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Thesis Portfolio Abstract 

 

Purpose: The overall aim of this thesis portfolio is to add to a small, but increasing, 

body of research regarding young people with Inflammatory Bowel Disease (IBD). 

This focusses on establishing the psychosocial outcomes of cognitive behavioural 

based intervention for children and adolescents with IBD and investigating the lived 

experience of adolescents with IBD.  

Design: This project is presented as a portfolio which includes a brief introduction, 

followed by a systematic review of psychosocial outcomes of cognitive behavioural 

based psychological intervention for children and adolescents with IBD. A bridging 

chapter outlines the connection of this review to the qualitative paper on the lived 

experience of adolescents with IBD, which is presented in chapter three. Extended 

methodology of this empirical paper is offered and the portfolio is concluded with 

an overall discussion and critical evaluation.  

Results: A systematic review identified ten studies that reported on the 

psychosocial outcomes of cognitive behavioural based interventions for children 

and adolescents with IBD. This demonstrated a trend for improvements in 

depression, anxiety and general functioning for these young people. The empirical 

study used an Interpretative Phenomenological Analysis (IPA) to understand the 

lived experience of eight adolescents with IBD. This produced three superordinate 

themes: The Turning Point for Health, Resilience and Acceptance and Fragility of 

Health Position.  

Conclusion: The findings from the systematic review demonstrate the importance, 

and helpfulness, of psychological interventions for children and young people with 

IBD and support the need to integrate physical and mental health care. Further 
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research is necessary to establish whether cognitive behavioural elements are 

necessary for effective intervention in addition to the therapeutic relationship. The 

findings from the empirical paper provide an insight into the lived experience for 

adolescents with IBD and identifies clinical implications, such as the importance of 

those in the young person’s wider system having some understanding of IBD.  

Potential areas of future research are suggested.  
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Introduction to Thesis Portfolio 

 

 This thesis portfolio was completed as part of the researchers Doctorate in 

Clinical Psychology at the University of East Anglia. The work focuses on children 

and adolescents with Inflammatory Bowel Disease (IBD). IBD encompasses two 

conditions, Crohns Disease and Ulcerative Colitis. The disease has a remitting and 

relapsing course and common symptoms include abdominal pain, frequent 

diarrhoea, fatigue and delayed puberty (Greenley et al., 2010).  Peak age for onset 

is between 15 and 35 years of age (Bishop, Lemberg & Day, 2014) and it is 

suggested that the prevalence of IBD in children and young people has increased in 

recent years. Adolescents with IBD is an under researched area, with much study 

being targeted at an adult population. This thesis portfolio aims to improve this by 

researching the lived experience of adolescents with IBD and reviewing the 

psychosocial outcomes of cognitive behavioural based psychological interventions 

for children and adolescents with IBD. The portfolio consists of five chapters with 

the main body of work being presented within the systematic review (chapter one) 

and the empirical paper (chapter three).  

 

Chapter One: This chapter presents a systematic review using a narrative synthesis 

method. The aim of the review is to establish the psychosocial outcomes of 

cognitive behavioural based intervention for children and adolescents with IBD.  

 

Chapter Two: A concise bridging chapter outlines the link between the systematic 

review and empirical paper. In line with recent government initiatives, and the 
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changing priorities of the National Health Service, this chapter focuses on the 

importance of the integration of physical and mental health care.  

 

Chapter Three: The empirical study is presented. Due to a gap in the literature, the 

lived experience of adolescents with IBD was further explored through the use of 

semi-structured interviews. An Interpretative Phenomenological Analysis (IPA) 

was conducted to make sense of this data and nine subordinate themes were 

established under three overall superordinate themes.  

 

Chapter Four: This chapter presents an extended methodology which explores the 

analysis from the empirical paper in more detail and considers the theoretical 

underpinnings of IPA. 

 

Chapter Five: The discussion and critical evaluation chapter summaries the thesis 

portfolio content and discusses the findings in the wider context. Clinical 

implications are considered and personal reflection on the thesis process are 

offered.  
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Psychology 
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Abstract 

Objective: To conduct a systematic review that considers the psychosocial 

outcomes of cognitive behavioural informed interventions for children and 

adolescents with Inflammatory Bowel Disease (IBD).  

Methods: A comprehensive search of electronic databases was conducted to 

identify studies that used psychosocial outcomes to assess the effectiveness of a 

cognitive behavioural approach with children and adolescents with IBD. Outcomes 

reporting on anxiety, depression and general functioning were extracted. A risk of 

bias assessment was conducted and the quality of the evidence was assessed.  

Results: 9 studies were identified and a narrative synthesis framework was used to 

report the findings. The evidence suggests that children and adolescents with IBD 

experience a trend towards improvements in depression, anxiety and general 

functioning following cognitive behavioural informed psychological intervention. 

Conclusions: This review supports the use of psychological intervention in 

improving anxiety, depression and general functioning in adolescents with IBD.  

Features of interventions that appear to produce more positive outcomes (such as 

programme length) are explored. Recommendations for clinical practice, and 

further research, are discussed.  

 

Key words: Cognitive therapy; inflammatory bowel diseases; adolescent; child; 

systematic review.  
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Introduction 

Inflammatory Bowel Disease (IBD), encompassing Crohn’s Disease (CD) 

and Ulcerative Colitis (UC), is a remitting and relapsing disease that is 

characterised by abdominal pain, diarrhoea and fatigue (Greenley et al, 2010). Peak 

age for onset is in adolescence and young adulthood years (Bishop, Lemberg & 

Day, 2014) and it is suggested that adolescent patients with IBD are more likely to 

experience emotional and behavioural difficulties than healthy peers (Mackner, 

Sisson & Crandall, 2004; Greenley et al., 2010). This trend can also be found for 

young people with other long-term health conditions, such as diabetes and epilepsy 

(Lavigne & Gaier-Routman, 1992; LeBlanc, Goldsmith & Patel, 2003).  

 

 The role of psychological support in the context of having a long-term 

health condition is receiving increasing recognition. The No Health Without Mental 

Health (2011) cross government strategy highlights the importance of psychological 

support for individuals with long term health conditions. In addition, health-related 

quality of life for people with long term health conditions is part of the National 

Health Service (NHS) Outcome Framework Indicators (2018), and the importance 

of integrating physical and mental health is part of the NHS Five Year Forward 

View (2014). There is growing evidence that effective support for the psychological 

and mental health needs of people with long-term conditions can lead to 

improvements in both mental and physical health (Naylor et al., 2012). 

Psychological interventions in hospitals have been shown to reduce hospital stays 

by 2.5 days and reduce health costs per patient by 20% (Chiles et al., 1999). 

Specifically, cognitive behavioural therapy (CBT) based interventions have been 

shown to improve quality of life, coping skills and adjustment for adult, adolescent 
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and child patients with co-morbid mental health and long-term health conditions 

(Thompson et al., 2011 & Spurgeon et al., 2005).  

 

Research into the effectiveness of psychological interventions, such as CBT, 

for young people with chronic health conditions is promising. Review studies have 

shown CBT, or CBT-based intervention, has a positive effect on symptoms of 

depression and anxiety in young people with a range of chronic health conditions, 

such as diabetes, epilepsy, asthma and chronic pain (Bennett, Shafran, Coughtrey, 

Walker & Heyman, 2015; Kibby, Tyc & Mulhern, 1998; Palermo, Wilson, Peters, 

Lewandowski & Somhegyi 2009).  However, guidelines for evidence-based 

interventions for mental health difficulties in children and adolescents with chronic 

health problems are limited, and, given the higher rate of psychological difficulties 

in this population, this may mean that psychological needs are not being met.  

Limitations in the evidence base are illustrated in National Institute for Health and 

Care Excellence (NICE) guidelines for Crohn’s Disease (2016), which highlights 

that multidisciplinary support should be offered to patients to help them deal with 

disease and treatment concerns, such as body image and living with a chronic 

health problem, but little direction is offered about how this would be done.  

 

Research into the effectiveness of psychological interventions for patients 

with IBD has been the focus of a number of systematic reviews. Timmer et al. 

(2011) concluded that psychological therapy, including psychodynamic therapy, 

CBT, systemic therapy, brief therapy and supportive therapy, could not be 
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recommended due to inconclusive findings from the review, although it was 

acknowledged that an adolescent population may benefit from these interventions. 

Similar outcomes were observed in a review by McCombie, Mulder and Gearry 

(2013) who found that a skills based psychological intervention had a minimal 

effect on psychosocial outcomes. Tarricone et al. (2017) reported that one third of 

studies included in their review found psychological therapy, including 

mindfulness-based therapy, hypnotherapy, CBT, solution focussed therapy and 

other psychological interventions, to be effective in improving psychosocial 

outcomes. These review papers focus, primarily, on an adult population and, with 

the exception of Timmer et al. (2011), do not include a youth population.   

Increased understanding of the psychosocial outcomes of psychological 

intervention for children and adolescents with IBD will be of value to clinical teams 

to ensure a patient’s psychological needs are catered for as well as their physical 

needs.  As mentioned, previous reviews have considered the effectiveness of 

psychological interventions for patients with IBD (Timmer et al., 2011; Tarricone et 

al., 2017; McCombie et al., 2013) but, to date, the evidence into a child and 

adolescent population has not been reviewed.  Consequently, this systematic review 

will aim to establish the psychosocial outcomes of cognitive behavioural informed 

interventions for children and adolescents with IBD. Specifically, this review will 

answer the following question: 

 What are the psychosocial outcomes of cognitive behavioural informed 

interventions for children and adolescents with Inflammatory Bowel 

Disease (IBD)? 
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Methods 

Overview of methodological approach 

 To understand the psychosocial outcomes of cognitive behavioural informed 

interventions for children and adolescents with IBD, a systematic review was 

undertaken. The protocol for this review was listed on PROSPERO (the 

international prospective register of systematic reviews) in March 2018.  

