ ƴŜŜŘ ǘƻέ (Line 447) 

 

 

 

 

 

 

!ǳǘǳƳƴΥ ά¢Ƙŀǘ ǿŀǎ (-) ǘƘŜ ōŜǎǘ ǘƘƛƴƎΦέ ό[ƛƴŜ 238) 

 

 

 

²ƻƴΩǘ ƪƴƻǿ ŀƴŘ ǘƘŜȅ ǿƻƴΩǘ ƴŜŜŘ ǘƻέ (Line 447) 
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Three participants discussed the use of coping strategies which I interpreted as 

problem focused. Amber discussed making the decision to proactively take time off 

school to manage her fatigue and Willow and JJ reflected on the importance of 

taking time to relax. Willow also indicated that she placed importance of sharing her 

coping strategies with others and would find further opportunities to access support 

groups to discuss coping strategies helpful. 

 

 

 

 

 

5.7 Superordinate Theme 5: Planning for the Future. 

 

5.7.1 Overview 

 

Figure 9: The future: superordinate and subordinate themes 

 

 

5.7.2 Subordinate Theme: Setting Goals 

óPlanning for the futureô was identified as a theme emerging from the analysis of 

three of the participantsô transcripts. This superordinate theme was conceptualised 

from two subordinate themes, one interpreted as being hopeful and future facing, 

ósetting goalsô, and one more pessimistic, óconcerns for the futureô.  

. Planning for 
the Future

²ƛƭƭƻǿΥ άΧI understand why.έ (Line 336)  

Willow: άΧso, I missed out on ǘƘŀǘ ƻƴŜ ǳƴŦƻǊǘǳƴŀǘŜƭȅΦέ (Line 350) 

 

 

 

 

 

Setting Goals 

Concerns for the Future 

Willow: άI would sometimes do swimming or just have some time to myself that I would 

not be able to have during the day and just like relax for a bit Ψcos my head can feel like 

ƛǘΩǎ ƎƻƛƴƎ ǘƻ ŜȄǇƭƻŘŜΦέ (Line 219-222) 
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Attending university was an emergent in three of the participantsô transcripts. Willow 

describes a well organised plan to attend college, then university culminating in her 

longer-term aspirations of becoming a human rights lawyer. Samuel talks about his 

future with a sense of certainty that he will be going to university but does not give 

any indication that he feels his health condition will impact on this. Amber identifies 

that she would like to pursue a future in art. 

5.7.3 Subordinate Theme: Concerns for the Future 

Willow spoke articulately and with a sense of hope and passion about her future 

aspirations, yet she also appears aware of potential barriers that could arise due to 

her health condition. Willow has strong desire to succeed and discussed achieving 

her lifelong educational goals but worries about the inclusivity of future educational 

settings as well as the support and accessibility that may or may not be available to 

her. When talking about what she requires in the future, Willow repeats the phrases 

ñmaking sureò (line 453) and ñright supportò (line 449) which I interpret to mean that 

she would need assurances from college and university that they would use person-

centred approaches to understand her individual needs and provide tailored support. 

 

 

 

 

 

Unlike Willow, who considers the impact of her health condition and the support she 

may need in the future, Samuel approaches his future with a health condition 

differently. Samuel described wanting to completely distance himself from his health 

condition and does not want to consider it as part of his future. Samuel does not plan 

to discuss his health condition with future education settings, does not feel it will 

impact on him and does not want any support. I wonder if Samuel views othersô 

involvement in the management of his health condition as something to be endured 

while he is at school and considered a child. I sense that he places great importance 

²ƛƭƭƻǿΥ άWƘŜƴ L Ǝƻ ƛƴǘƻ ǳƴƛ ǘƘŜ ōƛƎ ǿƻǊǊȅ ƛǎ ŀǊƻǳƴŘ ƳŀƪƛƴƎ ǎǳǊŜ ǘƘŀǘ LΩǾŜ Ǝƻǘ ǘƘŜ ǊƛƎƘǘ 
ǎǳǇǇƻǊǘ ŀƴŘ ǘƘŜ ǊƛƎƘǘ ŀŎŎŜǎǎƛōƛƭƛǘȅ ŀƴŘ LΩǾŜ Ƨǳǎǘ ŜǊΦ 9ǊΦ LǘΩǎ ŀ ōƛǘ ƻŦ ǿƻǊǊȅ ōŜŎŀǳǎŜ ǘƘŀǘΩǎ 
ǿƘŀǘ L ŘƻƴΩǘ ǿŀƴǘΣ ǘƻ ōŜ ŜȄŎƭǳŘŜŘ ŦǊƻƳ ǿƘŀǘ L ǿŀƴǘ ǘƻ ŘƻΦ ¦ƳΣ ǳƳ L ǿŀƴǘ ǘƻ ōŜ ŀōƭŜ ǘƻ 
Řƻ ǘƘŜ ǎǘǳŦŦ ǘƘŀǘ LΩǾŜ ǿŀƴǘŜŘ ǘƻ Řƻ Ƴȅ ǿƘƻƭŜ ƭƛŦŜ ǿƘŀǘ L ƘŀǾŜƴΩǘ ōŜŜƴ ŀōƭŜ ǘƻ Řƻ ȅŜǘΦ LǘΩs 
Ƨǳǎǘ ǘǊȅƛƴƎΣ ƳŀƪƛƴƎ ǎǳǊŜ ǘƘŀǘ LΩǾŜΣ ǘƘŀǘ L Řƻ ƎŜǘ ǘƻ ǘƘŀǘ ǎǘŀƎŜ ǿƘŜǊŜ L ŦŜŜƭ ǘƘŀǘ LΩǾŜ ŀŎƘƛŜǾŜŘ 
everythingΦέ ό[ƛƴŜ ппу-454) 
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on his autonomy (see sections above) and sees going to university as a milestone 

after which he can be free of adult involvement. 

 

 

 

 

 

One participant, Amber, became distressed during the interview when talking about 

the impact of her health condition on her future aspirations. Similar themes are 

raised in literature, indicating that young people with a CHC may have difficulties 

planning and feel uncertain about what the future holds for them, which can cause 

distress (Christie & Khatun, 2012; Yates et al., 2010). I also noted that earlier in the 

interview there was a sense of increasing pressure and worry when Amber 

described missing out on schoolwork due to her health condition and the subsequent 

impact, she felt this would have on her GCSEs. Although Amber did not explicitly 

make connections between her GCSEs and future goals in the interview, I wondered 

if one way to interpret Amberôs distress may be as worry and uncertainty about 

whether steps to her longer-term goals e.g. GCSEs could be achieved. 

 

 

 

 

5.8 Summary 

 

This chapter has provided an overview of the five superordinate themes identified 

from the participants interviews through IPA analysis including a description 

interpretations and convergence and divergence between participants. 

Further exploration in which sub and superordinate themes identified in this chapter 

are linked to ñtheoretical frameworks within mainstream psychologyò (Smith et al., 

2009, p.186) is detailed in the next chapter. 

 

 

  

!ƳōŜǊΥ ά{ƻ ǿƘŜƴ L Ƴƛǎǎ ŀ ƭƻǘ ƻŦ ǿƻǊƪ ƛǘ ŜǊ ŎŀƴΩǘ ƛǘΩǎ ŀƭƭ ŜǊ ǇǊƻōƭŜƳ ǿƘŜƴ L ƎŜǘ ǘƻ D/{9ǎ 
because everyone is getting on with the work more now well more than I am getting on 
with itΦέ ό[ƛƴŜ нсп- 266) 
 

 
 

 

 

 

 

 

{ŀƳǳŜƭΥ ά²ƘŜƴ L Ǝƻ ǘƻ ǳƴƛǾŜǊǎƛǘȅ ƭƛƪŜ L ǿƻƴΩǘ ǘŜƭƭ ǇŜƻǇƭŜ ŀōƻǳǘ ¢м5Φ L ǿƻƴΩǘΦ {ƻΣ ǘƘŜ 

university probably wonΩǘ ƪƴƻǿΣ ŀƴŘ ǘƘŜȅ ǿƻƴΩǘ ƴŜŜŘ ǘƻ ό-) but yeah so I am going to try 

to (- -) not involve T1D in my futureΦέ (Line 445-447) 
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Chapter 6: Interpretation and Discussion 

 

6.1 Overview 

 

In this thesis I aim to explore the educational experiences of young people with 

CHCs. By prioritising their voices, I looked to understand what educational 

professionals may be able to learn from hearing their lived experiences and consider 

how this may be useful for them in developing their practice to support young people 

with CHCs in school. As such, this chapter attempts to address the two overarching 

research questions: 

 

1. How do young people with a CHC experience mainstream secondary school? 

2. What can professionals working with young people with CHC learn from these 

experiences? 

 

When addressing these two research questions within this chapter, I will provide a 

brief overview of the secondary process described in the analytic strategy (Figure 3, 

Section 4.8) in which I relate the findings from the IPA analysis presented in Chapter 

5 to self- determination theory (SDT) and basic psychological needs theory (BPNT), 

(Ryan & Deci, 2017). I will then describe how, through this secondary process, I 

developed a reflective framework informed by SDT. Finally, I will demonstrate how 

this reflective framework was used to help me to make sense of my understanding of 

the participantsô experiences. 

 

Chapter 2 describes the breadth of research detailing the use of SDT within the field 

of health research and more recently its use to explore the experiences of individuals 

with CHCs. I feel that this research supports the argument for SDT as a lens through 

which the findings within this study can be explored. I do recognise however, given 

the nature of IPA and the role of the researcher within the double hermeneutic, that 

this interpretation of the results was my own and that another researcher may not 

have come to this conclusion. 
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6.2 Relating findings to Self-Determination Theory. 

 
6.2.1 Links Between Analysis and Self-Determination Theory 

 

Table 5 below illustrates how the five superordinate themes identified in the analysis 

were deemed to link to the three basic psychological needs within SDT and BPNT. 

An extended version of this table which includes links to key phrases from the 

participants transcripts can be found in the appendices (Appendix 25). These links 

will be explored further in the subsections below.  

 

Table 5: Links between IPA Analysis Superordinate Themes and Self-Determination Theory  

 

 

IPA 
Superordinate 

Theme 

IPA Subordinate Theme Links to Self Determination 
Theory (SDT) 

(Deci & Ryan, 2017) 

1. Autonomy   1.1 Lack of control. 
1.2 Lack of Person-centred practice. 
1.3 Lack of Independence. 
1.4 Feeling empowered. 
 

Autonomy 

2.   
Relationships 
and Belonging  

2.1 CHC impacts relationships with adults. 
2.2 Conflict with adults.  
2.3 Support provided by adults. 
2.4 CHC impacts relationships with peers. 
2.5 Feeling different. 

Relatedness  

3. Navigating 
the School Day, 
the Functional 
Impact of a 
CHC. 

3.1 CHC impacts learning. 
3.2 CHC limits social and extracurricular 
opportunities in school.  
3.3 CHC impacts attendance. 
 
3.4 Physical symptoms of CHC impact on the 
school day. 
3.5 The School environment.  

Competence 
 
 
 
 
No Link to SDT, identified as 
Ψ.ƛƻƭƻƎƛŎŀƭΩ ŦŀŎǘƻǊΦ 
No link to SDT, identified as 
Ψ9ƴǾƛǊƻƴƳŜƴǘŀƭΩ ŦŀŎǘƻǊΦ 

4. CHC Impacts 
Emotional 
Well-being at 
School. 
 

4.1 CHC impacts self-esteem. 
4.2 Loss of normality. 
4.3 CHC results in undesirable emotions 
being experienced in school. 
4.4 Coping mechanisms. 

Can link to Autonomy, 
Relatedness, or competence 
dependent on context. 

 
5. Planning for 
the Future 

5.1 Setting goals. 
5.2 Concerns for the future. 

Competence 
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 6.2.2 Autonomy  

 

The first basic psychological need identified within SDT is autonomy, which can be 

understood to be an individual acting on their own volition and in a way which is 

ñcongruent with oneôs authentic interests and behavioursò (Ryan & Deci, 2017, p. 

10). It is proposed that if the need for autonomy is satisfied in an individualôs 

experience, a sense of ñintegrityò is achieved but when this need is thwarted there is 

an experience of ñpressure and often conflict, such as feeling pushed in an unwanted 

directionò (Vansteenkiste, Ryan & Soenens, 2020, p.3).  