Refinements were made to the protocol to focus on cognitive behavioural informed 

psychological interventions and a child and adolescent age range (under 19 years of 

age). These refinements allowed the review to reflect the age range seen within 

paediatric services within the NHS and mirror the World Health Organisation 

(WHO, 2018) definition of children. Furthermore, a focus on an evidence based 

psychological intervention, namely CBT, allowed for more clinically relevant 

conclusions. The Cochrane Handbook for Systematic Reviews of Interventions 

(2018) and Popay et al’s. (2006) guidance on narrative synthesis were consulted 

and utilised to provide a systematic and transparent approach to the synthesis of the 

included studies. The PRIMSA (Preferred Reporting Items for Systematic Reviews 

and Meta-Analyses) checklist can be found in Appendix B which pertains to the 

content of this review.  

 

Criteria for inclusion and exclusion 

Types of studies. All designs of study were included in this review due to 

the absence of a previous review and the limited amount of available research. 

Included studies were required to present empirical research which had been 

published in English in a peer review journal. Reviews, abstract only and 
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conference papers were excluded. Any papers that included duplicate data from 

another paper already included in the review were omitted.  

 

Types of participants. No minimum number of participants within a study 

was specified to ensure wide reaching inclusion of relevant research. Participants 

were children or adolescents, under the age of 19, who had a diagnosis of 

Inflammatory Bowel Disease, either Crohn’s Disease or Ulcerative Colitis. This 

wide-reaching age range is reflective of the age range presented in the included 

papers and mirrors the age of children seen within NHS paediatric services. In 

addition, a broad age range was necessary to ensure an appropriate number of 

papers were included in this review.  

 

Types of intervention. Any psychological intervention that demonstrated 

cognitive and behavioural approaches was included. The intervention content may 

include cognitive restructuring, exposure techniques, behavioural activation, IBD 

specific psycho-education. Studies with interventions that did not demonstrate 

elements of cognitive behavioural principles, such as hypnotherapy, psychotherapy 

and psychoanalysis, were excluded from the review.  Interventions could be 

individual, within a group or delivered to parent and young person dyads. These 

interventions could be delivered face to face or over the phone, to help increase 

access to the intervention.  

 

Types of outcome measures. Papers were screened for psychosocial 

outcomes measures that assessed mental health and general functioning. These 
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outcome measures could be self, parent or clinician report. Pain outcomes were 

explored in some papers however, after much discussion, it was decided that the 

inclusion of pain outcomes did not align with the mental health focussed outcomes 

of the current review and the evaluation of pain outcomes could be a review study 

in its own right. Furthermore, as pain was not included in the search criteria, we 

could not be sure that papers that did report on pain outcomes were included in the 

final papers. Therefore, studies that reported on pain outcomes, or physical 

symptoms, only were excluded from the review and these outcomes were not 

extracted from the included papers.  

 

Study Identification and Search Strategy 

Searches of electronic databases, namely PsychArticles, Cinahl Complete, 

Psychinfo and Medline Complete, were created and run individually in May 2018.  

Databases had been chosen based on the search strategy identified by similar 

reviews (Timmer et al., 2011; Tarricone et al., 2017). Searches were conducted in 

all text and were filtered for peer reviewed journals in English. No time frame was 

specified due to no previous review into children and adolescents with IBD being 

conducted. Search terms were categorised into 3 topic areas 1) Cognitive 

Behavioural Psychological Intervention, 2) Inflammatory Bowel Disease and 3) 

Child or Adolescent.   Medical Subject Headings (MeSH terms) were used for each 

topic area to ensure a wide-reaching search. Further details of search terms can be 

found in Appendix C. Any relevant reviews were scanned for additional articles 

that may be appropriate for the current review (the ancestry method), however, no 

additional articles were found during this process. Initial screening, based on 
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abstract and title, was conducted by the first author. A second screening of full text 

articles for inclusion was independently carried out by another author (JY). There 

was unanimous agreement between both authors on the final included articles.  

 

Data Extraction  

A data extraction form was developed which detailed the study 

characteristics. This included demographic information, details of intervention and 

recorded outcomes. Three domains of outcome were extracted to allow a focus on 

psychosocial outcomes of interventions. These were broadly identified as anxiety, 

depression and general functioning outcomes. Outcomes in included papers that 

reported on pain, perceived control and disease severity were not extracted for the 

purpose of this review.  

 

Assessment of Risk of Bias in included studies 

The Cochrane Collaboration Risk of Bias Tool was utilised to assess the risk 

of bias in the included studies (Higgins, Altman & Stern, 2011). This tool assesses 

six categories of bias: selection bias, performance bias, detection bias, attrition bias, 

reporting bias, and other bias. A slightly adapted version of the tool, as suggested 

by Lukens and Silverman (2014), was used to evaluate non-randomised studies that 

did not use a comparison group. The first author independently evaluated the risk 

for each study, with a second reviewer (RP) evaluating a third of included studies to 

substantiate quality. Any inconsistencies, although small, were discussed between 

both parties, original articles were consulted and agreement was established.  
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Methodological Quality Assessment  

The QualSyst tool (Kmet, Lee & Cook, 2004) was used by the first author to 

independently assess study quality. An example of this tool can be found in 

Appendix D.  This tool was developed to assess primary research from a variety of 

fields and, due to the high heterogeneity in the studies in this review, it was selected 

as an appropriate rating tool. Around a third of the included papers were reviewed 

by a second reviewer (KR) to substantiate quality.  High agreement was found 

between ratings and any discrepancies (although small) were discussed to agree a 

final summary score. Studies are rated on a number of areas such as, study design, 

blinding, selection bias, sample size, confounders, and given a summary score, a 

higher score indicating higher quality research.  

Data Synthesis 

 A narrative synthesis was undertaken to allow for a meaningful review of 

the current literature which comes from a small number of studies with 

considerable heterogeneity. This approach aims to provide clinically relevant and 

meaningful synthesis of the available data. Due to the small number of RCTs, and 

heterogeneity between studies in terms of study design, participants, intervention 

and outcome measures, a meta-analysis was not carried out.  

 

Results 

Outcome of Search Process  

 The initial search, in May 2018, identified 1938 articles. Once duplicates 

were removed (n= 17), 1921 titles were screened and, where the title indicated any 

relevance to the review question, the abstract was read. Of these, 1894 articles were 
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deemed not to reach inclusion criteria and the remaining 27 papers were read in 

full. Of the 27 full text articles, 13 papers were omitted, five were discussed in 

more detail with the last author and a joint conclusion was reached that they should 

also be omitted. One of these studies (Reigada et al. 2014), a case study with two 

participants, fitted the specified inclusion criteria, however, post hoc, it was decided 

that as the review found sufficient papers for a narrative synthesis, and the quality 

of this study was low, it would be omitted from the final review. A total of seven 

studies, and two follow up longitudinal studies, were deemed to fit the criteria of 

the review. PRISMA flowchart can be found in Figure 1 below.   

 

Figure 1.  Flowchart following PRISMA guidelines. Adapted from Moher, Liberati, 

Tetzlaff and Altam; The PRISMA Group (2009) 
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Study characteristics 

 In total, four Randomised Controlled Trials (RCTs) (Table 1), three non-

randomised studies (Table 2) and two longitudinal studies (Table 3) were selected 

for inclusion.  The non-randomised studies provided pre and post measures from 

the treatment group, with one study utilising a waiting list control group.  The total 

number of participants (excluding duplicated participants in longitudinal studies) 

was 525. Gender representation was fairly equal, with 54.2% female participants, 

and the average age of participants entering a trial was 14.3 years (with a range of 

8-18 years.) All but one of the studies were conducted in the United States of 

America (USA).  Three studies provided follow up data and two longitudinal 

studies were included that analysed longitudinal data from other studies included in 

this review.  
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Table 1. Characteristics of included randomised studies 

 Note. IMPACT III = Child report quality of life; CDI-C = Child Depression Inventory Child; CDI-P = Child Depression Inventory Parent; MASC = Multidimensional Anxiety 
Scale for Children; FDI = Functional Disability Inventory; IBD-SAS = IBD Specific Anxiety Scale; CDSR = Childs Depression Rating Scale; CGAS = Children’s Global 

Assessment Scale.                   * p <  .05; ** p < .01; *** p < .001  

Study 
identifier, 
year, 
Country 

n Age range 
(mean) 

% female Intervention 
(duration) 

Study Design  Comparator Group Measures Outcomes Quality 
rating 

Levy et al. 
2016 
 
USA 

185 8-17  
(13.5) 

47% Social Learning and 
Cognitive Behavioural 
Therapy  
(3 sessions) 

RCT and follow 
up data 
 
Baseline 
1-week post 
treatment 
3, 6- and 12-
month post 
treatment 

Education Support 
Comparison 
Condition 
(3 sessions) 

IMPACT-III 
 
 
 
CDI-C 
 
 
 
MASC 
 
FDI 

Significant improvement for IBD quality of 
life in both groups. Significant for treatment 
group at one-week post treatment. * 
 
Less depression in both conditions but not 
significant  
 
No significant change in anxiety in both 
conditions 
 
No Significant difference for FDI in both 
conditions 

.96 

Reigada et al. 
2015 
 
USA 

22 9-17  
(13.2) 

59% Treatment of Anxiety 
and Physical 
Symptoms related to 
IBD (TAPS + IBD) 
(15 sessions) 

RCT and follow 
up 
 
Pre 
Post 
3 months post 

Supportive Non-
Directive Therapy 

IBD-SAS Significant differences in both groups at both 
time points. Greater reduction in treatment 
group * 

.88 

Szigethy et al. 
2014 
 
USA 

217 9-17 
(14.3) 

51% Primary and 
Secondary Control 
Enhancement Training 
– Physical Illness 
(PASCET-PI) 
(12 sessions + 4 
optional + 3 parent 
sessions) 

RCT 
 
Pre 
Post 
 

Supportive Non-
Directive Therapy 

CDSR 
 
 
 
 
IMPACT-III 
 
CGAS 

Significant reduction in CDSR-R but no 
significant differences between groups. 
 
 
IMPACT-III and CGAS improved for both 
group with no significant difference.  
 