 

Through the IPA analysis, Autonomy was identified as a superordinate theme across 

all five of the participantsô transcripts (illustrated in Table 3 & Table 4). Subordinate 

themes that described the participantsô sense of a lack of control, independence and 

person-centred practice in school were identified. These subordinate themes were 

interpreted to impact negatively on the participantsô sense of autonomy in school. It 

should however be noted that the superordinate theme óautonomyô and its 

associated subordinate themes were experienced differently by the participants in 

the study (explored in section 5.3). Irrespective of differences between participants, 

there was a strong sense that óautonomyô was an important theme, emphasised by 

all participants.  

 

While BPNT clearly establishes that the three basic psychological needs are equally 

important and interdependent, it is also acknowledged that ñWhen there is support 

for autonomy, people are also more able to seek out and find satisfactions for both 

competence and relatedness, as well.ò (Ryan & Deci, 2017, p.247). Therefore, there 

is an additional, contextual role that support for autonomy, plays in the satisfaction of 

the other basic needs. This could be an explanation regarding the popularity of 

óautonomyô as a focus in research and literature relating to SDT (Bartholomew et al, 

2011; Gange, 2003; Sheldon & Krieger, 2007). I therefore considered that this may 

also explain the reason for the emphasis on autonomy by the participants within this 

research.  

 

It is important to note that SDT posits that autonomy should not just be considered a 

lack of independence (Ryan & Deci, 2006) but instead active action in which 
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individuals make choices aligned with their values (Arvanitis & Kalliris, 2017). This is 

particularly pertinent as lack of independence was a subordinate theme considered 

to be a part of the superordinate theme autonomy. However, it was not considered 

alone but was combined with other subordinate themes relating to lack of control, 

lack of person-centred practice and the polarised theme of empowerment. As such, I 

felt that this comprised a well-rounded description reflective of autonomy. 

 

As óAutonomyô was already identified as a superordinate theme in the IPA analysis, I 

felt it linked directly to SDT, without any further reinterpretation, restructuring or re-

naming required. I therefore decided that this would remain as a superordinate 

theme within this secondary phase of relating the analysis to SDT. The findings from 

the analysis related to autonomy were explored in detail in the Chapter 5.3. 

 
6.2.3 Relatedness 

 

BPNT indicates that relatedness can be understood to be the positive experience of 

feeling connected to others (Ryan, 1995) and through building strong interpersonal 

relationships (Deci & Ryan, 2000). When this need is met individuals feel that they 

belong, are included and cared for (Ryan & Deci, 2017). If this need is unmet the 

individual is reported to experience loneliness and feels excluded or isolated 

(Vansteenkiste, Ryan & Soenens, 2020). I felt the essence of the superordinate 

theme óRelationships and Belongingô identified in the analysis was in line with this 

description of órelatednessô and as such this superordinate theme was renamed 

during the process of relating the findings to SDT. 

 

The findings from the analysis considered to link to órelatednessô were explored in 

detail in the Chapter 5.4. 

 

6.2.4 Competence  

 

SDT suggests that ócompetenceô can be understood to be related to experiencing 

effectiveness, efficacy and mastery (DeHaan, Hirai & Ryan, 2016; Ryan & Deci, 

2017). The sense of feeling competent is thought to occur mostly in environments in 

which there are opportunities to feel effective and achieve goals (Deci & Ryan, 2000) 
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and where there are opportunities to ñextend skills and expertiseò (Vansteenkiste et 

al, 2020, p.3). I considered that parts of the school day, particularly learning 

activities, but also other school-based, social, and extracurricular activities can 

provide a sense of achievement and mastery. As such I considered that three of the 

subordinate themes within the superordinate theme óNavigating the School Day, the 

Functional Impact of a CHCô; óCHC impacts learningô, óCHC impacts attendanceô and 

óCHC limits social and extracurricular opportunities in schoolô fit within ócompetenceô. 

Using this definition of competence, I also considered that the superordinate theme 

óPlanning for the Futureô links to setting and working towards future goals which is 

closely related to competence. 

 

The superordinate theme óCHC impacts emotional well-being at schoolô was slightly 

more complex, as it did not fit neatly within one of the three basic psychological 

needs. I still considered that the theme did relate to SDT but recognised that the link 

was contextual. As such I looked separately at each subordinate theme and the 

context in which it was experienced, to identify where I felt it was best placed within 

the SDT framework. For example, I considered that feeling frustrated around a lack 

of independence would best fit with the need óautonomyô, feeling isolated and 

excluded from peers would link to órelatednessô and feeling a sense of pride and 

positive self-esteem around learning would relate to ócompetenceô.  

The findings from Phase A of the analysis relating to competence were explored in 

detail in Chapter 5.2.2; 5.3.3; 5.3.4; 5.6; 5.7. 

 

6.2.5 Ecological Systems 

 

I considered that two subordinate themes describing biological and environmental 

factors within the óNavigating the School Day, the Functional Impact of a CHCô 

superordinate theme did not map onto the SDT framework. I proposed that these 

themes were part of the ecological system surrounding the young person within the 

individualôs micro and mesosystems (Brofenbrenner & Morris, 2006). I therefore 

recognised that I would need to adapt the SDT framework to incorporate the aspects 

of the ecological systems theory (Brofenbrenner & Morris, 2006). 
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6.2.6 Creating a Reflective Self-Determination Theory Framework 

 

A visual representation illustrating this reflective SDT framework was created (Figure 

10, a larger copy is available in Appendix 26). At the centre, the framework has the 

three psychological needs relating to SDT, reflecting the understanding of them as 

ñinner human conditionsò (Ryan & Deci, 2017, p. 255). The physical and 

environmental needs were considered part of the ecological system surrounding the 

young person (Brofenbrenner & Morris, 2006) and hence are included on the 

reflective SDT framework in concentric rectangles. 

 

It should be noted that the reflective SDT framework is not an attempt to generalise 

findings or to claim a ótruthô that can explain the experiences of all young people with 

a CHC attending mainstream secondary settings. This framework is instead 

considered an approach through which subjective experiences can be explored and 

represented. This framework may potentially provide a concise way in which to 

reflect and share young peopleôs experiences with a broader audience. 

 

Figure 10: Reflective SDT framework for analysing subordinate themes. 
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6.3 Satisfaction and Frustration of Basic Psychological Needs 

 

6.3.1 BPNT; Needs Satisfaction and Frustration 

 

As I considered the links between SDT and the themes identified in Chapter 5, I 

interpreted that the participants were describing themes as either being supportive or 

a barrier for them in school. I therefore recognised links to BNPT, a mini-theory of 

SDT which discusses the concept of óneeds satisfactionô and óneeds frustrationô, with 

the former being considered to contribute to ñhuman thriving or flourishingò and the 

later as leading to ñdiminished growth, integrity, and well-beingò (Ryan & Deci, 2017 

p. 242). BPNT posits that the satisfaction of needs is variable and dynamic and that 

these temporal and contextual variations cause ñmoment to moment or situation to 

situation variations in well-beingò (Ryan & Deci, 2017, p. 243). This theory felt 

particularly relevant to the findings in Chapter 5. I also considered that it may be 

useful in my sense-making and interpretation by potentially adding further 

understanding of the participants experiences. 

 

The concept of helping and hindering factors is also found within other psychological 

models in health and disability research. Wallander & Varniôs disability-stress coping 

model (1998) proposes that there are risk and resilience factors impacting on an 

individualôs ability to adapt and cope with a CHC. Runswick-Cole & Goodley (2013) 

identify that each individual has a unique profile of adaptation and support that 

impact on their resilience. Through the lens of BPNT, helping/hindering is related to 

needs being met (satisfied) or thwarted (frustrated). Therefore, when considering the 

subordinate and superordinate themes identified in the analysis through the lens of 

SDT/BPNT, I felt it was possible to categorise them as either being linked to the 

satisfaction or frustration of one of the three basic psychological needs.  

 

6.3.2 Incorporating the Satisfaction and Frustration of Needs into the Reflective SDT 

Framework 

 

In an attempt to clearly conceptualise this, I further developed the reflective SDT 

framework (Figure 10), so that it also included the concept of needs satisfaction and 

frustration. The updated framework categorises each subordinate theme identified in 
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the IPA analysis as either a satisfying or frustrating factor for the psychological need 

it was linked to. Figure 11 (larger copy can be found in Appendix 27) is a visual 

depiction of the reflective SDT framework, including the perceived ósatisfyingô and 

ófrustratingô subordinate themes. For clarity, a colour coded key demonstrating the 

links between the reflective SDT framework, and the subordinate themes identified in 

the IPA analysis in Chapter 5 is also included below (Figure 12).   

 

Figure 11: Reflective SDT framework including satisfying and frustrating factors. 
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Figure 12: Colour coded key demonstrating the links between the reflective SDT framework, and the 

subordinate themes identified in the IPA analysis. 

 

 

6.4 Creating Individual Self-Determination Theory Reflective Framework Map 

 

As indicated above, BPNT proposes each psychological need is essential but that 

individuals have a unique pattern of needs satisfaction and frustration which is 

temporally and contextually driven (Reis et al., 2000; Sheldon, Ryan & Reis, 1996). 

To reflect this, it was possible to create an individual reflective SDT framework map 

for each participant. The individualôs reflective SDT framework map highlights which 

of the subordinate themes identified within their interviews were categorised as 

linking to the satisfaction of needs and which were considered to relate to the 

frustration of needs. The environmental and biological factors were then represented 
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within the ecosystem. The subordinate themes identified within the individualôs 

interview highlighted in yellow on the map, provide a clear, concise, visual overview. 

The highlighted reflective SDT framework map allows the researcher to represent 

the meeting or thwarting of the participantôs needs through a one-page overview, 

making it possible to easily compare and note patterns of convergence and 

divergence between the participants. I felt that the production of these individual 

reflective SDT maps reflects a commitment to the idiography associated with IPA 

and speaks to the uniqueness of each of the participantsô lived experiences. 

 

Both Amber and Autumnôs reflective SDT framework maps (Figure 13 and Figure 14, 

larger versions available in Appendix 28 and 29) are provided as examples. It is 

possible to see from Amberôs map that there appears to be limited satisfaction of her 

needs relating to competence and autonomy, suggesting that these would be 

possible areas to consider intervention and support in school. There appears to be a 

more balanced meeting of needs in relation to relatedness, suggesting that this may 

be an area which is particularly supportive for her and could be drawn upon as a 

support. Amber also has significant biological and environmental factors highlighted 

and therefore practical support would need to be considered for these. There is a 

lack of overall balance between the psychological needs which could be explored 

further with Amber. It is also possible to see that Amber has several themes which 

appear to be both satisfied and frustrated e.g., lack of control/sense of control and 

supportive relationships/impacted relationships. This demonstrates the contextual 

and temporal nature of the meeting and thwarting of needs as indicated in BPNT 

(Ryan & Deci, 2017). This could potentially be considered a concept to explore 

further with Amber. 

 

Autumn, however, appears to have more balance across the meeting of the three 

needs. Her needs also appear to be particularly satisfied in terms of her relatedness, 

which again could be considered an area of support. There are significantly less 

biological and environmental factors highlighted, so potentially less practical or 

environmental considerations needed. There is however a section of competence 

relating to learning which appears to be particularly thwarted.  As such this may be 

an area in which support could be considered in school. The remaining participantsô 

SDT frameworks can be found in the appendices (Appendices 30, 31 and 32) 
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Figure 13: Amberôs Reflective SDT map indicating in yellow the subordinate themes identified in her 

interview. 

 

 

Figure 14: Autumnôs Reflective SDT map indicating in yellow the subordinate themes identified in her 

interview. 
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6.5 Chapter Summary 

 

This chapter has summarised how I have used SDT and BPNT (Ryan & Deci, 2017) 

and ecological systems theory (Brofenbrenner & Morris, 2006) to support me to 

further explore and make sense of the findings detailed in Chapter 5. This further 

exploration and interpretation have led to the development of a reflective SDT 

framework, through which it is proposed the participantsô individual subjective 

experiences can be viewed and illustrated.  

 

The possible implications for practice will be explored further in Chapter 7. 
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7. Implications for Professional and EP Practice 

 

7.1 Overview 

 

In this chapter I will reflect on my findings in relation to my second research question 

by considering what educational professionals, may learn by listening to the voices 

of young people who have a CHC. I will consider how the reflective SDT framework 

developed in Chapter 6 (Figure 11) may be helpful for school staff, educational 

psychologists and health professionals when considering how best to support young 

people with CHC in mainstream secondary schools. I will also identify the possible 

tensions that have arisen between the development and use of this reflective 

framework and the ontological underpinnings of IPA. Finally, I will explore the 

limitations and impact of the study and then discuss recommendations for further 

research. 