.96 

Szigethy et al.  
2007 
 
USA 

41 11-17 
(14.9) 

51% PASCET-PI 
(12 sessions + 4 
optional + 3 parent 
sessions) 

RCT 
 
Pre 
Post 

Treatment As Usual 
(TAU) 

CDI-C and CDI-
P 
 
CGAS 

Significant improvement in CDI-CP scores  
in treatment group** 
Significant improvement in CGAS scores in 
treatment group.** 

.88 
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Table 2. Characteristics of included non-randomised studies  

 

Note. SCARED = Self Report for Childhood Anxiety Related Disorders; IBD-SAS = IBD Specific Anxiety Scale; CDI-C = Child Depression Inventory Child; CDI-P = Child 

Depression Inventory Parent; CGAS = Children’s Global Assessment Scale. 

 * p <  .05; ** p < .01; *** p < .001  

Study identifier, 
year 

n Age range 
(mean) 

% 
female 

Intervention 
(duration) 

Study Design Control 
Group 

Measures Outcome Quality 
Rating 

Reigada et al. 
2013 
 
USA 

9 11-17 
(13.8) 

56% TAPS + IBD 
(15 sessions) 

Single group, pre-
post  

None SCARED 
 
IBD-SAS 
 
 

Some improvement in anxiety symptoms 
however this finding was not significant.   

.70 

Szigethy et al. 
2004 
 
USA 

11 12-17 
(14.8) 

63% PASCET-PI 
(12 sessions 
+ 4 optional 
+ 3 parent 
sessions) 

Single group, pre-
post 

None CDI-C 
 
CDI-P 
 
CGAS 
 
Social adjustment scale-self 
report 

Significant reduction in depression 
symptoms (CDI-C*** & CDI-P**).  
 
 
Significant improvement in CGAS scores 
*** 
 
Significant improvement on social 
adjustment scale. ** 

.87 

Grootenhuis et al. 
2009 
 
Netherlands 

40 12-18 
(15.6) 

53%  OK Program 
(6 sessions) 

Independent 
groups, pre -post 
and 6m follow up 

Waiting list 
control 
group 

State-trait inventory for 
children 
 
 
Dutch Quality of life 
questionnaire 

No significant effect on anxiety levels in 
either group 
 
No significant change in overall quality of 
life scores in either group. 
Significant difference between pre and post 
scores in the treatment group on a body 
image sub scale of the quality of life measure 
* 

.70 
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Table 3. Characteristics of included longitudinal studies 

 

 

Note. CDI-C = Child Depression Inventory Child; CDI-P = Child Depression Inventory Parent; CGAS = Children’s Global Assessment Scale;  

* p <  .05; ** p < .01; *** p < .001  

Study identifier, 
year 

n Age range 
(mean) 

% female Intervention 
(duration) 

Study Design Comparator 
Group 

Measures Outcome Quality  
Rating 

Thompson et al. 
2012 
 
USA 

41 11-17 
(14.9) 

51% PASCET-PI 
(12 sessions + 4 
optional + 3 parent 
sessions) 

Longitudinal 
follow up data from 
Szigethy et al. 
2007.  

TAU CDI-C 
CDI-P 
 
 
CGAS 

Improvement in depression in treatment 
group compared to TAU. 
 
 
CGAS scores significantly improved at 
nine-month follow up in treatment group. 
*  
 
 

.84 

Szigethy et al. 
2006 
 
USA 

11 12-17 
(14.8) 

63% PASCET-PI 
(12 sessions + 4 
optional + 3 parent 
sessions) 

Longitudinal 
follow up data from 
Szigethy et al. 
2004. 

None CDI-C 
 
CDI-P 
 
CGAS  
 
Social adjustment 
scale-self report 

Improvements in all measures were 
maintained at 12-month follow up for 
treatment group, CDI-C***, CDI-P*, 
CGAS***, CSTAS***.  
 
 
 
Not reported in paper 

.83 
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Types of Intervention 

Each included study utilised a CBT or CBT-informed intervention. Four 

different types of intervention were being evaluated. All interventions were 

identified as CBT or CBT-informed by the authors and this was evidenced in the 

descriptions of the programmes content, such as the use of cognitive approaches 

e.g. cognitive restructuring, relaxation strategies and homework tasks. Details of the 

interventions are outlined below.  

 

Social Learning and Cognitive Behavioural Therapy (SLCBT; Levy et 

al. 2016). A three-session programme for parents and the young person which 

encourages participants to think about, and cope with, symptoms in a way that 

encourages wellness rather than illness behaviour. This included CBT techniques 

such as relaxation, stress management and cognitive strategies. In addition, parents 

were trained in how to reinforce wellness behaviours. Between session work was 

set in order to practice the skills acquired during the session.  

 

OK Program (Grootenhuis, Maurice-Stam, Derkx & Last, 2009). This 

six-session program aims to build participants knowledge of IBD by asking 

participants to tell their own story. Relaxation techniques are taught to help in 

stressful situations, social competence is enhanced through discussions about the 

impact of IBD on activities and self. Cognitive restructuring helps challenge 

unhelpful thinking. Between session work is set to practice learned techniques. 
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Primary and Secondary Control Enhancement Therapy-Physical 

Illness (PASCET-PI; Szigethy, 2003). This approach offers 12 core 50-minute 

sessions which cover psychoeducation about depression and illness, problem 

solving as applied to illness coping, cognitive restructuring, relaxation techniques 

and behavioural activation approaches. A further four sessions are available if 

necessary. Participants receive workbooks to facilitate their learning and help 

homework tasks. In addition, three 60-minute family sessions are offered at the 

beginning, middle and end of treatment. These sessions compliment the core 

sessions by reviewing the role of the family within the illness and using the 

techniques learnt on the programme, within the home. Through the development of 

this programme, small variations in the amount of sessions offered, and duration, 

can be found in the included papers.  

 

Treatment of Anxiety and Physical Symptoms related to IBD (TAPS + 

IBD; Reigada et al. 2013). This programme is based on a treatment for anxiety 

disorders in youth which was adapted to target physical symptoms of anxiety in 

youth who seek medical care (Treatment of Anxiety and Physical Symptoms, 

TAPS). Development of this programme added focus to IBD-related anxiety and 

subsequent intervention (TAPS + IBD).   Thirteen 50-minute weekly individual 

sessions are offered to young people with two monthly booster sessions post 

treatment. The individual sessions focus on psychoeducation around disease 

management, monitoring symptoms to allow for differentiating between anxiety 

and IBD, cognitive strategies and illness-related exposure work. Three independent 

parent sessions are also provided at the beginning, middle and end to allow for 

work from sessions to be mirrored at home.  
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Psychosocial outcomes of interventions 

Anxiety. Four of the included studies measured anxiety symptoms, pre and 

post intervention. RCT results show conflicting outcomes. Reigada et al. (2015) 

demonstrated a significant reduction in anxiety as measured by the IBD-Specific 

Anxiety Scale (IBD-SAS; Reigada et al. 2011), with a large effect size reported 

post treatment (d = 1.21), which was maintained at three-month follow up (d = .75). 

The IBD-SAS has the benefit of differentiating IBD related anxiety from DSM-IV 

(The Diagnostic and Statistical Manual of Mental Disorders, American Psychiatric 

Association, 2005) anxiety symptoms and therefore, it may be better placed to 

capture improvement from an IBD anxiety related intervention such as TAPS + 

IBD. This 15-session intervention focusses primarily on interventions to help 

manage IBD related anxiety. In contrast, Levy et al. (2016), demonstrated no 

significant change in anxiety symptoms following SLCBT treatment, although the 

brief nature of this treatment (3 sessions), and lack of focus on anxiety symptoms 

specifically, may indicate why little change was observed.  

 

Results from non-randomised studies demonstrate mixed results. One study 

showed some improvement in anxiety symptoms in the treatment groups (Reigada 

et al. 2013), although no statistical significance was established. This study had no 

comparison group, increasing the risk for bias and the quality of this evidence is 

judged to be moderate. Grootenhuis et al. (2009) found no change in scores on the 

State -Trait-Anxiety Inventory for Children (STAI-C, Bakker, van Wieringen, van 

der Ploeg & Spielberger, 1989) in either the treatment group or waiting list control 

group.   
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The findings of these studies present conflicting results for the effect of a 

CBT based intervention on anxiety symptoms in children and adolescents with 

IBD, although it appears that there is a trend towards an improvement in anxiety 

symptoms following intervention. It may be that this improvement is noticeable 

when an anxiety specific CBT intervention is evaluated by an IBD specific outcome 

measure (as seen in the two studies by Reigada et al. 2013 & 2015) but more 

general approaches and measures do not show improvement. In addition, significant 

improvement, or a trend towards intervention, is observed in longer duration 

treatment approaches (15 sessions compared to 3 and 6 sessions), as this 

presumably provides more in-depth intervention to attendees.  

 

Depression. Depression outcomes were measured in four of the included 

studies with the Child Depression Inventory (CDI; Kovacs, 1985) being used in the 

majority of papers. Szigethy et al. (2007) RCT demonstrated significant pre to post 

treatment changes in the treatment group on the CDI, Child and Parent version 

(CDI-CP), in comparison to the treatment as usual (TAU) group with a large effect 

size (d = 1.01). However, there was no significant difference in the amount of 

depression symptoms as measured by the Schedule for Affective Disorders and 

Schizophrenia for School Age Children- Present and Lifetime Version (K-SADS-

PL; Kaufman et al., 1997) between groups.  A later RCT (Szigethy et al. 2014) used 

a larger sample size (n = 178) to evaluate the same intervention. Results from the 

Children Depression Rating Scale-Revised (CDSR; Poznanski & Mokros, 1996) 

showed significant reductions for all participants from pre to post intervention. 

However, no significant difference was found between the CBT treatment group 

and a supportive non-directive therapy approach (SNDT). 65% of participants had 
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complete remission of depression at 3 months but, again, there was no differences 

between CBT treatment group and SNDT group. Levy et al. (2016) reported less 

depression, as measured by the CDI, following intervention but these findings were 

not significant.  