 

7.2 The Reflective SDT Framework 

 

7.2.1 Using Reflective SDT Framework 

 

The reflective SDT framework developed in Chapter 6 (Figure 11 and Appendix 27) 

is proposed as one way of viewing the participantsô experiences in relation to the 

meeting or frustrating of the three basic psychological needs identified in SDT and 

BPNT. I considered that the reflective SDT framework may be transferable to a 

broader population of young people with a CHC attending school, and therefore may 

have implications for educational professionalsô practice. The strengths, limitations, 

risks, and possible impact of this proposal are explored below. 

 

7.2.2 Raising Awareness.  

 

Some school staff feel overwhelmed when they are asked to support a young person 

with a CHC which has been attributed to limited training opportunities and 

subsequent gaps in knowledge and understanding (Barraclough & Machek, 2010; 

Nabors et al., 2008; Madan-Swain et al., 2004). There is also an indication that some 

education professionals can struggle to acknowledge the impact that having a CHC 
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can have on a young person, particularly when the CHC is less visible, such as for 

the participants with diabetes in this research (Jackson, 2013). Interpretations of the 

interviews suggested that four participants in this study felt that at least some of the 

adults working with them lacked awareness of how their CHC impacted them, which 

at times had negative implications on their experiences of school (see Chapter 5.4). 

Further, I inferred those three participants felt that a staff member really 

understanding them as a person, including the specific presentation of their CHC, 

enhanced their relationships and helped them to feel supported. It therefore appears 

that raising staff awareness of the individualôs experiences, particularly those beyond 

the medical, would be an extremely helpful step in supporting young people with a 

CHC in school. 

 

I considered that the reflective SDT framework (Figure 11 and Appendix 27) could, 

with further development and careful presentation, be used as a tool to raise 

awareness about the potential broader psychosocial impacts of having a CHC on 

education, beyond the purely medical. The reflective SDT framework presents an 

accessible and coherent overview of some of the potential psychosocial factors 

related to SDT that could be considered either a support or barrier for a young 

personôs psychological wellbeing in school. I propose that this framework, in 

conjunction with the information already available to schools, could provide a way for 

staff to view these needs (and strengths) more holistically, considering potentially 

overlooked factors at both an individual and broader systemic level. 

 

There are, however, risks that need to be thought through when considering the use 

of this framework in practice. Firstly, given that this framework was developed 

through an IPA process, there would need to be some consideration as to how to 

ensure that professionals have a level of understanding that the framework sits 

within a process rooted within phenomenology, and that the complexities of this form 

of ómeaning makingô are made clear. Secondly, it would be important to ensure that 

the framework is presented in such a way to ensure that it was not viewed as a 

definitive list applicable for all young people with CHC. To suggest that a single 

framework could identify all the unique and subjective experiences of young people 

with a CHC would be unhelpful and undermine the concepts of phenomenology and 

idiography in IPA. Thirdly, professionals would need to understand that the 
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framework represents young peopleôs experiences through the lens of one 

psychological theory and that alternative interpretations are possible. It may be 

possible that development of guidance or training encompassing these points could 

be a potential next step. 

 

There is still much to consider when operationalising the framework, but if seen as a 

starting point to introduce the potential factors impacting on a young people with 

CHCs emotional wellbeing at school, it is possible to see how this may be helpful. 

 

7.2.3 Prioritising Young Peopleôs Voices and Person-Centred Planning 

 

I consider a primary focus of good practice within educational psychology to be 

related to the empowerment of young people and the use of approaches which allow 

their voices to be meaningfully heard (Greig, Hobbs & Roffey, 2014; Todd, Hobbs, & 

Taylor, 2000). I propose that the approach undertaken in the research highlights the 

importance of prioritising young peopleôs voices and promoting them as active 

participants in their lives and as experts of themselves and their CHC (Gabriel, 2004; 

OôBrien & OôBrien, 2002; Todd 2003).  It is argued that prioritising their voice 

provides opportunities for them to experience a sense of agency, empowerment, 

confidence, and self-esteem (Jelly, Fuller, & Byers, 2013; Plummer, 2007; Weare, 

2015). This feels particularly important as the literature indicates that research within 

the field is dominated by the voice of others; parents, medical professionals, and 

teachers (Closs & Norris, 2000; Yates, 2010). I feel that a particular strength of the 

reflective SDT framework is its use to represent individual experiences, promoting 

the voice and unique experiences of the young person (Appendix 28, 29, 30, 31 and 

32). 

 

Person-centred meetings have been promoted in schools for some time, particularly 

in relation to reviews for young people with special educational needs and disabilities 

(SEND). Guidance, materials and training have been developed to support key 

school staff to ensure they are competent and confident in the approach (DfE, 

2015b). Yet the same expectation or support is not yet available when considering 

the development or review of individual healthcare plans (IHPs) which are legally 

required in schools for young people with CHCs. The lack of person-centred practice 
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in place at school was also identified as an emergent theme in all five of the 

participantsô interviews. There was a sense that they all, although in different ways, 

felt that staff at school had not all fully understood them or what their CHC meant for 

them in all areas of their school life. This therefore feels like a key implication for 

practice and a potential gap in support for adults supporting young people with a 

CHC in their education.  

 

Whilst it would be impossible for school staff or EPs to be able to recreate the same 

level of interviewing and analysis undertaken in this study, it may be possible to 

adapt and apply the approach to support the facilitation of person-centred 

conversations in school. This would also require professionals to be supported to 

have a level of understanding of phenomenology as described above.  

 

I consider there are two tools developed during this research which may, with further 

development, be useful for EPs and school staff when working with young people 

with a CHC. Firstly, the visual interview schedule (Appendix 10) may provide a useful 

guide in facilitating person-centred and collaborative conversations. Through this 

conversation, I consider that it may be possible, with some additional support and 

training, that EPs or school staff could use the reflective SDT framework (Figure 11 

and Appendix 27) to illustrate the content of these conversations. This process would 

provide young people with CHCs an opportunity to share their unique experiences of 

attending school, beyond the medical which is often the only priority. This would also 

provide a concise overview of the individualôs unique profile of psychosocial needs in 

relation to SDT which could be shared with staff to raise awareness and consider 

areas of school life that may require further support. This would be complementary to 

the individual health care plan which is a current legal requirement and outlines the 

physical needs and practical support.  

 

I recognise that this approach will need significant further development. I also 

acknowledge that by attempting to operationalise this framework it moves away from 

the core concepts of IPA and as such there is the risk that conversations with school 

staff could become tokenistic gestures undermining the process, preventing 

meaningful participation and genuine collaboration which could feel disempowering 
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for the young people (Hart, 1992). This would need to be carefully considered in any 

future development of the materials.  

 

7.2.4 Identifying Support for Wellbeing in School 

 

Specific psychological support is only offered to a relatively small number of young 

people with CHCs, predominantly through clinical psychology teams within hospital 

settings (Edwards & Titman, 2010). However, the reflective framework (Figure 11), 

which draws on SDT (Ryan & Deci, 2017) and ecological systems theory 

(Bronfenbrenner, 1979), attempts to highlight the important role that the systemic, 

environmental, and social factors in the school system play in supporting or 

hindering the wellbeing of the participants. This framework suggests that there is 

much to be explored within and with schools, and without the need of specialist 

psychological support, to assist young people with CHCs. 

 

BPNT proposes that individuals will display a unique profile of basic psychological 

needs being met or thwarted based on their subjective experiences. The approach 

taken within this research suggests that it is possible to reflect this unique 

presentation using the reflective SDT framework. This individual framework could 

then be used to identify areas where support, or intervention, could be offered and 

those that could be drawn on as strengths.  

 

Due to the individual nature and huge variation in these profiles, it is not practically 

possible, nor in line with the ontological underpinnings of the research to provide a 

definitive list of strategies or recommendations that could be used by schools to 

support the satisfaction of each of the basic psychological needs. Providing a 

checklist for good practice feels unhelpful as it is likely to undermine the 

phenomenological approach and the subjective nature of individualsô experiences 

and once again devalue the voice of the young person. The reflective SDT 

framework is therefore considered a demonstration of how through a careful, person-

centred, collaborative approach undertaken with the young person, it could be 

possible to identify and develop personalised support in relation to meeting the three 

basic psychological needs. 
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7.3 Impact of Research  

 

Impact is of growing importance in the field of research and is described as the 

ñeffect on, change or benefit to the economy, society, culture, public policy or 

services, health, the environment or quality of life, beyond academiaò (University of 

Sheffield, 2021). Throughout this research I have been concerned with the possible 

impact and been keen to consider how the thesis could have wider implications in 

practice. Educational psychologists are applied practitioners, who use and translate 

psychological theory and research to support young people, their families, and 

schools. Therefore, I consider that impact, an attempt to turn research into 

something of practical benefit, feels highly congruent with the values of the 

profession. However, I recognise that there is tension at an ontological level between 

claiming impact, reach and significance and the phenomenological approach I have 

undertaken in this thesis.  

 

Throughout the research I have aimed to balance the key tenets of IPA; 

phenomenology, hermeneutics and idiography with my desire for impact. I have 

attempted to make clear the limitations in generalisation, identified the possible risks 

and considerations that would be needed in operationalising the reflective 

framework. 

 

On balance, I consider that the reflective framework developed in this thesis (figure 

11) is an idea in its infancy that has the potential to be built upon to create a tool 

which is impactful and potentially of benefit to the community that educational 

psychologists serve.  

 

7.4 Limitations of the Research 

 

In respect of the data collection within the study, I recognised that there were 

limitations in my research design regarding my interview schedule (Appendix 19) and 

the accompanying visual interview schedule (Appendix 10). The visual prompt sheet 

was shared with the participants prior to the interview and referred to when required 

throughout to reduce anxiety and support their reflections. I was aware that the 

increased questions and prompts may have influenced the participantsô answers and 
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impacted on data collected. It is possible, therefore, particular questions asked, and 

prompts provided led to specific themes being identified through analysis.  

 

I also considered that there were some limitations in respect to rapport building and 

the brevity of contact with the participants (Alderson, 2000), particularly given their 

age and the online nature of contact. Limited contact with young people can present 

challenges for the researcher in identifying their level understanding impacting on 

how questions are asked (Davie, 1991). Attempts were made to support rapport 

building by offering an introduction and additional check-in sessions, the inclusion of 

accessible visual prompts, provision of differentiated sessions and materials when 

needed and by being flexible in my approach to interviewing. However, I recognise 

that these steps do not replace more face-to-face contact sessions over a longer 

period.  

 

Finally, I considered there were limitations regarding the creative project. The online 

nature of the research meant there was variation in the uptake and completion of this 

aspect of the research. I could see the benefits of the approach for those who 

accessed the creative task but did not analyse their outputs. I considered this a 

limitation as I felt they would have provided another layer of depth to the analysis 

and further insight and understanding. I also felt that for those who did not engage, 

complete or share the outcome of the creative project that this may have been a 

useful aspect for them in different circumstances.  

 

7.5 Recommendations for Future Research 

 

This research has ultimately led to the development of a reflective SDT framework 

(Figure 11 and Appendix 27) through which it is considered possible to facilitate 

discussion with young people and represent their experiences of school through the 

lens of SDT considering the satisfaction or hindrance of their basic psychological 

needs. Given that this research was carried out with a small number of participants, 

it may be useful for future research to evaluate the use of the framework as a 

potential tool in exploring the views of young people with a CHC. Employing mixed 

methods or empirical approaches could also be a possibility for this future research. 

Tools such as the basic psychological need satisfaction and frustration scales (Chen 
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et al., 2014) could be used in conjunction with qualitative interviewing to explore the 

efficacy of SDT as a model in relation to a larger sample. Care would need to be 

taken to ensure that the subjective and unique experiences of the participants are 

not minimised or dismissed. 

 

It may also be helpful to extend the sample size and selection criteria used when 

recruiting participants beyond the specified age range, e.g., to include primary aged 

or post-16-year-old pupils and for those with a CHC potentially considered less 

severe e.g., eczema and asthma.  

 

I also feel that there may be some merit in future research using visual and 

participatory methods, e.g., photo elicitation and auto-photography, to explore young 

peopleôs lived experiences of CHCs and school. Whilst attempts were made to 

incorporate elements of this within the research, it was challenging while working 

online. I therefore feel that this is an area worth exploring further in future research. 

 

7.6 Concluding Summary. 

 

This research aimed to address an identified gap in literature relating to listening to 

the voices of young people with a CHC in respect of their lived experiences of 

attending mainstream secondary school. Flexibility and reflexivity were required to 

negotiate the challenges of completing the research online throughout the COVID-19 

pandemic. Despite these difficulties, five participants were recruited and offered the 

option to engage in a creative project before taking part in an online semi-structured 

interview. Through IPA analysis of the interviews, five superordinate themes were 

identified which related to the participantsô autonomy, relationships and sense of 

belonging, the functional impact of having a CHC on the school day, the impact on 

their emotional wellbeing at school, and their views about their future. A secondary 

process was employed based on my continued interpretation of the findings and the 

superordinate themes were linked to psychological theory; SDT and BPNT.  

 

It was argued that SDT and BPNT provide one way in which the participantsô 

experience of school can be further understood. As a result, a reflective SDT 
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framework, based around the key tenets of SDT, BPNT (Ryan & Deci, 2017) and 

ecological systems theory (Bronfenbrenner& Morris, 2006) was developed and used 

to visually represent the subjective experiences of the participants. It was proposed 

that this framework, with further development and research, may have broader 

impact and be useful for education professionals working with young people who 

have a CHC in school. The framework was considered of potential benefit in several 

ways which included: raising professionalsô awareness of the potential broader 

psychosocial impact of having a CHC, promoting pupil voice, supporting person-

centred practice and developing targeted, personalised interventions to support 

young people with a CHC in school.  

It is recognised, however, that this is only one possible interpretation based on a 

small-scale study. However, it is hoped that it does fulfil both research questions in 

highlighting the school experiences of the participants and also provides a 

framework through which some potential practical support and professional 

development for those working with these young people could be further explored.  
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Appendix 1: Table detailing steps taken within the study to meet the Reliability 

Criteria (Yardley 2000) 

 

Reliability Criteria Description of reliability criteria Demonstrated in this 

research byé 

 

 

 

 

 

 

 

 

 

 

Sensitivity to 

Context  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Yardley, 2000 suggests that to be 

considered ñgoodò research must 

demonstrate ñsensitivity to the 

contextò. This is multifaceted and 

includes demonstrating awareness of 

the ñsocio-cultural milieu in which the 

study is situatedò (Smith, Flowers & 

Larkin, 2009, p.180). This awareness 

should be alongside close attention 

to current literature within the field 

and the data from participants 

(Smith, Flowers & Larkin, 2009, 

p.180).  

¶ Exploration of existing 

literature within the field 

(Chapter 2: Literature review)  

¶ Findings related to existing 

literature (Chapter 5&6 

Results & Discussion) 

¶ New literature referenced in 

discussion (Chapter 6). 

 

 

 

 

In respect to the methodology 

Yardley, 2000 further suggests that 

researchers need to demonstrate 

their research approach, including 

philosophical theory. 

¶ Exploration of philosophical 

underpinnings and rationale 

for choice of IPA (Chapter 3: 

Methodology) 

During data collection it is suggested 

that the researcher can demonstrate 

sensitivity to the context through their 

interview; how they develop rapport 

and demonstrate empathy, that they 

are attuned to any interactional 

difficulties and where possible 

address any power imbalances that 

may exist (Smith, flowers & Larkin, 

2009, p.180)  

¶ Development of adapted 

interview materials including 

differentiated visual supports 

and prompts for participants 

(Chapter 4: Procedure and 

available in appendices 7. 9 

& 19) 

¶ Additional online sessions 

built into design in attempt to 

develop rapport. 
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During analysis and reporting 

researchers should demonstrate a 

sensitivity to the data by providing 

transparent links to the raw material 

e.g. transcripts (Smith, Flowers & 

Larkin, 2009, p.181) Reissman 

(1993) suggests that sensitivity can 

be shown by seeking participantsô 

views on the researcherôs 

interpretation of their interview, 

although does not prescribe to 

changes being made to interpretation 

on the basis of this. Yardley, 2000 

also recommends that care is taken 

during analysis that any claims 

recorded are made cautiously 

¶ Analysis shows sensitivity to 

órawô material e.g., high 

number of verbatim extracts 

used (Chapter 5: Results) 

¶ Member Checks offered to 

all participants via a visual 

ótheme map (appendices 13, 

14) 

¶ Claims made are appropriate 

to the sample analysed and 

interpretations reported 

cautiously. (Chapter 5 & 6, 

Results & Discussion) 

Findings related to existing 

literature and new literature 

referenced in discussion. 

(Chapter 6) 

 

 

 

 

 

 

 

 

 

Yardley, 2000 describes commitment 

as ñthoroughness in data collection, 

analysis and reportingò. Emersion in 

the data over a prolonged period 

leading to development in skills in the 

field is also thought be an indicator of 

research with a high degree of 

commitment. It is also indicated that 

commitment can be demonstrated 

¶ Frequent supervision with 

research supervisor. 

¶ Development of a peer 

supervision group for TEPs 

completing IPA. 

¶ Research diary, selections of 

which are shared through the 

thesis through the use of 

óreflection boxesô. Contains 
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Commitment & 

Rigour 

through multiple areas within 

ósensitivity to contextô.  I identified 

that a commitment to reflexivity, that 

is a continual openness and 

reflection on the impact on the 

research of my assumptions, 

intentions, and actions (Yardley, 

2000). 

 

reflections, questions and 

concerns around the 

research. 

¶ Pilot study to develop 

interview technique (Chapter 

4: procedure) 

¶ See examples above 

detailed in ósensitivity to 

contextô. 

Rigour, or thoroughness is proposed 

to begin by ensuring participants are 

carefully selected in line with the 

research question and there is a 

homogeny to the group. Further 

Rigour at the data collection stage is 

shown within the interview through 

probing and ñdigging deeperò (Smith, 

Flowers & Larkin 2009, p.181).  

 

 

 

¶ Clarity in definitions 

established before 

participant recruitment (See 

Chapter 1: definitions) 

¶ Recruitment of 5 participants, 

homogenous with age, 

school status and CHC. (See 

Chapter 4: participants 

section for further details).  

¶ Interview schedule and 

visual prompts designed to 

ódig deeperô (See appendix 

10 & 18 and 20) 

Finally, rigour is considered in the 

context of the analysis of data. 

Rigour can be demonstrated by 

explorations moving beyond the 

descriptive ñcommon sense 

understandingsò (Yardley, 2000).  

Smith, Flowers & Larkin also 

describe that it is important that links 

between analysis (themes) and raw 

data can be made using verbatim 

quotes. They suggest that there are 

¶ Analysis moves beyond 

descriptive in transcripts and 

then themes tables for each 

participant (Chapter 5: 

Results and Appendices 

section including transcripts 

and theme tables) 

¶ Verbatim quotes throughout 

results section and key 

quotes provided for every 

super and subordinate theme 
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quotes provided for each theme by 

each participant and use of quotes 

are even across the participants. 

for each participant (Theme 

Tables as seen in 

appendices 21,23 & 25) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

This principle is linked to the write up 

of the thesis. Transparency refers to 

ñdegree to which all relevant aspects 

of the research process are 

disclosed.ò (Yardley, 2000) 

 

¶ Clear description of research 

design and procedure 

including pictural 

representation of analytic 

strategy (Chapter 4: 

procedure) 

¶ Evidence of ópaper trailô (Yin, 

1989) e.g. research 

proposal, interview schedule, 

interview recordings, 

electronically annotated 

transcripts, evidence of 

various stages of analysis 

through theme tables. 
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Transparency & 

Coherence  

Coherence can be demonstrated in 

two ways. Firstly, the presentation of 

a coherent argument throughout the 

thesis, ensuring that contradictions 

are fully explored (Yardley, 2000). 

Secondly, there should be a 

coherence between the research and 

the methodology and philosophical 

stance taken. With IPA this would be 

a commitment to the underpinning 

principles of phenomenology, 

idiography and hermeneutics. Claims 

on generalisability should be cautious 

due to the subjective nature of 

interpretation and experience. 

(Smith, Flowers & Larkin, 2009, 

p.182). 

¶ Clear description links 

between research philosophy 

and research (Chapter 3: 

methodology) 

¶ Clear description of analytic 

strategy and the relationship 

between these and research 

methodology and philosophy 

(Chapter 3, Chapter 5 and 

Chapter 6) 

¶ Clear explanation of how 

hermeneutic cycle has been 

applied within analysis 

(Chapter 5: Results) 

¶ Caution expressed in relation 

to claims made (Chapter 5&6 

results and discussion) 

 

 

 

Impact & 

Importance 

This refers to the ñimpact and utilityò 

of the research (Yardley, 2000).  It is 

suggested that unless researcher 

aim to tell the reader something 

ñinteresting, important or usefulò it 

cannot be valid (Smith, Flowers & 

Larkin, 2009, p. 183). 

¶ Identified ógap in research, 

which is focus of research 

(Chapter 2: Literature 

Review) 

¶ Development of ónewô 

framework to reflect findings 

and links to psychological 

theory (Presented in Chapter 

5: results & discussed in 

Chapter 6) 

¶ Discussion about potential 

use and impact of research 

in educational settings. 
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Appendix 2: Ethics application 
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Appendix 3: Ethical Approval Letter 
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Appendix 4: Distress Protocol 

Distress Protocol 

If during the interview the participant indicates they are experiencing a high level of stress 

or emotional distress or they exhibit behaviours suggestive that the discussion/interview is 

too stressful such as uncontrolled crying, shaking etc. The following response will be 

undertaken by the researcher: 

Stage 1 response: 

1. Stop the discussion/interview.  

2. The researcher will offer immediate support.  

3. The researcher will assess well-being by asking: 

-Tell me how you feel?  

-Do you feel you are able to go on about your day?  

-Do you feel safe? 

REVIEW:  

If the participant feels able to carry on; resume interview/discussion. 

or 

If participant is unable to carry on Go to stage 2 

Stage 2 response: 

Discontinue interview.  

Inform parent/carer of distress. 

Encourage the participant, supported by their parent/carer to access support through the 

additional support services as signposted on the information sheet or their GP should they 

feel it is appropriate. 

FOLLOW UP: 

Follow participant up with courtesy call (if participant consents) 

Encourage the participant to call either if he/she experiences increased distress in the 

hours/days following the interview. 

Modified from:  

https://livinglifetothefullesttoolkit.com/ethics/ (retrieved 27th April, 2020) 

adapted from: 

Draucker C B, Martsolf D S and Poole C (2009) Developing Distress Protocols for research on 

Sensitive Topics. Archives of Psychiatric Nursing 23 (5) pp 343-350 

https://livinglifetothefullesttoolkit.com/ethics/
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Appendix 5: Participant Information Sheet 

 

Hello!  

  

My name is Sarah and I am training to be an Educational 

Psychologist at the University Of Sheffield. As part of my 

training I am carrying out some research about what going 

to school or college is like for young people with chronic 

health conditions.  

  

I would like to invite you to take part in my research, but 

before you decide it is important that you know more 

about the research. I have tried to answer any questions 

that you might have in this letter so that you can talk to 

your parent/carer and decide together. If you have any 

more questions about the research, ask your parent/carer 

and I can let you know the answer.  

  

Thank you for taking the time to read this.  

  

Sarah 

 

 
 

 

 

 

Why have I been invited? 
You have been invited to take part because you are 11-18 years old, attend a mainstream school or 
college and live with a chronic health condition.  
 
What is the project about? 
This project tries to give you the space to reflect on your experiences of going to school or college as 
a young person with a chronic health condition. I think it is important that people hear about your 
experiences from you and not adults around you (like your parent or teacher) and that you are given 
a fun creative way to express them. I want to share the research with the adults who work with 
young people with chronic health conditions to try to help them have a better understanding of 
what life might be like for them. I hope that this will help them to think about how they might 
support other young people in the future. 
 
What would I have to do? 
There are three parts of the project: the creative project, check-in and an online video interview. 
 
During the creative project, you will be asked to think about a way to express what attending school 
or college whilst managing a chronic health condition is like for you. The project is set up so that you 
can be as inventive as you like. Your creative project could include artwork, photography, 
PowerPoint, creative writing, animation, or anything else that you can think of. It might show what 
ȅƻǳ ŜƴƧƻȅ ŀōƻǳǘ ǎŎƘƻƻƭΣ ǿƘŀǘ ƛǎ ŘƛŦŦƛŎǳƭǘΣ ǿƘŀǘ ƘŜƭǇǎ ȅƻǳΣ ǿƘŀǘ ŘƻŜǎƴΩǘ ŀƴŘ ǿƘŀǘ ȅƻǳ ǿƻǳƭŘ ƭƛƪŜ ŦǊƻƳ 
your education in the future. You might also think of other things to include. I can help you to think 
about what you might like to do if you get stuck. 
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You will complete this project at home, and you can choose when and how you want to do it. I will 
make sure you have everything you need to do it. You can tell me how long you think you will need 
to do yƻǳǊ ǇǊƻƧŜŎǘΣ ōǳǘ L ŘƻƴΩǘ ǘƘƛƴƪ ƛǘ ǿƻǳƭŘ ǘŀƪŜ ƳƻǊŜ ǘƘŀƴ о ǿŜŜƪǎΦ While you are doing the 
project, I will organise a time to video call ƻƴ ΨƎƻƻƎƭŜ-ƳŜŜǘΩ to check-in with you and see how things 
are going. 
 