 

A non-randomised study (Szigethy, Whitton, Levy-Warren, Ray, Weisz & 

Beardslee, 2004) demonstrated significant reductions in depression diagnosis and 

depressive symptoms following intervention and reported that these trends were 

irrespective of reporter (parent or child) or method (clinical interview or self-

report).   

 

All these studies demonstrated high quality as assessed by the Qualsyst tool 

and there appears to be a trend suggesting that a CBT based intervention may 

reduce depression symptomology.  Szigethy et al. (2014) illustrated that both a 

CBT informed approach and a SNDT approach resulted in a reduction in symptoms 

of depression. It may be that factors common to both therapies, such as the 

therapeutic relationship and social support, contribute to this improvement.  

 

General functioning. Three RCT’s measured general functioning pre and 

post intervention. Szigethy et al. (2007) demonstrated significant improvement at a 

p<.05 level on the Children Global Assessment Scale (CGAS; Schaffer et al., 1983) 

for the treatment group in comparison to the TAU group with a large effect size (d 

= .86). Improvements in IBD-related quality of life (IMPACT-III; Otley et al. 2002) 

and CGAS following treatment were further observed in Szigethy et al. (2014). 
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However, there were no significant difference between groups, suggesting that a 

SNDT has similar impact to CBT approaches for improving general functioning in 

children and adolescents with IBD. IMPACT-III was also used in Levy et al. (2016) 

and, again, participants in both conditions reported improvement in their IBD 

related quality of life. However, those in the CBT condition demonstrated a 

significantly greater improvement at one-week post treatment compared to the 

control group. This study also utilised the Functional Disability Inventory (FDI; 

Walker & Greene, 1991) to assess difficulty in physical and psychosocial 

functioning as related to an individual’s physical health. No significant difference 

was found between or within groups for this measure and this was observed both 

from parent and young person report.  

 

A non-randomised study (Grootenhuis et al., 2009) found no general 

improvement following intervention in participant quality of life, however a 

positive significant change was observed for participants’ perception of body 

image. Szigethy et al. (2004) found significant improvements in the 11 participants 

on the CGAS measure following intervention (p<.005) with a large effect size (d = 

.81). This study was the only one within the review to use the Social Adjustment 

Scale-Self Report (Weissman, 1999) to measure social functioning. Again, all 

participants demonstrated significant improvement (p< .01) on this measure 

following treatment, with a moderate effect size (d = .54). 

 

These studies demonstrated high quality as measured by the Qualsyst tool 

and there appears to be a trend towards CBT interventions for participants with IBD 
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being beneficial for general functioning. However, it should be noted that in two 

studies improvement was also observed for the control group (education support 

comparison condition and supportive non-directive therapy) which raises questions 

about the necessity of CBT specific elements in the treatment approach.    

 

Longitudinal data. Two of the included studies reported on longitudinal 

data from earlier papers included in the review. Thompson et al. (2012) conducted 

follow up research on participants from Szigethy et al. (2007). Six participants were 

lost to follow in the intervention group and five in the TAU group. Attrition 

analyses showed no significant differences between those who did and did not 

complete follow up. Improvements were detected in the CDI-CP and K-SADS-PL 

measure of depressive symptoms at a trend level at six month and 12-month follow 

up in the PACET-PI group in comparison to the TAU group. Individuals in the 

PASCET-PI group showed significantly improved CGAS scores at six months 

follow up although this was not continued for data collected at 12-month follow up. 

Group attendees were offered booster sessions in the follow up period with each 

participant attending, on average, two booster sessions.  

 

Szigethy et al. (2006) collected six- and 12-month data from all participants 

in the Szigethy et al. (2004) study.  Improvements in depression and general 

functioning observed post treatment were maintained at 12-month follow up. 

Booster CBT sessions and psychopharmacology were available to participants, and 

utilised, during the follow up period. 
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This longitudinal data suggests that gains at post treatment are maintained at 

follow up for the CBT intervention used in the initial studies (PASCET-PI). 

However, it is not clear if the additional sessions offered in the follow up period 

account for this maintenance.  

 

Risk of Bias in included studies 

 Risk of bias was assessed for the nine included papers within this review as 

informed by the Cochrane Collaboration (Higgins, Altman & Stern, 2011). Details 

can be found in Appendix E. The risk of bias was judged to be low for the four 

RCT studies and longitudinal studies included in this review but higher for the non-

randomised studies, including the non-randomised study that utilised a comparison 

group. Typically, higher bias was detected in the non-randomised studies due to a 

lack of comparison group and no blinding in outcome assessment. A number of 

studies were assessed to demonstrate ‘other bias’ due to the authors evaluating a 

psychological intervention that they had developed as this may bias evaluation and 

reporting within the article. Figures 2, 3 and 4 summarise the risk of bias detected 

within each study.  
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Figure 2: Risk of bias summary for RCT’s Figure 3: Risk of bias summary 

for non-randomised studies 

 

 

 

 

 

 

 

 

 

Figure 4: Risk of bias summary for longitudinal studies 
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Summary of quality assessment 

The QualSyst tool (Kmet, Lee & Cook, 2004) was used to assess the 

methodological quality of the included studies. Details of this can be found in 

Appendix F. Each study was given a summary score, ranging from 0-1, to indicate 

the quality of criteria such as design, blinding, sample size, control for confounding 

variables. Criteria not appropriate to a particular study was deemed ‘not applicable’ 

and was excluded from the calculation of the summary score. Summary scores for 

RCTs demonstrated high quality studies with scores ranging from .88 – .96 with a 

mean of .92. Non-randomised studies demonstrated a moderate level of quality with 

scores ranging from .70 to .87, with a mean score of .75. Longitudinal studies 

demonstrated a similar summary score of quality to the primary research paper. 

Quality scores can be found in the included tables.   

 

Discussion 

 

The purpose of this systematic review is to provide a narrative synthesis of 

the psychosocial outcomes of cognitive behaviour informed interventions for child 

and adolescents with IBD. In the absence of any previous similar reviews, all 

appropriate studies were included to summarise the available research. This review 

considered the quality and bias of the included studies, outlined any methodological 

limitations of the research and synthesised the findings to consider the implications 

for clinical practice. 
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Following a systematic review of the literature, nine studies were identified 

that met inclusion criteria to help establish the psychosocial outcomes of cognitive 

behaviour informed intervention for children and adolescents with IBD. Although a 

relatively small number of studies, this presented the opportunity to synthesise 

emergent findings in the area of clinical health psychology which is continuing to 

receive increasing recognition in the nation’s health agenda. It was encouraging that 

over 50% of the included primary studies were RCTs. This gold standard 

methodology can allow us to draw more meaningful conclusions about the 

psychosocial outcomes from the included studies.  

 

Overall there appears to be a trend towards psychological interventions 

having a positive effect on scores of anxiety, depression and general functioning in 

children and adolescents with IBD. This trend towards improvement, or significant 

change, is observed in 80% of studies that reported on depression, 50% that 

reported on anxiety and 80% that reported on measures of general functioning. 

When only the highest quality studies with the least bias are considered (namely the 

included RCT’s), 100% of studies reported improvement in scores of depression 

and general functioning (with two thirds demonstrating significant improvement) 

and one of the two studies measuring anxiety reported significant improvement.  

 

Within the included studies, four different types of intervention were being 

evaluated. All interventions were identified as CBT or CBT-informed by the 

authors and this was evidenced by descriptions of the programmes content. Results 

from the six-session OK Programme (Grootenhuis, Maurice-Stam, Derkx & Last, 
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2009) found no significant change in measures of general functioning and anxiety. 

More positive results were reported by Levy et al. (2016), who found that three-

session of SLCBT had a significant impact on general functioning and improved 

symptoms of depression. This programme included parents throughout and they 

were trained to reinforce wellness behaviours. This element may have contributed 

to improving the young person’s general functioning.  

 

Most articles included in this review evaluated TAPS+IBD programme 

(Reigada et al., 2013) and PASCET-PI (Szigethy, 2003). These programmes run for 

longer (15 sessions and up to 19 sessions respectively) and focus on either anxiety 

or depression and they repeatedly demonstrate significant change, or at the least 

improvement, in this domain. It is acknowledged that there is more data evaluating 

these programmes which may allow for more meaningful conclusions to be drawn. 

However, these findings may show that better mental health outcomes can be 

expected if the programme has more sessions and is focussed on a specific mental 

health problem.  Longitudinal studies only evaluated the PASCET-PI programme 

and showed that improvement in scores were maintained at 12-month follow up. 

This programme offers booster sessions following completion of the intervention 

and this may be key in maintaining improvement. It should be noted that two RCTs 

that evaluated these programmes utilised a ‘supportive non-directive therapy’ as the 

comparison group and in both studies improvements were observed in this group as 

well as the treatment group. This does raise a question about whether the content of 

the CBT intervention is necessary for improvement or whether the common factors 

of therapy, such as the therapeutic relationship, empathy and supportive 

environment, are providing the mechanism for improvement. It also contests the 
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earlier point about whether better psychosocial outcomes can be expected if the 

programme focusses on a specific mental health problem, supportive non-directive 

therapy did not have this focus.  

 

It is important to acknowledge that grey, or unpublished, literature was not 

included as part of this systematic review, and searches for relevant articles were 

limited to peer reviewed material. This may bias the pool of articles from which this 

sample was taken and therefore a positive effect from psychological intervention 

was more likely to be found. In addition, nearly half of the primary research papers 

were non-randomised studies with small participant numbers and, in most cases, a 

lack of comparison or control group. This research design is judged to be lower in 

quality and have higher risk of bias. Furthermore, within the included studies there 

was a number of papers written by the same authors who were assessing a CBT 

based intervention for IBD that they had developed. This may present a potential 

for bias to overestimate the findings in favour of the developed treatment, although 

no evidence of this was found in the included articles.  Due to time and resources, 

quality ratings and risk of bias judgement were completed by the primary author 

with second authors reviewing a third of included articles. Although no large 

discrepancies were found in ratings, it would be more robust to have two authors 

rating all articles to minimise interpretation bias. Despite this, these studies do 

present the best available peer reviewed evidence in this field and they provide 

support for the helpfulness of psychological intervention in improving psychosocial 

outcomes for children and adolescents with IBD.  
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As previously mentioned, there is increasing recognition about the 

importance of mental health support for individuals in the context of a chronic 

health problem and psychological approaches, such as CBT, are being increasingly 

used in a health setting to help patients cope with long term health conditions 

(Magidson & Weisberg, 2014).  Consequently, the current review provides some 

timely and clinically relevant findings about how the psychological and mental 

health needs of children and adolescents with IBD can be best met. It seems 

reasonable to suggest that psychological intervention for this cohort has a positive 

impact on anxiety, depression and general functioning. However, it is not clear 

whether this intervention needs to include specific CBT elements or whether the 

common factors of therapy (active listening, empathy, warmth etc), as seen in 

SNDT, are responsible for this positive effect. This mirrors the ongoing debate 

about the ‘active ingredient’ of therapy (Messer & Wampold, 2002).  It appears that 

a more intensive programme (15-19 sessions) has a more positive impact on 

psychosocial outcomes than less intensive approaches (six sessions) and a specific 

focus on anxiety or depression, rather than general mental health, appears to be 

more beneficial for improving outcomes in these areas. The offer, and use, of 

booster sessions following the completion of a programme appears to help maintain 

improvements one year on.  Clinicians are likely to be aware of the importance and 

helpfulness of systemic approaches when working with young people (Carr, 2009) 

and this is echoed within this review. Interventions that involved the individual’s 

family within the therapy reported more positive outcomes.  
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Conclusions 

In sum, the available evidence suggests that psychological intervention, 

particularly those that are longer term (e.g. around 15 sessions), can benefit 

psychosocial outcomes for children and adolescents with IBD. This aligns with 

NICE guidelines for Crohn’s disease (2016) which highlights the importance of 

continued multidisciplinary support to help patients deal with the disease and living 

with a chronic health problem. Although it should be highlighted that no equivalent 

psychosocial based recommendation is made in the NICE guidelines for UC (2013).  

However, it is not clear whether the inclusion of CBT specific skills is necessary for 

improvement in outcomes.  Future research would benefit from exploring this 

further, particularly as a CBT informed approach may be costlier to deliver than 

non-directive approaches due to its specialist nature. This suggestion is echoed in 

NICE guidelines for Crohn’s disease (2016), although a similar recommendation 

cannot be found in NICE guidance for UC (2013), where it is recommended that 

further research is necessary to establish information needs of Crohn’s patients and 

consider whether support based on these needs leads to better psychological, social 

and physical outcomes.  
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Chapter 2: Bridging Chapter 

The integration of physical and mental health is receiving increased 

recognition throughout UK health services and with good reason. It is estimated 

that an individual with a chronic disease is three times more likely to experience 

depression than a healthy control (Egede, 2007) and similar prevalence has been 

reported from 29 countries in the World Health Organisation (WHO) Mental Health 

Survey (Von Korff et al., 2009). Recent government initiatives, such as the NHS 

(National Health Service) Five Year Forward View (2014), have highlighted the 

need for the NHS to move towards a more integrated system with physical and 

mental health. The Future in Mind (2015) report recommends that it should be 

easier for services to work together to ensure that children and young people have 

easy access to the right support from the right service.   

 

 Despite poor quality data, it is estimated that around 10-15% of adolescents 

live with a chronic disease (Michaud, Suris & Viner, 2007) and it is estimated that 

the risk of psychosocial adjustment difficulties in adolescents with a chronic disease 

is higher than healthy controls (Lavigne & Faier-Routman, 1992). Consequently, 

there appears to be a need for adolescents with chronic health problems to be 

offered psychological support. Interestingly, NICE (National Institute for Health 

and Care Excellence) offer clinical guidance for the management of depression in 

adults with a chronic health problem (NICE, 2009) but no comparable guideline is 

offered for children and adolescents. Therefore, clinical services are left with no 

evidence-based guidance to inform how psychological support is provided to 

children and adolescents with chronic health problems. There is a similar lack of 
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guidance within NICE guidelines for Ulcerative Colitis and Crohn’s Disease. NICE 

guidelines for Crohn’s Disease (2016) provide a psychosocial based 

recommendation that highlights that multi-disciplinary support should be offered to 

help patients deal with any concerns about the disease and living with a chronic 

illness, although this provides little direction for clinical staff. No equivalent 

psychosocial based recommendation is made in the NICE guidelines for Ulcerative 

Colitis (2013).  

 

 The systematic review in chapter 1 suggests that CBT-based intervention 

may improve depression, anxiety and general functioning in children and 

adolescents with Inflammatory Bowel Disease (IBD). These findings have been 

echoed in a number of review studies for young people with a range of other 

chronic health problems (Bennett, Shafran, Coughtrey, Walker & Heyman, 2015; 

Kibby, Tyc & Mulhern, 1998; Palermo, Wilson, Peters, Lewandowski & Somhegyi 

2009).  A review study has suggested that improvement following a psychological 

intervention is more likely to be observed in young people than in an adult 

population (Timmer et al., 2011). Due to this difference in outcomes, it may be that 

adult based clinical guidelines are not clinically relevant to children and young 

people. There is also a lack of research into psychological support for young people 

with IBD and this presents complications in developing clinical guidance which are 

based on high quality, extensive research.  

 

 The integration of physical and mental health is taking increasing priority in 

how health services are delivered. Research to date would suggest that young 
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people with chronic health problems, including Inflammatory Bowel Disease, 

benefit from this integrated approach and experience improvement in their 

psychological wellbeing from psychological intervention. However, the lack of 

NICE guidelines for the management of depression, and other internalised 

problems, for young people with chronic health conditions, leads to a lack of 

governance of this being delivered in front line services. NICE include qualitative 

research in their development of guidelines as it is deemed important to take into 

account patients’ perspectives when making recommendations for provision of their 

care. Therefore, the opportunity has arisen to explore the lived experience of 

adolescents with Inflammatory Bowel Disease, a previously unstudied area with 

much of the research focussed on an adult population. It is hoped that this study 

will contribute to the evidence base and help shape patient care.  
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Abstract 

Objective: Inflammatory Bowel Disease (IBD), encompassing Crohn’s Disease 

and Ulcerative Colitis, has its peak onset in adolescence. To date, literature has 

focussed on adults’ experiences of living with IBD. The aim of this study is to 

explore the lived experience of adolescents with IBD and consider how they make 

sense of their disease.  

Method: Eight adolescent participants, who had lived with IBD for at least six 

months, were recruited by a paediatric gastroenterology care team. Semi-structured 

interviews were conducted to gather data relating to the participants lived 

experience and sense making of their IBD. An Interpretative Phenomenological 

Analysis was used to study the participants’ interviews.  

Results: Three overarching themes were identified; The Turning Point for Health, 

Resilience and Acceptance, and Fragility of Health Position. Each theme included a 

number of subordinate themes which are discussed in more detail. Links between 

themes are considered.  

Conclusion: This study provides insight into the lived experience of adolescents 

with IBD and how they make sense of their disease. Clinical implications are 

discussed, including the importance of others understanding of IBD in providing 

helpful support and sharing stories of building resilience and acceptance in the face 

of IBD. 

 

Key Words: Inflammatory Bowel Disease; Adolescents; Lived Experience. 
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Introduction 

 

Inflammatory Bowel Disease (IBD) encompasses two chronic conditions; 

Ulcerative Colitis (UC) (UC) and Crohn’s Disease (CD) CD) and affects 1 in every 

250 people in the UK (Jordan, 2011) .  The disease has a remitting and relapsing 

course and common symptoms include frequent diarrhoea, fatigue and delayed 

puberty (Greenley et al., 2010.)  Pain is another common symptom of IBD 

(Bielefeldt, Davis & Binion, 2009) which is particularly evident during periods of 

severe inflammation. It has a wider systemic impact, causing IBD related arthralgia 

and arthritis, the most common extraintestinal manifestation of IBD (Arvikar & 

Fisher, 2011).  Individuals with UC and CD experience similar symptoms, however 

the physiological condition differs. In UC there is continuous inflammation in the 

inner lining of the colon. In CD, inflammation can be in all layers of the bowel 

walls and anywhere in the digestive tract, with healthy areas in between (Sykes, 

Fletcher & Schneider, 2015). There is currently no cure for IBD and treatment can 

involve medication, mainly anti-inflammatory drugs, infusions, dietary treatment 

and surgery (Nicholas et al., 2007). These treatments can lead to visible difference, 

such as ‘moon face’ (facial swelling) caused by steroid use or the addition of a 

stoma bag (Dibley et al., 2018).   

 

Bishop, Lemberg and Day (2014) highlighted the peak age for onset is 

between 15 and 35 years of age.  It has been suggested that the prevalence of IBD 

in children and young people has increased, with 30% of patients being diagnosed 

before 21 (Karwowski, Kelijo & Svigethy, 2009).  Consequently, many individuals 
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are diagnosed in their adolescent years.  This is a critical developmental period, 

where identity, social skills and beliefs are shaped and developed (Karwowski et 

al., 2009).  The presence of a chronic health condition, such as IBD, at this 

developmental stage can have important implications for disease outcomes through 

the life span (Williams, Holmbeck & Greenley, 2002). In addition, the 

characteristics of IBD, such as frequent visits to the bathroom and delayed puberty, 

can be a source of embarrassment and contribute to feeling different from peers at 

an age where adolescents strive for similarity (Greenley et al., 2010). 

 

Existing research into the lived experience of IBD has been mostly within 

an adult population. For example, patients with UC highlighted they made 

important changes to their lifestyle as a result of the physical discomfort and 

emotional impact of this diagnosis (Sammut, Scerri & Borg Xuereb, 2015). 

Furthermore, interviews with female patients found an overarching theme of 

‘balancing my disease’ which developed from the participants’ acknowledgement 

that they had to modify their lives to live with IBD (Sykes et al. 2015). Adjustment 

to living with IBD in an adult population was explored by Matini and Ogden 

(2015), who found the idea of the ‘new normal’ as central to adjustment. Patients 

would seek to recover a sense of normality by balancing life before and after 

diagnosis. However, recruitment for this latter study was through an online support 

group and participants highlighted shared experiences through social network as 

important in adjustment. Therefore, these ideas of adjustment may not be 

generalisable to all IBD patients.  
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Research into IBD in adolescence is more limited with a quantitative focus. 