Once you have completed your creative project you can decide what parts of it you might like to 
share with me. You might decide to share it all, some, or none of your work, which is all ok.   
 
After you have done the project, you will be asked to take part in a video interview with me on 
ΨƎƻƻƎƭŜ ƳŜŜǘΩΦ You can decide whether you want your parent/carer to join us in the interview or just 
be around in the house in case you need them. If you have chosen to share your creative project, we 
will talk about it and discuss what it means to you. If you choose not to share your creative project, 
you can just use the creative project as a chance to think about what matters to you. We can then 
Ƨǳǎǘ ǘŀƭƪ ƛƴ ǘƘŜ ƛƴǘŜǊǾƛŜǿ ŀƴŘ ǿŜ ŘƻƴΩǘ ƴŜŜŘ ǘƻ ƭƻƻƪ ŀǘ ȅƻǳǊ ŎǊŜŀǘƛǾŜ ǇǊƻƧŜŎǘ if you would prefer not 
to. 
 
I will audio record the interview (just the sound) and use this to write down what we both said. After 
I have looked at what was said and written up the research, I will video call you to check that you 
agree with my ideas about your experiences. Should you feel unwell or tired at any point we can 
wait to do any of the activities until you feel better. 
 
What are the possible advantages and disadvantages of taking part?  
This project has been designed so that you have a say in what you do and how you represent your 
experiences. Taking part should also be fun! It also gives you a chance to share your experiences and 
to contribute to a research project that is trying to give adults a better idea about the school lives of 
young people with chronic health conditions.  
  
I do not think that there will be any serious disadvantages for you if you take part in the research but 
sometimes reflecting on our lives, especially if there have been challenges, can make us feel upset. If 
at any point throughout the project you feel upset, I will be available to talk to you or I can give you 
and your parent/carer ways to get in touch with other people who can help. If you find the creative 
project upsetting you can stop at any time and you do not have to explain to anyone about why you 
chose to do this. If you find any questions in the interview difficult or upsetting you do not have to 
answer and you can choose to stop the interview, skip the question, or take a break until you are 
ready. 
  
You should only take part if you think you will enjoy and benefit from the project. 
 
What will happen to the interview recording and my creative project if I choose to share it? 
The recording of the interview will only be used for me to remember what was said and write it 
down. No one else will hear this recording. Anything you choose to share from your creative project 
might be used in the write up of the research but will not be used anywhere else without your 
written permission. 
  
I will make sure that no one knows that you are taking part in the project unless you choose to tell 
them. I will ask you to decide on a fake name that I can use in the research instead of your real 
name. I will also ask you to think of one for any important people or places you talk about. Anything 
you share from your creative project that shows anything that could identify you (like the hospital 
you attend) will also be covered up so that there is nothing used in the research which would 
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identify you. I will keep the information you give me in a safe online space that no one else can get 
to without a password. After three years I will delete the information. 
 
What if something goes wrong?  
If you or your parent/carer are concerned or worried that something has gone wrong, you or your 
parent/carer can get in touch with the researcher or Dr Lorraine Campbell, the project supervisor. 
  

 

Researcher/Trainee Educational Psychologist 
Sarah Lakeman  
School of Education Edgar Allen House,  241 Glossop Rd, Sheffield, S10 
2GW 
slakeman1@sheffield.ac.uk  
07879113440 

 

 Project Supervisor: 
Dr Lorraine Campbell 
l.n.campbell@Sheffield.ac.uk 
0114 222 8107 
School of Education Edgar Allen House, 241 Glossop Rd, Sheffield, S10 
2GW 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
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Appendix 6: Parent Information Sheet 

  
 

Exploring young people's experiences of living with a chronic health condition while attending a 
mainstream education setting: an Interpretive Phenomenological Analysis study. 

 
 
Your child is being invited to take part in a research project. Before you decide whether they should 

participate, it is important for you to understand why the research is being done and what it will 
involve. Please take time to read the following information carefully. Please contact me if you have 

any questions or would like any further information. Thank you for reading this. 
  
The purpose and aims of the study. 
 
This research project seeks to explore how young people aged 11-18 years with a chronic health 
ŎƻƴŘƛǘƛƻƴ όƘŜǊŜōȅ ƪƴƻǿƴ ŀǎ /I/Ωǎύ ŜȄǇŜǊƛŜƴŎŜ Ƴŀƛƴǎtream school or college. Working in partnership 
with young people, the project aims to provide a space in which young people with CHC can use 
creative approaches to reflect on and share their experiences. It is hoped that by hearing directly 
from young people with CHC about their experiences the professionals who work with them will 
have a better understanding of what life might be like for them at school, so they can consider how 
they might support young people with CHC at school in the future. 
  
The research is being carried out by Sarah Lakeman, who is a 2nd-year trainee educational 
psychologist. The research is being completed as part of the Doctor of Educational and Child 
Psychology (DEdCPsy). 
  
Why have I been chosen? 
 
Your child has been invited to take part as they are aged 11-18 years, attend a mainstream school or 
college and live with a chronic health condition.  
  
What would my child have to do?  
 
!ƴ ƛƴƛǘƛŀƭ ǾƛŘŜƻ Ŏŀƭƭ ǳǎƛƴƎ ǘƘŜ ǾƛŘŜƻ ŎŀƭƭƛƴƎ ǇƭŀǘŦƻǊƳ ΨƎƻƻƎƭŜ ƳŜŜǘΩ ǿƛƭƭ ōŜ ƻǊƎŀƴƛǎŜŘ ǘƻ ŀƭƭƻǿ you and 
your child to discuss the project further with the researcher. Support will be provided in setting up 
the video calling technology if required. 
  
During this video call, the researcher will explain the three parts of the project: the creative project, 
check-in, and the video interview. 
 
The creative project is designed so that your child can use creative arts to express what attending 
school or college whilst managing their CHC is like for them. The project is flexible and an 
opportunity for your child to be as inventive as they like. Projects could include artwork, 
photography, powerpoints, creative writing or animation amongst others. The researcher will 
support your child in deciding how they will carry out the creative project and provide all of the 
materials or equipment they need.  
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The researcher will organise a video call check-in to discuss how your child is doing during the 
project. 
 
Once the creative project has been completed your child can decide which of the materials they 
created (if any) they would like to share with the researcher via a password protected google drive 
όƻǊ ǘƘǊƻǳƎƘ ǘƘŜ Ǉƻǎǘ ƛŦ ȅƻǳ ŎŀƴΩǘ ŀŎŎŜǎǎ ǘƘƛǎύΦ ¢ƻ ŜƴǎǳǊŜ ǘƘŀǘ ȅƻǳǊ ŎƘƛƭŘΩǎ ƛŘŜƴǘƛǘȅ ƛǎ ŀƴƻƴȅƳƛǎŜŘ ǘƘŜ 
researcher will support your child to cover any identifiable people or places in their creative work.  
 
Your child will then be asked to take part in a 1:1 video interview ƻƴ ΨƎƻƻƎƭŜ ƳŜŜǘΩΦ It is expected 
that a parent/carer will be accessible throughout the interview to provide support should it be 
required. The interview will start by the researcher asking your child about the creative materials 
they have chosen to share (if any) and what they mean to them. The researcher will then ask your 
child some questions about their experiences in school.  
 
The video interview will be audio-recorded, and the researcher will use this to make a transcription 
of what was said. The researcher will look at the information to see if there any themes in your 
ŎƘƛƭŘΩǎ ŘŜǎŎǊƛǇǘƛƻƴ ƻŦ ǘƘŜƛǊ ŜȄǇŜǊƛŜƴŎŜǎΦ ¢ƘŜ ǊŜǎŜŀǊŎƘŜǊ ǿƛƭƭ ŎƻƴǘŀŎǘ ȅƻǳ ƻƴŎŜ ǘƘe data has been 
analysed (likely to be around November 2020) to check with your child that they agree with the 
ǊŜǎŜŀǊŎƘŜǊΩǎ ƛŘŜŀǎ ŀōƻǳǘ ǘƘŜƛǊ ŜȄǇŜǊƛŜƴŎŜǎΦ 
 
Should your child be unwell or tired at any point all research activities can be rescheduled as 
required. 
 
What are the possible advantages and disadvantages of taking part?  
 
The research has been designed to be fun and led by your child. It will be a chance for your child to 
share their experiences and to contribute to a research project that aims to provide professionals 
with greater insight about the school lives of young people with CHC.  
 
Participating in the research is not felt to have any serious disadvantages or risks. However, 
sometimes reflecting on our lives can be distressing. You will be provided with contact details for 
both the researcher and a range of external organisations who can provide support in the event that 
your child becomes distressed. The interview will be in a supportive space: meaning that your child 
can take time out, skip questions that feel uncomfortable or stop the interview whenever they wish.  
 
Your child should only take part if they think they will enjoy and benefit from the project. 
 
What will happen to the data collected? 
 
The audio recording of the interview will only be used for transcription and no one outside the 
project will be allowed access to the original recordings. The materials your child makes in a creative 
project and chooses to share may be used in the write up of the research if it is thought they will be 
useful, but no other use will be made of them without your written permission and no one outside 
the project will be allowed access to them. The interview recording, transcriptions and creative 
materials will be saved securely on a password protected google drive.  This data will be stored for a 
maximum of three years after the completion of the research (predicted to be June 2024) and then 
all data will be destroyed. 
 
Iƻǿ ǿƛƭƭ Ƴȅ ŎƘƛƭŘΩǎ ŎƻƴŦƛŘŜƴǘƛŀƭƛǘȅ ōŜ ƳŀƛƴǘŀƛƴŜŘΚ 
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¸ƻǳǊ ŎƘƛƭŘΩǎ ǇŀǊǘƛŎƛǇŀǘƛƻƴ ƛƴ ǘƘŜ ǇǊƻƧŜŎǘ ǿƛƭƭ ōŜ ƪŜǇǘ ǎǘǊƛŎǘƭȅ ŎƻƴŦƛŘŜƴǘƛŀƭΦ ¢ƘŜ ǊŜǎŜŀǊŎƘŜǊ ǿƛƭƭ ŀǎƪ ȅƻǳǊ 
child to decide on a pseudonym and your name and or any other identifying details about you, your 
school/college, or any medical institutions you attend will not be used. Any visual materials used in 
the research will also be anonymised so they cannot be identified.  
  
All data (the interview recording, the written version of the interview (the script) and any visual 
materials made during the creative project) will be kept securely on a password protected google 
drive only accessible by the researcher and supervisor.  
  
Does my child have to take part? 
 
No, Participation is entirely voluntary. Also, if you and your child change your mind about taking part 
during the research, they can withdraw by contacting the researcher. You will not need to provide 
any explanation about withdrawing. You or your child can withdraw at any point until the 
information from the interview has been transcribed and anonymised (likely to be December 2020). 
  
What if something goes wrong?  
 
If you or your parent/carer are concerned or worried that something has gone wrong, please contact 
the researcher or Dr Lorraine Campbell, the project supervisor. You can find these contact details at 
the end of this document.  
  
Who has ethically reviewed the project?  
 
¢Ƙƛǎ ǇǊƻƧŜŎǘ Ƙŀǎ ōŜŜƴ ŜǘƘƛŎŀƭƭȅ ŀǇǇǊƻǾŜŘ Ǿƛŀ {ƘŜŦŦƛŜƭŘ ¦ƴƛǾŜǊǎƛǘȅΩǎ {ŎƘƻƻƭ ƻŦ 9ŘǳŎŀǘƛƻƴ ŜǘƘƛŎŀƭ ǊŜǾƛŜǿ 
ǇǊƻŎŜŘǳǊŜΦ ¢ƘŜ ¦ƴƛǾŜǊǎƛǘȅΩǎ wŜǎŜŀǊŎƘ 9ǘƘƛŎǎ /ƻƳƳƛǘǘŜŜ ƳƻƴƛǘƻǊǎ ǘƘŜ ŀǇǇƭƛcation and delivery of the 
¦ƴƛǾŜǊǎƛǘȅΩǎ 9ǘƘƛŎǎ wŜǾƛŜǿ tǊƻŎŜŘǳǊŜ ŀŎǊƻǎǎ ǘƘŜ ¦ƴƛǾŜǊǎƛǘȅΦ 
  
  

Thank you for your time. 
 