A systematic review compared an IBD population to healthy controls, finding that 

children with IBD may be at greater risk for difficulties in emotional and 

behavioural functioning than their healthy peers. Although functioning in 

adolescents with IBD is similar to other paediatric chronic illness populations 

(Mackner, Sisson & Crandall, 2004). A meta-analysis of psychosocial adjustment 

of youths with IBD, albeit with a moderate number of studies, found that youth IBD 

patients had higher rates of depressive disorders, when assessed by clinicians, 

compared to youth with other chronic conditions (Greenley et al., 2010). However, 

in contrast, the patients self-report of symptoms of anxiety and depression did not 

differ from healthy peers and children with other chronic illness. This discrepancy 

may be because patients attribute symptoms to IBD rather than psychological 

difficulties. Other measures in the same study, such as social functioning and 

quality of life, showed discrepancies between patient and parent reporting, with 

parents often reporting more favourably than patients. This may be due to a lack of 

shared understanding between patients and parents about the difficult social 

challenges associated with IBD. This may highlight the lack of understanding from 

others about the challenges faced by young people living with IBD.   

 

Qualitative research into youth experiences of IBD found that patients 

experience concerns and discomfort as a result of IBD symptoms, which can lead to 

a sense of vulnerability and a lack of control over their lives (Nicholas et al., 2007). 

Nicholas et al. (2007) reported that patients viewed themselves as different from 

their peers and highlighted that IBD negatively targets areas where adolescents may 

be most vulnerable, such as appearance and height.   These IBD related worries 
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were more pronounced in adolescents than younger children. Although valuable, 

this study was conducted in Canada, which has the highest reported prevalence and 

incidence of IBD in the world (Crohn’s and Colitis Foundation Canada, 2008). 

Therefore, patients have been treated in a different healthcare system and society 

context to the UK and findings may not be transferable to a UK population. Other 

research in Sweden (Brydolf & Segesten, 1996; Lindfred, Saalman, Nilsson, 

Sparud-Lundin & Lepp, 2012) has provided some valuable findings highlighting 

the importance of encouraging adolescents with IBD to communicate with 

healthcare professionals and stressing the value of social support for positive 

outcomes. However, again, this research was conducted within a different 

healthcare and social setting to the UK.  

 

The research outlined above has contributed to understanding the biological, 

psychological and social components of IBD. This biopsychosocial approach 

(Engel, 1980), is used to understand the components of disease from a broader, 

more integrated perspective (Smith, 2002). However, with much of the research 

focussing on adults, the biopsychosocial understanding of adolescents with IBD is 

more limited. This is especially pertinent as adolescence is considered to be a 

crucial transitional period which is characterized by more biological, psychological 

and social changes than any other life stage, with the exception of infancy 

(Williams et al., 2002). An understanding of the biopsychosocial model of health 

conditions helps us to appreciate the factors that can influence the development, 

course and outcome of the disease (Havelka, Lucanin & Lucanin, 2009).  When the 

biopsychosocial elements of adolescence intersect with the biopsychosocial 

components of a health condition, there can be unique challenges in the 
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management of the health concern (Christie & Viner, 2005).  Therefore, it could be 

considered unhelpful to apply an adult based biopsychosocial understanding of IBD 

to adolescents and, consequently, there is a clinical need to further understand the 

biopsychosocial components of IBD for adolescents.  

 

In summary, the current literature provides insight into an adults’ experience 

of living with IBD. It also highlights some of the difficulties that paediatric patients 

with IBD may experience in comparison to healthy peers or children with other 

chronic health conditions. Quantitative studies have gone some way towards 

helping to understand the psychological and social components of IBD. However, 

there is more limited understanding of how IBD is experienced by the adolescent 

population. To the author’s knowledge, this is the first study to explore the lived 

experience of adolescents with IBD, living in the UK and being cared for within the 

UK National Health Service (NHS). IBD is a diagnosis that is most common in 

adolescence (Bishop et al., 2014), and may negatively influence important aspects 

of adolescent development, such as puberty and social acceptance (Greenley et al., 

2010). Therefore, a richer understanding of the psychosocial elements of IBD in 

adolescence would be valuable. This study will be exploratory in nature to gain an 

in-depth understanding of an adolescent lived experience of IBD so is most 

appropriately researched from a qualitative perspective. Therefore, the research 

questions are broad and open ended;  

 What is the lived experience of an adolescent with IBD?  

 How do adolescents understand and make sense of IBD? 
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Method 

Participants 

The identified age range for participants was between 12 and 16. 

Adolescence is defined by the World Health Organisation (2018) as between 10 and 

19, however a lower age limit of 12 is reflective of evidence that suggests from this 

age young people are capable of giving insightful answers, an important skill for 

the richness of data required for this research (Gibson & Possamai, 2002). The 

upper age limit is indicative of patients transferring to adult services at 16.  

 

Purposeful sampling was used to allow the researcher to select participants 

based on their experience of living with IBD (Smith & Osborn, 2003). Eight 

participants, with a mean age of 14.6 (range 13-15 years) and 62% female 

participants (n = 5), were recruited from a NHS Paediatric Gastroenterology tertiary 

centre. This team provides medical and nursing input for young people with IBD 

with additional multi-disciplinary input available in the wider team, such as clinical 

psychology and dietetics.  Participants had held a diagnosis of IBD for at least six 

months to allow for adjustment to the diagnosis and sufficient ‘lived experience.’ 

The mean length of time since diagnosis was 3 years (range 9 months to 6 years). 

All participants were in remission at the time of interview meaning that IBD 

symptoms were not currently experienced or, if experienced, at a lesser intensity. 

Participants were required to be fluent in English. Participants were excluded from 

the study if they might find the interview process difficult or distressing. 

Participants were assigned pseudonyms to protect their anonymity. Demographic 

information can be found in Table 1.  
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Table 1.  
Demographic Information 
Pseudonym Gender Age Ethnic Group Diagnosis Length of 

diagnosis 

(years) 

Harriet Female 15 White British CD 3.5  

Gemma Female 15 White British CD 0.75 

 

Louise Female 13 White British CD 1.5  

 

Marie Female 15 White British Unclassified IBD 6  

 

William Male 15 White British CD 6  

 

James Male 14 Mixed 

ethnic group 

CD 3  

 

Ella Female 15 White British UC 1.8 

Toby Male 15 White British UC 3  

 

Design  

Qualitative semi-structured interview design (see Appendix H) allowed for 

an in-depth exploration of the adolescents lived experience. All interviews were 

conducted by the first author (HC). Two pilot interviews were conducted to 

establish the validity of the interview structure. The interview was deemed suitable 

and therefore not changed for future interviews. Due to this, interview data 

collected during the pilot interviews were included in the analysis. These data were 

analysed using an Interpretative Phenomenology Analysis (IPA) approach. The 

primary aim of this approach is to collect rich, detailed, first-person accounts of an 

individual experience of a particular phenomenon or to understand the participants’ 

lifeworld (Larkin, Watts & Clifton, 2006). The consolidation criteria for reporting 
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qualitative studies (COREQ; Tong, Sainsbury & Craig, 2007, see Appendix I) were 

utilised to ensure complete and transparent reporting.   

 

Setting 

Interviews were conducted face-to-face at the participants home or parents 

place of work. One interview was conducted at the hospital during the participants 

routine clinical appointment. Interviews were offered at the hospital in all cases but 

were mostly declined due to the extensive geographical area covered by the 

hospital. Parents were present for five of the eight interviews.  

 

 

Measure 

The interview schedule was informed by literature and discussion with the 

clinical care team and research team. A young people’s Patient and Public 

Involvement (PPI) board was consulted to ensure appropriate wording and 

accessibility for this age group. Adjustments to wording and images on participant 

material were changed following the board’s recommendations. The interview 

schedule allowed for flexibility so participants could lead the direction of the 

interview and ensure important issues were discussed (Smith & Osborn, 2003). 

Interviews started with general open questions such as, ‘What is your understanding 

of what IBD is?’, followed by more specific questions, such as, ‘What is your 

understanding of your diagnosis?’, designed to elicit more in-depth detail (Smith & 

Osborn, 2003).  Interview questions were grouped into five key areas: 

understanding of IBD, living with IBD, impact on personhood, impact on 

relationships and self-care.  
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Reflexivity 

Interviews were conducted and analysed by the first author (a female post 

graduate clinical psychology student). Themes emerging from the transcripts were 

discussed with a second author (clinical psychologist) to ensure themes were 

representative of, and situated in, the data. Both authors, particularly the second 

author, had experience of working with young people in a health setting. The first 

author is a parent to a child with a long-term health condition and these experiences 

and personal narratives contribute to the interpretative process and the credibility of 

the research (Horsburgh, 2003). A critical realism stance was taken as there is an 

interest in seeking a truth but an acknowledgement that context is important and the 

truth could never be fully understood. 

 

 

Procedure 

Potential participants were approached by a member of the clinical care 

team and invited to take part in the study. If consent to contact (see Appendix J) 

was given, the researcher telephoned those interested to discuss the study further. 

As all participants were under 16 years of age, both parents and participants were 

spoken to during this telephone call. All parents and participants contacted agreed 

to take part and an interview date and time was booked for at least 7 days after this 

contact. This allowed time for age appropriate information sheets (Appendix K) and 

consent forms (Appendix L) to be received and read prior to the interview. 

 

Prior to each interview the participants and parents were provided with a 

recap of the purpose of the study and given an opportunity to ask any questions. 
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Informed consent was taken from parents and assent was taken from participants. 

Interviews started with the collection of demographic information (Appendix M) 

which helped with rapport building, an important aspect of IPA, particularly when 

participants are being asked to talk about sensitive subjects (Smith, Flowers & 

Larkin, 2009).   

 

Interviews were conducted between June 2018 and August 2018 and lasted 

between 30 and 75 minutes. Interviews were audio recorded and, later, transcribed. 

The first author transcribed six of the eight interviews, two were sent for 

transcribing through a reputable company and a confidentiality agreement was 

signed. Participants were given a £10 voucher in acknowledgement of their time. 

The clinical team were sent a letter to advise of an individual’s involvement in the 

research project (Appendix N).  

 

Ethical Issues 

Ethical approval was gained through HRA assessment and REC committee 

and capacity and capability of the participating NHS trust to support the research 

was established (see Appendix O). All participants were under the age of 16 years 

so in addition to written assent from participants, parental consent was sought and 

gained. Interviews were transcribed and any potential identifiable information was 

changed or removed. Pseudonyms were used throughout to protect confidentiality. 

Participants were fully debriefed and informed that they could withdraw from the 

study up until the point of data analysis, which was 7 days after the interview.  
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Data Analysis 

Transcribed interviews were analysed following IPA recommendations 

(Smith & Osborn, 2003) by the first author.  The main aim of IPA research is to 

capture elements of an individual’s lived experience and investigate how sense is 

made of these experiences (Pietkiewicz & Smith, 2014). Further details of the 

analysis process can be found in the extended methodology. The sample size of the 

current project is slightly larger than recommended for an IPA study (six 

participants is suggested by Smith, Flowers & Larkin, 2009). Due to this, the focus 

of the analysis inevitably shifts to assessing emergent themes for the whole group. 

However, in staying true to an IPA approach, these group level themes are 

illustrated by particular examples from participants. The overall themes discussed 

below were chosen based on their data richness and relatedness to understanding 

the lived experience. Qualitative research software, Nvivo 12, was used to aid the 

data management process. 

Results 

 The experiences shared by the adolescents within this study highlighted 

three overarching superordinate themes: The Turning Point for Health, Resilience 

and Acceptance, and Fragility of Health Position. These overarching superordinate 

themes compromise of between two to four subordinate themes. The subordinate 

themes were drawn from the superordinate themes in individuals’ transcripts and 

patterns were then looked for across transcripts. The structure of these themes can 

be found in Table 2. Further details about the emergent themes and superordinate 

themes for each participant, and the subordinate themes and overarching 

superordinate themes drawn from across participants, are presented in Appendix P 
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and Q.  A diagrammatic representation of these themes, as informed by Wright et 

al. (2015), is detailed in Appendix R.  

 

Table 2. 
Superordinate and subordinate themes 
Superordinate themes       Subordinate themes 

The Turning Point for Health i) The journey to diagnosis 

ii) Relief in diagnosis 

iii) The treatment journey 

Resilience and Acceptance i) Normality resumes vs. 

different normal  

ii) Responsibility for self  

Fragility of Health Position i) Invisible unpredictability 

ii) Different to peers 

iii) Impact of others 

iv) Physical vs. psychological  

  

The researcher observes links across these superordinate themes whereby the 

Turning Point for Health appears to be a position that all participants experience 

before moving into Resilience and Acceptance. This movement has a sense of being 

unidirectional, and, even in the face of relapse, is not reversed. The theme of 

Resilience and Acceptance was apparent in all participants but there was a sense of 

fragility about this, which is further explored in the final theme.  

 

The Turning Point for Health 

 i) The journey to diagnosis. All participants talked about the journey to 

diagnosis and for some participants this was lengthy. Louise (age 13) shared an 

example of her experience, which also captures the unpleasant pain associated with 

IBD: 
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At Christmas time I was in a lot of pain, I think. Then, I'd missed a lot of 

school before that Christmas break and then I'd missed a lot after. I think we 

had been to the GP quite a lot, maybe four times. I think that's when it started. 

Then, we got referred to private doctors and other places just to talk about it. 

We went to someone and then he said it could be colitis. I had the endoscopy 

and we found out it was Crohn's Disease. 

 

 This experience of time taken to gain answers for symptoms was also 

experienced by Marie (age 15): 

It was confusing, to be honest. I didn't know what was going on and other 

people didn't know what's going on, but I just knew something was wrong. It 

was just the uncertainty of it, it just panicked me a bit when I was younger. 

 For these individuals, where diagnosis took time, there was a sense of 

confusion and uncertainty. James (age 14) described doctors as putting his 

symptoms down to ‘something that it wasn’t’. This sense of uncertainty was 

described by Louise as ‘not knowing who to believe’. For Marie this uncertainty 

manifested in a feeling of not being believed by healthcare staff. It was 

acknowledged by these individuals that the process should not be as lengthy as it 

was. Louise described it as: 

It was weird knowing that it had gone on for so long and that it should really 

have come to an end but it didn't. 
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 For some participants the diagnostic process was considerably quicker and 

the benefit of this was acknowledged by Ella (age 15): 

It wasn't very long from when I got unwell to when I was diagnosed. I guess 

I just wasn't really thinking about it. It was good that a diagnosis was early 

though because that meant it could be dealt with quicker. 

 

ii) Relief in diagnosis.  Irrespective of the time taken to diagnose 

symptoms, participants shared the experience of diagnosis being a relief. This 

appeared to come from having an understanding of the symptoms and, importantly, 

the move towards a treatment to help the symptoms. Harriet (age 15) described this:  

 It was a relief. I was like, "Okay, now, I understand why this is happening."  

 

  

 Marie describes a similar emotional response to diagnosis: 

It was much easier when I knew what was wrong and then there was 

something that can be done about it. 

 

 Gemma (age 15) talks about the relief at being given a different diagnosis to 

what she was expecting: 

I wasn't upset, I thought it was just weird because I always thought I was an 

Ulcerative Colitis person, I was, "Cool." But I was more like that's better 

though because I'm sure medication for Crohn's is more targeted. 
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 There was a sense that diagnosis was a turning point as it brought 

hopefulness about medical intervention to help alleviate, or at least reduce, the 

symptoms participants were experiencing.  

 

iii) The treatment journey. Participants’ experience of finding the correct 

treatment for their IBD appears to be a process.  This was described by Toby (15) 

when he said: ‘I'd have to keep taking different types of medication, seeing what 

works, what doesn't.’  

 

But ultimately the participants saw this as the point where symptoms would 

start to improve. William (15) acknowledged this and hints at an expectation that 

normality would resume once the right treatment was discovered: 

Obviously, other than finding the right medication for me to get to normal, 

then from there it's been pretty clean sailing all the way to here. 

 

 Harriet reflects with hindsight about the importance of getting her medication 

correct when she says: ‘I didn't quite get how serious it could have gotten if the 

treatment hadn't happened as quick as it did.’ She later goes on to acknowledge the 

importance of the right treatment and the difference it made to her experience of 

having IBD: ‘It got better because I was on the treatments and everything. I was 

getting more energy. I was putting on weight and I felt a lot healthier in myself.’ 
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 At this point there is a sense that the adolescents have moved from a place 

of ambiguity and confusion into a place of more certainty and starting to live with 

treated IBD. There appears to be a shared experience that once the adolescent has 

reached this point, they will not return to the place they were, even when in a 

relapse of symptoms. Although, it is important to note that all participants were 

currently in remission of their IBD symptoms and therefore their reported lived 

experience at this time may have a more positive stance.   

 

Resilience and Acceptance 

i) Normality resumes vs. different normal. Some participants talked about 

a return to normality which captures a sense of going back to how life was before 

diagnosis and the onset of symptoms. In contrast, others felt a different normal was 

constructed following diagnosis that allowed life to continue with the addition of 

IBD related considerations. Louise describes her experience of normality resuming, 

which is summed up in the final sentence of this quote:  

I think when it was really bad, I'd say it was really painful but now that I'm 

on better medication and that we found something that works at the moment. 

I think the hospital is doing pretty well. Living life like I was before I had IBD. 

 

 James describes a process of life returning to normal with the use of the word 

‘back’, rather than there being a different type of normal: ‘It was just like normal and 

then went bad for a while and then went back to normal.’ He later goes on to talk 

about life following surgery and says: ‘It went back to normal. It wasn't that hard. A 
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couple of weeks, my back ached when I walked. Off sports for a couple of weeks and 

then it went back to normal.’ 

 

 For other participants, there was a sense of a different normal following the 

appearance of IBD in their lives. William reflected on what it was like taking more 

medication, following a recent increase: ‘I don't know. I never really think of it, I 

just get into it. This is normal for me.’ Harriet talked about a period of adjustment 

and getting used to having IBD: ‘I think as the years went by where I've had it, I've 

just gotten used to it and that's just the way I decided to sort everything out.’ 

 

 Toby talks about IBD not stopping him doing anything, however the use of 

words such as ‘try’ and ‘most’ (in bold below) may suggest that his life is different 

following diagnosis, despite an obvious determination to ensure it is not:  

It hasn't stopped me doing anything. I still try to get back into stuff that I used 

to do before I had a flare-up, or I used to have IBD. I still play most of the 

stuff, sports I used to play before I was diagnosed with it. 

 

 The similarity within participants of normality resuming, or normality 

resuming in a different form, following diagnosis and treatment is an important 

aspect of an individuals lived experience and seems an important insight that should 

be shared with individuals who are earlier on in their IBD journey. The difference 

between participants in experiencing a return to normality versus establishing a 
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different normal is an interesting concept and may reflect a difference in coping 

strategies.  

 

 ii) Responsibility for self. The researcher was struck by the maturity of the 

participants involved in this study and this was exemplified by Marie:   

It has been commented upon that I'm a lot more mature than most people my 

age would be, but that's simply because I spent so much time in hospital and 

it's just a different environment. I've basically grown up somewhere else 

than other people would have. 

 

 This maturity was also reflected in the responsibility the adolescents appeared 

to take for their own wellbeing and management of their IBD. This included 

developing a medication routine, self-monitoring physical symptoms and pacing 

activity. Gemma discussed this: 

I make sure I'm not pushing myself, although I know I wouldn't push myself 

anyway. I'm more likely not to push myself than push myself too far, so that 

really wasn't really a worry for me. 