 

 

Researcher/Trainee Educational Psychologist 
Sarah Lakeman  
School of Education Edgar Allen House,  241 Glossop Rd, Sheffield, S10 2GW 
slakeman1@sheffield.ac.uk  
07879113440 

 

 Project Supervisor: 
Dr Lorraine Campbell 
l.n.campbell@Sheffield.ac.uk 
0114 222 8107 
School of Education Edgar Allen House, 241 Glossop Rd, Sheffield, S10 2GW 

 

 

 
 
 
 
 

https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
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Appendix 7: Hard Copy of Gorilla Consent Form  
 

 

 

Exploring young people's experiences of living with a chronic health condition while attending a 

mainstream education setting: An Interpretive Phenomenological Analysis study. 

 

 

Please tick the appropriate boxes Yes No 

I have read and understood the project information sheet dated 11.06.2020 or the 
ǇǊƻƧŜŎǘ Ƙŀǎ ōŜŜƴ Ŧǳƭƭȅ ŜȄǇƭŀƛƴŜŘ ǘƻ ƳŜΦ  LŦ ȅƻǳ ŀƴǎǿŜǊ ΨƴƻΩ ǘƻ ǘƘƛǎ ǉǳŜǎǘƛƻƴ ǇƭŜŀǎŜ Řƻ 
not proceed with this consent form until you are fully aware of what your 
participation in the project will mean. 

 

      

 

      

I have been given the opportunity to ask questions about the project.   

I agree that my child can take part in the project.  I understand that taking part in the 
project will include completing a creative project and taking part in an online 
interview that will be audio recorded. 

 

       

 

I understand that taking part is voluntary and that my child can withdraw from the 
study before December 2020; I do not have to give any reasons for why my child no 
longer wants to take part and there will be no adverse consequences if I choose to 
withdraw. 

 

     

 

L ǳƴŘŜǊǎǘŀƴŘ ƳƛƴŜ ŀƴŘ Ƴȅ ŎƘƛƭŘΩǎ personal details such as name, phone number, 
address and email address etc. will not be revealed to people outside the project. 

  

L ǳƴŘŜǊǎǘŀƴŘ ŀƴŘ ŀƎǊŜŜ ǘƘŀǘ Ƴȅ ŎƘƛƭŘΩǎ ǿƻǊŘǎ Ƴŀȅ ōŜ ǉǳƻǘŜŘ ƛƴ ǇǳōƭƛŎŀǘƛƻƴǎΣ ǊŜǇƻǊǘǎΣ 
web pages, and other research outputs. I understand that my child will not be named 
in these outputs unless I specifically request this. 

  

I understand and agree that the materials created by my child as part of the creative 
project may be used in publications, reports, web pages and other research outputs. I 
understand that my child will not be named in these outputs unless I specifically 
request this. 
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I understand and agree that other authorised researchers will have access to this data 
only if they agree to preserve the confidentiality of the information as requested in 
this form. 

 

    

 

I understand and agree that other ŀǳǘƘƻǊƛǎŜŘ ǊŜǎŜŀǊŎƘŜǊǎ Ƴŀȅ ǳǎŜ Ƴȅ ŎƘƛƭŘΩǎ Řŀǘŀ ƛƴ 
publications, reports, web pages, and other research outputs, only if they agree to 
preserve the confidentiality of the information as requested in this form. 

 

   

 

I agree to assign the copyright I hold in any materials generated as part of this project 
to The University of Sheffield. 

 

      

 

      

 

Participant 

(Your child) 

Please print name here: Date: 

Parent/Legal  

Guardian  

Please Print here: 

Please sign here: 

Date: 

Researcher  Please Print here: 

Please sign here: 

Date:  
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Participant consent form 

Please tick the yes or no box to answer each question 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Yes    
 

No    
 

Yes    
 

No    
 

Yes    
 

No    
 

Yes    
 

No    
 

Yes    
 

No    
 

Yes    
 

No    
 

Yes    
 

No    
 

I have read and understood the project information 

sheet dated and the project has been fully explained 

to me. 

 

I have had the chance to ask questions about the 

project. 

 

I understand that taking part in the project will mean that 

I will take part in a creative project at home and an 

interview online.  

 

 
I understand that the interview will be audio (voice only) 

recorded, and that bits of what I say may be used within 

the research. This means that people who read it would 

be able to see it but it would always have your fake 

name on it, not your real name. 

 

 
I understand that if I agree to share the work that I make 

in the creative project, it may be used and shown in the 

final write up of this project. This means that people who 

read it would be able to see it but it would always have 

your fake name on it, not your real name. 

 

I understand that I can choose if I want to share a copy of 

my creative project. I can choose to share all, some or 

none of it. 

 

 I understand that I do not have to take part in the study. I 

know that during the research, I am free to stop at any 

time, for any reason and I do not have to explain why. 
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Yes    
 

No    
 

Yes    
 

No    
 

Name of participant Signature of participant  Date 

   

Name of Researcher Signature of researcher Date 

   

I understand that my real name will not be used, and 

instead, I will be given a fake name so that no one will know 

that it is me. 

 

 

I agree to take part in the project 
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Appendix 8: Participant Visual Project guide 
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Appendix 9:  Reflections about Participants taken from Research Diary. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Samuel: 

Throughout my discussions with Samuel, I noted that he appeared to be an articulate, confident, and capable 

young person. He was clear what he wanted to do for the creative project and completed it quickly. Samuel 

created an animation (Appendix 18) which described the impact of external professionals and government 

organisations on the management of ƛƴŘƛǾƛŘǳŀƭΩǎ ƘŜŀƭǘƘ ǿƛǘƘƛƴ ǎŎƘƻƻƭΦ {ŀƳǳŜƭ ǿŀǎ ŘŜŜǇƭȅ ǇŀǎǎƛƻƴŀǘŜ ŀōƻǳǘ this, 

and he clearly ŦŜƭǘ ǘƘŀǘ ǘƘƛǎ ΨƛƴǾƻƭǾŜƳŜƴǘΩ ǿŀǎ ǳƴƴŜŎŜǎǎŀǊȅ ŀƴŘ ǳƴƘŜƭǇŦǳƭ. It was very apparent that this was 

{ŀƳǳŜƭΩǎ ŦƻŎǳǎ ŀƴŘ ǘƘŜ Ƴŀƛƴ ΨƳŜǎǎŀƎŜΩ ƘŜ ǿŀƴǘŜŘ ǘƻ ƎŜǘ ŀŎǊƻǎǎ ǘƻ ƳŜ ƛn his interview. It was only through more 

targeted questioning that Samuel was willing to explore other areas of his experiences of school. 

Samuel appeared to be keen to discuss his achievements in both school and extracurricular activities. He did not 

conǎƛŘŜǊ Ƙƛǎ ¢м5 ǘƻ ƛƳǇŀŎǘ ǘƘŜǎŜ ŀƴŘ ǿƛǎƘŜŘ ǘƻ ŘƛǎŎǳǎǎ ǘƘŜƳ ŀǎ ΨǎŜǇŀǊŀǘŜΩ ŦǊƻƳ Ƙƛǎ ŘƛŀōŜǘŜǎΦ ¢Ƙƛǎ ŘƛǎǘŀƴŎƛƴƎ 

between himself and his T1D ran through the interview and particularly when talking about his future. There 

were also frequent points throughout the interview in which Samuel expressed his annoyance over situations at 

ǎŎƘƻƻƭΦ CŜŜƭƛƴƎ ǘƘŀǘ Ƙƛǎ ǘƛƳŜ ΨǿŀǎǘŜŘΩ ǿƛǘƘ ŀŎǘƛǾƛǘƛŜǎ ŀǎǎƻŎƛŀǘŜŘ ǘƻ Ƙƛǎ ¢м5 ŀǇǇŜŀǊŜŘ ǘƻ ōŜ ŀ ǇŀǊǘƛŎǳƭŀǊƭȅ 

frustrating for him. 

Samuel did not request his visual theme map when it was offered as part of the member checks. 

 

Autumn:  

When I initially spoke with Autumn, she was very keen to create a stop-frame animation using air dry clay and 

she described to me some of the scenarios she would like to represent e.g., working with supply teachers. 

However, at subsequent check-ƛƴΩǎ !ǳǘǳƳƴΩǎ ǇŀǊŜƴǘ ƛƴŦƻǊƳŜŘ ƳŜ ǘƘŀǘ ŀƭǘƘƻǳƎƘ !ǳǘǳƳƴ ƘŀŘ ǎǘŀǊǘŜŘΣ ǘƘŜ 

animation had beeƴ ΨƭƻǎǘΩ ƻƴ ǘƘŜ ŎƻƳǇǳǘŜǊ ǿƘƛŎƘ ŎŀǳǎŜŘ ƘŜǊ ǘƻ ōŜŎƻƳŜ ŦǊǳǎǘǊŀǘŜŘ ŀƴŘ ŘƛǎŜƴƎŀƎŜŘΦ !ǳǘǳƳƴ ǘƻƭŘ 

ƳŜ ǘƘŀǘ ǎƘŜ ƘŀŘ ƴƻǘ ΨƘŀŘ ǘƛƳŜΩ ōǳǘ ǿŀǎ ǎǘƛƭƭ ƪŜŜƴ ǘƻ ǘŀƭƪ ǿƛǘƘ ƳŜΦ  

Autumn appeared to be a confident, independent young person who was comfortable talking about her 

experiences and about her medical condition. She generally spoke positively about her relationships and 

described feeling empowered at school in managing her health condition. Throughout the interview there was a 

sense of acceptance of her health condition, however at the very end of the interview she still indicated that she 

ǿƛǎƘŜŘ ŦƻǊ ŀ άŎǳǊŜέΦ  !ǳǘǳƳƴ ƘŀŘ ŀ ƎƻƻŘ ǎŜƴǎŜ ƻŦ ƘǳƳƻǳǊ ǿƘƛŎƘ ǎƘŜ ŘŜƳƻƴǎǘǊŀǘŜŘ ŀǘ ǎŜǾŜǊŀƭ Ǉƻƛƴǘǎ ǿƘŜƴ 

talking about her experiences.  It was apparent that using humour was a helpful coping mechanism for Autumn. 

Autumn requested her visual theme map and commented, via her parent that she agreed that the content was 

reflective of her views.  
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Amber:  

I spoke with Amber online on one occasion prior to the interview, during the initial discussion about the project. 

We spoke together with her mother present in the room. Amber was happy to talk and was not reliant on her 

parent, she seemed keen and eager to take part. Amber explained that she enjoyed art and that the creative 

project had particularly attracted her to the project. Amber was confident in the creative task and explained that 

she had a clear idea what she wanted to represent in her paintings. She created two watercolours reflecting her 

experiences (Appendix 17).  

Amber explained to me that her health condition could at times impact on her speech intelligibility. This was also 

exacerbated using an online platform, in a way which may have not so challenging if interviews were conducted 

face to face. I was mindful of this throughout the interview, and built-in additional questions, checking my 

ǳƴŘŜǊǎǘŀƴŘƛƴƎ ƻŦ ǿƘŀǘ ƘŀŘ ōŜŜƴ ǎŀƛŘΦ !ǘ ǘƛƳŜǎΣ ǘƘƛǎ ŀŘŘƛǘƛƻƴŀƭ ΨŎƘŜŎƪƛƴƎ-ƛƴΩ ƛƴǘŜǊǊǳǇǘŜŘ ǘƘŜ Ŧƭƻǿ ƻŦ ǘƘŜ ƛƴterview, 

perhaps inhibiting fuller answers and descriptions. However, I felt it necessary to clarify what had been said. I 

ǘǊƛŜŘ ŀǎ ƳǳŎƘ ŀǎ ǇƻǎǎƛōƭŜ ǘƻ ǊŜǇŜŀǘ ōŀŎƪ ǘƻ !ƳōŜǊ ǳǎƛƴƎ ŘƛǊŜŎǘ ǉǳƻǘŜǎ ǘƻ ŀǾƻƛŘ ŀƴȅ ΨƭŜŀŘƛƴƎΩ ƻƴ Ƴȅ ǇŀǊǘΦ 

During the interview Amber chose to speak to me on her own, with her mother in the room next door. She 

explained that they both felt she would speak more freely without being concerned about upsetting her mother. 

Initially Amber appeared withdrawn at the start of the interview, answering questions with single word 

utterances. However, when she discussed her two pieces of artwork, she became more open and descriptive, 

ǿƘƛŎƘ ƭŀǊƎŜƭȅ ŎƻƴǘƛƴǳŜŘ ŦƻǊ ǘƘŜ ǊŜƳŀƛƴŘŜǊ ƻŦ ǘƘŜ ƛƴǘŜǊǾƛŜǿΦ  !ƳōŜǊΩǎ ŀǊǘǿƻǊƪ ŦƻŎǳǎŜŘ ƻƴ ǘǿƻ ŀǊŜŀǎΤ ǘƘŜ ƛƳǇŀŎǘ 

of fatigue and being separated from her friends at lunchtime. It was apparent that these two aspects were 

especially important, and they became key topics of discussion and arising at several throughout the interview. 

Towards the end of the interview Amber became upset when discussing the future and I asked her if she wished 

to stop. This was clearly an exceedingly difficult area for Amber to discuss and it did not feel appropriate to 

ŎƻƴǘƛƴǳŜΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ƛƴ ǘƘŜ ŎƻƴǘŜȄǘ ƻŦ ŀƴ ƻƴƭƛƴŜ ƛƴǘŜǊǾƛŜǿΦ !ƳōŜǊΩǎ ƳƻǘƘŜǊ ǊŜǘǳǊned to the room, and we 

discussed options available to support Amber together, following the distress protocol (Appendix 4). I then 

ŦƻƭƭƻǿŜŘ ǳǇ ǿƛǘƘ !ƳōŜǊΩǎ ƳƻǘƘŜǊ ƭŀǘŜǊ ǘƘŀǘ Řŀȅ ŀƴŘ ǿŀǎ ǊŜŀǎǎǳǊŜŘ ōȅ ƘŜǊ ƳƻǘƘŜǊ ǘƘŀǘ ǎƘŜ ǿŀǎ ƻƪΦ 

Amber did not request her visual theme map when it was offered as part of the member checks. 
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JJ: 

L ƛƴƛǘƛŀƭƭȅ ǎǇƻƪŜ ƻǾŜǊ ǘƘŜ ƻƴƭƛƴŜ ǇƭŀǘŦƻǊƳ ǿƛǘƘ WW ŀƴŘ Ƙƛǎ ŘŀŘΦ WWΩǎ ŘŀŘ ŜȄǇƭŀƛƴŜŘ ǘƻ ƳŜ ǘƘŀǘ WW ƘŀŘ ǎŜǾŜǊŀƭ 

additional diagnoses alongside his epilepsy; ASD, ADHD, dyslexia, and dyspraxia. Although JJ was willing to talk 

to me throughout the initial discussion he relied heavily on his parent for prompts and support to answer, so I 

needed to reframe questions, consider my language use, and allow for additional processing time. I had 

designed a visual project guide (Appendix 8) and visual interview map (Appendix 10) which I had sent to 

participants prior to our initial discussions. While no other participant used this, I found it was extremely 

helpful in guiding the discussion with JJ and enabled us to plan for him to complete a creative project using 

Lego in which he would build scenes about his experiences of school. 

I organised an online check-in with JJ two weeks later and his dad informed me that he had found the Lego 

models difficult to make and had been unable to finish these.  JJ was however happy to talk to me using the 

visual interview map as a guide, without completing the creative project. As the purpose for the creative 

project was to support the young people to process their ideas, I was happy to proceed with the interview 

without the project, as it had clearly not been helpful for JJ. 

JJ spoke to me without his parent, who waited in the room next door. At points throughout the interview JJ 

shouted questions through to them in the next room, but JJ showed no signs of being uncomfortable talking to 

me without them there. Using the structure of the visual interview map I attempted to engage JJ with the 

interview. He found it difficult to answer initially but this became easier when I was sharing my screen and we 

could not see each other. I found that JJ was able to talk more easily about experiences which involved 

concrete ideas e.g., the environment, trips, his teacher than those involving abstract concepts e.g., feelings or 

relationships, so I focused on these areas of the visual interview map initially. At several points JJ engaged in 

behaviours which I understood to be indications that he may wish to stop the interview (banging on the table, 

putting his head down, shouting answers), although he did not say so. I checked in and reminded JJ we could 

stop at any time. Eventually we agreed to stop the first interview and discussed options moving forward. We 

agreed that we would split the interview schedule into three shorter interviews, and I would provide a smaller 

visual interview map prior to each interview so JJ could be prepared about what we may discuss. Each map had 

a narrower focus of 1-2 questions from the interview schedule (Appendix 20). JJ and his dad felt it would work 

best if the interviews were close together and so these were set for daily over three days the following week.  

Even with this additional planning and adaptation the interviews with JJ were challenging at times, resulting in 

a transcript that was difficult to analyse. WWΩǎ ŀǘǘŜƴǘƛƻƴ ǿŀǎ ƭƛƳƛǘŜŘΣ ŀƴŘ ƘŜ ǎǘǊǳƎƎƭŜŘ ǘƻ ǊŜƳŀƛƴ ƻƴ ǘƻǇƛŎǎ ƻŦ 

conversation relating to the research, often preferring to talk about his specialist interests (sports). In one 

interview JJ struggled to engage as he was still dysregulated from an incident earlier in the day. I felt it 

important to spend time building a relationship with JJ and so did engage in discussions around non research 

topics and looked for opportunities to guide the conversation back to the interview schedule where possible. I 

ŦƻǳƴŘ L ƴŜŜŘŜŘ ǘƻ ōŜ ŎŀǊŜŦǳƭ ŀǊƻǳƴŘ Ƴȅ ǳǎŜ ƻŦ άƻǇŜƴ ŀƴŘ ŜȄǇŀƴǎƛǾŜέ ǉǳŜǎǘƛƻƴǎ ό{ƳƛǘƘ Ŝǘ ŀƭΦΣ нллфΥ рфύ ŀƴŘ 

found myself moving away from the interview schedule and asking more and closed questions in a way which I 

did not with other participants. JJ also tended to give short answers, lacking depth or answers which deviated 

quickly from the related point. I found that prompts and probes suggested in IPA to encourage expansion on 

descriptions did not work, and often resulted in JJ becoming frustrated, confused, or withdrawn.  
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Willow: 

Willow was articulate and keen and appeared extremely comfortable in sharing her experiences. She told me 

ǘƘŀǘ ǎƘŜ ŘƛŘ ƴƻǘ ǿŀƴǘ ǘƻ ŜƴƎŀƎŜ ƛƴ ŀ ŎǊŜŀǘƛǾŜ ǇǊƻƧŜŎǘΣ ƛƴǎǘŜŀŘ ǇǊŜŦŜǊǊƛƴƎ ǘƻ άƧǳǎǘ ǘŀƭƪέΦ We did briefly use the 

visual interview map at the start, but very quickly I realised that Willow had a noticeably clear idea of what she 

wished to talk about and did not need to rely on this. Willow spoke to me independently, but her parent was 

available in the background and gave input when Willow requested.  

There were some difficulties with the connection during the interview which at times interrupted the flow of 

some of Willows descriptions, but she was generally able to recount experiences in detail, with only minimal 

ǇǊƻƳǇǘƛƴƎ ŀƴŘ ǇǊƻōƛƴƎ ǊŜǉǳƛǊŜŘ ŦǊƻƳ ƳŜΦ ²ƛƭƭƻǿ ǿŀǎ ǇŀǊǘƛŎǳƭŀǊƭȅ ǊŜŦƭŜŎǘƛǾŜ ŀǊƻǳƴŘ ΨŦŜŜƭƛƴƎ ŘƛŦŦŜǊŜƴǘΩ ŀƴŘ ŀōƻǳǘ 

the impact of her health condition on her relationships. She also talked at length about the ways in which her 

physical symptoms and mobility impact on her throughout the school day.  

Willow requested her visual theme map as part of the member checking but did not provide any comments. 

 

 

 

JJ continued: 

spent quite some time considering how to ensure how that I gave JJ the right opportunities to share his 

experiences whilst remaining within the framework of IPA interviews. I questioned if this style of interview was 

the best way to engage JJ and wondered if he would find different approaches to obtaining his views easier e.g., 

questionnaire, scaling activities. I was also mindful throughout that JJ may be finding the process challenging and 

increased checks with him that he did still want to talk to me. 

strongly felt that as JJ was committed to taking part, I had a responsibility to find creative ways to attempt to 

hear his views. However, I feel that my attempts to work with JJ creatively were significantly impacted by both 

the time limitations of the research and by working online.  

JJ requested his visual theme map as part of the member checking but did not provide any comments. 
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Appendix 10: Visual Interview Schedule 
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Appendix 11: Pilot Participant Information Sheet 

 

Hello!  

  

My name is Sarah  and I am training to be an Educational Psychologist at 

the University of Sheffield. As part of my training I am carrying out 

some research about what going to school or college is like for young 

people with chronic health conditions.  

  

I would like to in vite you to take part in a pilot study for my research, 

but before you decide it is important that you know more about it. I have 

tried to answer any questions that you might have in this letter so that 

you can talk to your parent/carer and decide together . If you have any 

more questions about the research, ask your parent/carer and I can let 

you know the answer.  

  

Thank you for taking the time to read this.  Sarah 

 

 
 

 

 

 
Why have I been invited? 
You have been invited to take part in the pilot study because you are 11-18 years old, attend a 
mainstream school or college and live with a chronic health condition.  
 
What is the project about? 
This project tries to give you the space to reflect on your experiences of going to school or college as 
a young person with a chronic health condition. I think it is important that people hear about your 
experiences from you and not adults around you (like your parent or teacher) and that you are given 
a fun creative way to express them. I want to share the research with the adults who work with 
young people with chronic health conditions to try to help them have a better understanding of 
what life might be like for them. I hope that this will help them to think about how they might 
support other young people in the future. 
 
What would I have to do? 
There are two parts to the pilot study: a creative task and an online video interview. This will take 
ŀǇǇǊƻȄƛƳŀǘŜƭȅ м ƘƻǳǊ ŀƴŘ ǿƛƭƭ ǘŀƪŜ ǇƭŀŎŜ ƻƴƭƛƴŜ ǳǎƛƴƎ ΨƎƻƻƎƭŜ ƳŜŜǘΩΦ ¸ƻǳ Ŏŀƴ ŘŜŎƛŘŜ ǿƘŜǘƘŜǊ ȅƻǳ 
want your parent/carer to join us in the interview or just be around in the house in case you need 
them 
 
During the creative task, you will be asked to choose from a selection of creative tasks which are 
designed to help you express what attending school or college whilst managing a chronic health 
condition is like for you.   Once you have completed your creative project you can decide what parts 
of it you might like to share with me. You might decide to share it all, some or none of your work, 
which is all ok.   
 
After you have finished the creative task, you will be asked to take part in a video interview. We will 
talk about your creative project and discuss what it means to you. If you choose not to share your 
creative project, you can just use the creative project as a chance to think about what being at 
ǎŎƘƻƻƭ ƛǎ ƭƛƪŜ ŦƻǊ ȅƻǳΦ ²Ŝ Ŏŀƴ ǘƘŜƴ Ƨǳǎǘ ǘŀƭƪ ƛƴ ǘƘŜ ƛƴǘŜǊǾƛŜǿ ŀƴŘ ǿŜ ŘƻƴΩǘ ƴŜŜŘ ǘƻ ƭƻƻƪ ŀǘ ȅour 
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creative project if you would prefer not to. I will audio record the interview (just the sound) and use 
this to write down what we both said.  
 
The interview should take around 30 minutes. We might also talk about what doing the creative  
task and taking part in the interview was like for you and if there is a way we can make it easier for 
other young people to take part in. Should you feel unwell or tired at any point we can wait to do 
any of the activities until you feel better. 
 
What are the possible advantages and disadvantages of taking part?  
This project has been designed so that you have a say in what you do and how you represent your 
experiences. Taking part should also be fun! It also gives you a chance to share your experiences and 
to contribute to a research project that is trying to give adults a better idea about the school lives of 
young people with chronic health conditions.  
  
I don't think that there will be any serious disadvantages for you if you take part in the research but 
sometimes reflecting on our lives, especially if there have been challenges, can make us feel upset. If 
at any point throughout the project you feel upset I will be available to talk to you or I can give you 
and your parent/carer ways to get in touch with other people who can help. If you find the creative 
project upsetting you can stop at any time and you do not have to explain to anyone about why you 
chose to do this. If you find any questions in the interview difficult or upsetting you do not have to 
answer and you can choose to stop the interview, skip the question or take a break until you are 
ready. You should only take part if you think you will enjoy and benefit from the project. 
 
What will happen to the interview recording and my creative project if I choose to share it? 
The recording of the interview will only be used for me to remember what was said and write it 
down. No one else will hear this recording. Anything you choose to share from your creative task  
might be used in the write uǇ ƻŦ ǘƘŜ ǊŜǎŜŀǊŎƘ ōǳǘ ǿƻƴΩǘ ōŜ ǳǎŜŘ ŀƴȅǿƘŜǊŜ ŜƭǎŜ ǿƛǘƘƻǳǘ ȅƻǳǊ ǿǊƛǘǘŜƴ 
permission. 
  
I will make sure that no one knows that you are taking part in the project unless you choose to tell 
them. I will ask you to decide on a fake name that I can use in the research instead of your real 
name. I will also ask you to think of one for any important people or places you talk about. Anything 
you share from your creative project that shows anything that could identify you (like the hospital 
you attend) will also be covered up so that there is nothing used in the research which would 
identify you. I will keep the information you give me in a safe online space that no one else can get 
to without a password. After three years I will delete the information. 
 
What if something goes wrong?  
If you or your parent/carer are concerned or worried that something has gone wrong, you or your 
parent/carer can get in touch with the researcher or Dr Lorraine Campbell, the project supervisor. 
  

 

Researcher/Trainee Educational Psychologist 
Sarah Lakeman  School of Education Edgar Allen House,  241 Glossop Rd, Sheffield, 
S10 2GW slakeman1@sheffield.ac.uk  07879113440 

 

 Project Supervisor: 
Dr Lorraine Campbell 
l.n.campbell@Sheffield.ac.uk 
0114 222 8107 
School of Education Edgar Allen House, 241 Glossop Rd, Sheffield, S10 2GW 

https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
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Appendix 12: Pilot Parent/Carer Information Sheet. 

 

 
 

Exploring young people's experiences of living with a chronic health condition while attending a 
mainstream education setting: An Interpretive Phenomenological Analysis study. 

 
 

Your child is being invited to take part in a pilot study for a  research project. Before you decide 
whether they should participate, it is important for you to understand why the pilot study is being 
done and what it will involve. Please take time to read the following information carefully. Please 
contact me if you have any questions or would like any further information. Thank you for reading 

this. 
  
The purpose and aims of the study 
 
This research project seeks to explore how young people aged 11-18 years with a chronic health 
ŎƻƴŘƛǘƛƻƴ όƘŜǊŜōȅ ƪƴƻǿƴ ŀǎ /I/Ωǎύ ŜȄǇŜǊƛŜƴŎŜ ƳŀƛƴǎǘǊŜŀƳ ǎŎƘƻƻƭ ƻǊ ŎƻƭƭŜƎŜΦ ²ƻǊƪƛƴƎ ƛƴ ǇŀǊǘƴŜǊǎƘƛǇ 
with young people, the project aims to provide a space in which young people with CHC can use 
creative approaches to reflect on and share their experiences. It is hoped that by hearing directly 
from young people with CHC the professionals who work with them will have a better understanding 
of what life might be like for them at school, so they can consider how they might support young 
people with CHC at school in the future. 
  
The research is being carried out by Sarah Lakeman, who is a 2nd-year trainee educational 
psychologist. The research is being completed as part of the Doctorate of Educational and Child 
Psychology (DEdCPsy). 
  
Why have I been chosen? 
 
Your child has been invited to take part in the pilot study as they are aged 11-18 years, attend a 
mainstream school or college and live with a chronic health condition.  
  
What would my child have to do?  
 
There are two parts to the pilot study: a creative task and an online video interview. This will take 
ŀǇǇǊƻȄƛƳŀǘŜƭȅ м ƘƻǳǊ ŀƴŘ ǿƛƭƭ ǘŀƪŜ ǇƭŀŎŜ ƻƴƭƛƴŜ ǳǎƛƴƎ ΨƎƻƻƎƭŜ ƳŜŜǘΩΦ  It is expected that a 
parent/carer will be accessible throughout the task and interview to provide support should it be 
required.  
 
During the creative task, you will be asked to choose from a selection of creative tasks which are 
designed to help your child to express what attending school or college whilst managing a chronic 
health condition is like for them. The task will be completed online with the researcher.  Once the 
creative task has been completed your child can decide which of the materials they created (if any) 
they would like to share with the researcher via a password protected google drive (or through the 
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Ǉƻǎǘ ƛŦ ȅƻǳ ŎŀƴΩǘ ŀŎŎŜǎǎ ǘƘƛǎύΦ ¢ƻ ŜƴǎǳǊŜ ǘƘŀǘ ȅƻǳǊ ŎƘƛƭŘΩǎ ƛŘŜƴǘƛǘȅ ƛǎ ŀƴƻƴȅƳƛǎŜŘ ǘƘŜ ǊŜǎŜŀǊŎƘŜǊ ǿƛƭƭ 
support your child to cover any identifiable people or places in their creative work.  
 
After they have finished the creative task, they will be asked to take part in a video interview.  The 
interview will start by the researcher asking your child about the creative materials they have chosen 
to share (if any) and what they mean to them. The researcher will then ask your child some 
questions about their experiences in school.  
 
The interview will be audio recorded and the researcher will use this to make a transcription of what 
ǿŀǎ ǎŀƛŘΦ ¢ƘŜ ǊŜǎŜŀǊŎƘŜǊ ǿƛƭƭ ƭƻƻƪ ŀǘ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ǘƻ ǎŜŜ ƛŦ ǘƘŜǊŜ ŀǊŜ ŀƴȅ ǘƘŜƳŜǎ ƛƴ ȅƻǳǊ ŎƘƛƭŘΩǎ 
description of their experiences. The researcher will contact you once the data has been analysed 
όƭƛƪŜƭȅ ǘƻ ōŜ ŀǊƻǳƴŘ bƻǾŜƳōŜǊ нлнлύ ǘƻ ŎƘŜŎƪ ǿƛǘƘ ȅƻǳǊ ŎƘƛƭŘ ǘƘŀǘ ǘƘŜȅ ŀƎǊŜŜ ǿƛǘƘ ǘƘŜ ǊŜǎŜŀǊŎƘŜǊΩǎ 
ideas about their experiences. 
 
Should your child feel unwell or tired at any point we can wait to do any of the activities until they 
feel better. 
 
What are the possible advantages and disadvantages of taking part?  
 
The research has been designed to be fun and led by your child. It will be a chance for your child to 
share their experiences and to contribute to a research project that aims to provide professionals 
with greater insight about the school lives of young people with CHC.  
 
Participating in the research is not felt to have any serious disadvantages or risks. However, 
sometimes reflecting on our lives can be distressing. You will be provided with contact details for 
both the researcher and a range of external organisations who can provide support in the event that 
your child becomes distressed. The interview will be in a supportive space: meaning that your child 
can take time out, skip questions that feel uncomfortable or stop the interview whenever they wish.  
 
Your child should only take part if they think they will enjoy and benefit from the project. 
 
What will happen to the data collected? 
 
The audio recording of the interview will only be used for transcription and no one outside the 
project will be allowed access to the original recordings. The materials your child makes in a creative 
project and chooses to share may be used in the write up of the research if it is thought they will be 
useful but no other use will be made of them without your written permission and no one outside 
the project will be allowed access to them. The interview recording, transcriptions and creative 
materials will be saved securely on a password protected google drive.  This data will be stored for a 
maximum of three years after the completion of the research (predicted to be June 2024) and then 
all data will be destroyed. 
 
Iƻǿ ǿƛƭƭ Ƴȅ ŎƘƛƭŘΩǎ ŎƻƴŦƛŘŜƴǘƛŀƭƛǘȅ ōŜ ƳŀƛƴǘŀƛƴŜŘΚ 
 
YƻǳǊ ŎƘƛƭŘΩǎ ǇŀǊǘƛŎƛǇŀǘƛƻƴ ƛƴ ǘƘŜ ǇǊƻƧŜŎǘ ǿƛƭƭ ōŜ ƪŜǇǘ ǎǘǊƛŎǘƭȅ ŎƻƴŦƛŘŜƴǘƛŀƭΦ ¢ƘŜ ǊŜǎŜŀǊŎƘŜǊ ǿƛƭƭ ŀǎƪ ȅƻǳǊ 
child to decide on a pseudonym and your name and or any other identifying details about you, your 
school/college or any medical institutions you attend will not be used. Any visual materials used in 
the research will also be anonymised so they cannot be identified.  
  



197 
 

All data (the interview recording, the written version of the interview (the script) and any visual 
materials made during the creative project) will be kept securely on a password protected google 
drive only accessible by the researcher and supervisor.  
  
Does my child have to take part? 
 
No, Participation is entirely voluntary. If you and your child change your mind about taking part 
during the research they can withdraw by contacting the researcher. You will not need to provide 
any explanation about withdrawing. You or your child can withdraw at any point until the 
information from the interview has been transcribed and anonymised (likely to be December 2020). 
  
What if something goes wrong?  
 
If you or your parent/carer are concerned or worried that something has gone wrong, please contact 
the researcher or Dr Lorraine Campbell, the project supervisor. You can find these contact details at 
the end of this document.  
  
Who has ethically reviewed the project?  
 
¢Ƙƛǎ ǇǊƻƧŜŎǘ Ƙŀǎ ōŜŜƴ ŜǘƘƛŎŀƭƭȅ ŀǇǇǊƻǾŜŘ Ǿƛŀ {ƘŜŦŦƛŜƭŘ ¦ƴƛǾŜǊǎƛǘȅΩǎ {ŎƘƻƻƭ ƻŦ 9ŘǳŎŀǘƛƻƴ ŜǘƘƛŎŀƭ ǊŜǾƛŜǿ 
ǇǊƻŎŜŘǳǊŜΦ ¢ƘŜ ¦ƴƛǾŜǊǎƛǘȅΩǎ wŜǎŜŀǊŎƘ 9ǘƘƛŎǎ /ƻƳƳƛǘǘŜŜ ƳƻƴƛǘƻǊǎ ǘƘŜ ŀǇǇƭƛŎŀǘƛƻƴ ŀƴd delivery of the 
¦ƴƛǾŜǊǎƛǘȅΩǎ 9ǘƘƛŎǎ wŜǾƛŜǿ tǊƻŎŜŘǳǊŜ ŀŎǊƻǎǎ ǘƘŜ ¦ƴƛǾŜǊǎƛǘȅΦ 
  
  

Thank you for your time. 
 
 

 

Researcher/Trainee Educational Psychologist 
Sarah Lakeman  
School of Education Edgar Allen House,  241 Glossop Rd, Sheffield, S10 2GW 
slakeman1@sheffield.ac.uk  
07879113440 

 

 Project Supervisor: 
Dr Lorraine Campbell 
l.n.campbell@Sheffield.ac.uk 
0114 222 8107 
School of Education Edgar Allen House, 241 Glossop Rd, Sheffield, S10 2GW 

 

 
 
 
 
 
 
 
 
 
 
 

https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
https://www.google.com/maps/search/?api=1&query=53.380052,-1.482888
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Appendix 13: Pilot Hard Copy Consent Form 
 

 

 

Exploring young people's experiences of living with a chronic health condition while attending a 
mainstream education setting: An Interpretive Phenomenological Analysis study. 

Pilot project Consent Form 

 
 

Please tick the appropriate boxes Yes No 

I have read and understood the pilot project information sheet dated 11.06.2020 or 
ǘƘŜ ǇǊƻƧŜŎǘ Ƙŀǎ ōŜŜƴ Ŧǳƭƭȅ ŜȄǇƭŀƛƴŜŘ ǘƻ ƳŜΦ  LŦ ȅƻǳ ŀƴǎǿŜǊ ΨƴƻΩ ǘƻ ǘƘƛǎ ǉǳŜǎǘƛƻƴΣ ǇƭŜŀǎŜ 
do not proceed with this consent form until you are fully aware of what your 
participation in the project will mean. 

 
      

 
      

I have been given the opportunity to ask questions about the pilot project.   

I agree that my child can take part in the pilot project.  I understand that taking part in 
the pilot project will include taking part in an online interview that will be audio 
recorded. 

 
       

 

I understand that taking part is voluntary and that my child can withdraw from the 
pilot study before August 2020; I do not have to give any reasons for why my child no 
longer wants to take part and there will be no adverse consequences if I choose to 
withdraw. 

 
     

 

L ǳƴŘŜǊǎǘŀƴŘ ƳƛƴŜ ŀƴŘ Ƴȅ ŎƘƛƭŘΩǎ personal details such as name, phone number, 
address and email address etc. will not be revealed to people outside the pilot 
project. 

  

I agree to assign the copyright I hold in any materials generated as part of this project 
to The University of Sheffield. 

 
      

 
      

 
Participant 
(Your child) 

Please print name here: Date: 

Parent/Legal  
Guardian  

Please Print here: 
Please sign here: 

Date: 

Researcher  Please Print here: 
Please sign here: 

Date:  
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Appendix 14: Pilot Visual Theme Map 
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Appendix 15: Exemplar Participant Visual Theme Map: Willow. 
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