 

 Marie also discussed the responsibility she takes for monitoring her physical 

wellbeing: 

It's made me a lot more aware of myself physically because I have to be 

constantly aware of what I'm doing, and if I'm pushing myself too hard, and 
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this would have consequences later on or just simply that I can't do that and 

that's a full stop. 

 

 Ella talked about the responsibility she takes for her treatment routine:  

You just take medication at the right time and go for blood test, stuff like that. 

Just keep on top of everything and remember stuff. 

 

 The taking of responsibility for IBD was also observed in the attitude the 

adolescents had to their diagnosis. Gemma talked about the importance of acceptance 

of her IBD and how this can be difficult at times:  

It’s just accepting that it's not like it's anyone's fault. It's just there's not much 

you can do about that. You really do just have to suck it up and get on with it, 

which is hard to accept when you feel so tired.  

 Marie discussed her resilient attitude to having IBD and her determination to 

not let it affect her life, or be used as an excuse: 

I like to think I deal with it well, because it doesn't affect me much. Other than 

the Infliximab, I don't consciously really do anything about it, because I don't 

like to use it as an excuse. I've never used it as an excuse for anything, other 

than when genuinely I can't do anything. It doesn't really affect me now 

anymore, because I don't let it affect me. I don't want it to. It's too boring to 

let that affect me.  
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 William reflected on how IBD may have impacted him in a positive way: 

I don't really see much difference. I remember myself obviously, before it, in a couple 

of bits at school, and that. I think it's made me stronger, I suppose, having it. I mainly 

say, "Just get on with it, just do it. Stop complaining, it could be worse."  

 

 Toby describes how his life could be different during the unpleasant 

experience of a flare up of IBD and acknowledged his resilience in the process of 

getting ‘used to it’ which presumably leads to it being ‘not all that bad’:  

No, it's not all that bad other than the flare-ups. It's bearable. Sometimes 

when you just can't really do anything, it's quite annoying. You just get used 

to it and get on with it. 

 

 The level of responsibility, for self and IBD, taken by these participant’s is 

evident in these interviews and this may be important in encouraging resilience in 

the face of IBD and accepting the changes that are made to life as a result of it.   

 

 

Fragility of Position 

Despite many participants feeling that they had returned to a sense of 

normality following diagnosis and treatment, and demonstrating impressive 

resilience and acceptance in the face of IBD, there was a feeling that this position of 
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health was fragile and could change at any time. Participants reflected on four main 

areas that contributed to this sense of fragility.  

 

i) Invisible Unpredictability. IBD is an unpredictable condition and this 

was reflected in the participants experience. Toby talked about the unpleasantness 

of a flare up and captures the challenge of living with IBD: 

It's like one minute it could be just fine and then it could just flare-up and 

then you'll be really ill. You have to be at the hospital, have some tests 

where it could just be minor and take some different medication and it's all 

alright, and it'll keep repeating like that.  

  

 Ella discussed IBD being an ‘up and down’ condition, but, consistent with 

the unidirectional ideas described above, she goes on to say: ‘but it's never gone 

below the point where-- When I first was taking the Mesalazine, it's gone up and 

down but never below that point.’ Gemma discussed the unpredictability, using an 

‘edge’ as a representation of her delicate position: ‘I'm always going to have to be 

just on edge of I might become ill any second’ 

 There were some frustrations about wanting to meet own or others 

expectations but needing to pace activity and not do anything that might lead to a 

flare up of symptoms. Marie talked about this in relation to participating in 

competitive sport and appearing healthy to others:   

It can be frustrating, but also at times, it can be ‘why can't I do this’ 

because I want to do better and I don't want to not do what they're (the 

coaches) saying. I try to push myself to try and meet their expectations, but 
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then that usually means my medical side declines, so I try to meet their 

expectations, but it's not necessarily in my best interest. 

 

 The invisible nature of IBD was also pertinent for some participants and 

how this might impact others expectations and judgements. Marie said: 

Because I don't look like the typical person who's sick or comes into the 

hospital every eight weeks, so people just think by that, it's like, "She can do 

this," but in reality, I can't. 

 

 Gemma talked about the dilemma of wanting to use a wheelchair because of 

her IBD-related fatigue: 

It was physical, but it wasn't like I broke my leg. It wasn't like that. It was just 

I was choosing to, which I felt like I shouldn't choose to be in a wheelchair. 

It's like, no one wants to be in a wheelchair, so I felt that that was choosing 

to, in that way. 

 The unpredictability of IBD contributes to the feeling of fragility as 

described by the participants. The concept of an invisible illness appears to 

compromise the resilience to, and acceptance of, IBD for some participants and 

presents a dilemma of internal ability versus assumed ability.  
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ii) Different to peers. Some participants talked about the comparisons, 

made by themselves and others, to their peers and others. Louise viewed this 

difference from an anatomical perspective in how she made sense of her body 

difference. For the researcher, the use of the word ‘barnacles’ conjures up an 

unpleasant and painful experience: 

It looked like a normal gut and then my one. The normal one was smooth on 

the inside like a flowing tube. Then, my one had bumps or like barnacles 

almost if you see on the bottom of the boat, the hole is big for the food to 

pass through. 

 

 Harriet discussed how comparison by her peers led to some 

unwanted attention: 

Sometimes it's annoying because sometimes you're like "You've never paid 

attention to me before so why all of a sudden. I've been to hospital and now 

you want to know everything about me." It's just a bit like, do you really 

want to be there and support me or are you just wanting to know the ins and 

outs of everything I'm doing. 

  

 Harriet also acknowledged how she perceived her difference to her peers 

when she said: ‘I couldn't quite do everything everybody else was doing and I was 

struggling more and things like that.’ She later compared her physical symptoms 

with others, acknowledging difference: ‘It's quite annoying because everyone will 

have a tummy ache but this is constant whether I realise it or not and they're very 

different. This one can make you feel tired. It can make you feel sick. It can just 
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make you just not want to move whereas a tummy ache just go whereas this could 

last a whole day or week.’ 

 

 Marie reflected on how this comparison to peers can be evident within the 

school environment: 

You're not meant to be going to the toilet because other students without the 

condition weren't going to the toilet. It's not that they were being completely 

rude about it, it's just they didn't know or understand. 

  

 At a stage of life where similarity and fitting in with others is important, the 

difference described by these participants may present some difficulties in 

continuing to be resilient in the face of IBD.  

 

iii) Impact of others. The role of others in either contributing to the 

fragility of the health position, or providing strength to reduce the fragility, was 

evident for a number of participants.  

 

Gemma talked about the difficulty of sharing her experiences with others. 

She felt that others struggled to understand her IBD because they were not going 

through it themselves but she also appeared to feel a sense of responsibility to 

protect others from her condition: 
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I'm not scared about telling people it’s more just they can do without me 

telling, not me telling them. If they really want to know about it, they can 

just look for it. 

 

She reflected on the importance of having a friend with a similar diagnosis 

and how this ensured understanding between the friends. This quote also provides 

an insight into the unpleasant symptoms associated with IBD: 

It was just nice to have someone there who understood it and we don't, sorry 

TMI (too much information), but we call it burning bumhole and she's like, "I 

had burning bumhole last night" and I was like, " I know what you mean" 

 

 Marie also talked about the role of the understanding of others in impacting 

her IBD coping: 

(When talking about friends) It was something they didn't fully understand 

and that put something between us in a way, but they got over that because 

it was just at first it was quite difficult. 

(When talking about a teacher) she's doesn't quite understand it so she gets 

almost over the top at times. It's not unwanted, but it also is because it's nice 

that she has a concern, but she doesn't know how to deal with it. 

 

 Toby reported a positive experience of family support which appears to play 

an important role in his resilience: 
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Everyone knows what happens and everyone's really nice. They do whatever 

to help me to keep going and see if there's anything I can do in the house 

while I'm off. 

 

 It seems that understanding of IBD, and the experience of living with it, is 

fundamental for others to have a positive impact on the participants. This allows for 

more beneficial support, which may play a part in enhancing the resilience of the 

individual.  

 

iv) Physical vs Psychological. Some participants reflected on their 

experience of the link between their IBD symptoms and psychological wellbeing. 

Ella gave a coherent explanation of her experience:  

I'm not quite sure how to explain it in the way that-- When the IBD is worse, 

I have to go to more appointments and get more blood tests. If I've got a lot 

of work on and I can't go to school, having to miss school, then I feel like 

I'm behind and then I have to catch up. That makes me more stressed. Then 

the stress also affects the IBD a bit more. Only a little bit. 

 

 Louise considered whether psychological processes, such as worry, may 

have impacted on her IBD: 

I think it probably was myself, to be honest, just me, mentally, maybe 

worrying a bit too much and just about worrying about what's going to 

happen and what I'm missing while I'm at home just sitting on the toilet 
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……. I think sometimes I did get a little bit more worse when I was stressed 

about school and friends and everything and missing work, missing out and 

everything but I think, yes, it just, got worse a little bit not by much I 

wouldn't say. 

 

 Gemma discussed the dilemma of whether symptoms are physical or 

psychological: ‘That was always hard trying to find a balance of what is a nervous 

my tummy hurts because I'm about to do something new, and what is an actual pain.’ 

James also expressed some difficulty between knowing whether a symptom has its 

origins in IBD, or was psychosomatic, and this was also noticed by his parents:  

Like my dad said he's noticed it, as well as my mum. From stress or 

something. I get more belly aches……. I've never taken much notice, but I 

think, there could actually be a link. I do think whenever I get stressed I do 

get belly aches. I just don't really make the link. 

 

 For some of the participants, their experience seems to include links 

between stress and IBD. This is particularly pertinent at a developmental period 

where adolescents are sitting exams and are under pressure to fulfil their academic 

potential. For an unpredictable condition, that can lead to needing time off school, it 

is understandable how this could impact psychological wellbeing.  

 

 



Thesis Portfolio  88 

Discussion 

 The results from this study provide us with some insight into the lived 

experience of adolescents with IBD. Furthermore, it provides some understanding 

about how IBD, and living with IBD, is made sense of by these adolescents. This 

study adds to a body of literature that has researched the phenomenon of living with 

IBD in a number of ways. Firstly, it utilises an IPA approach to gain an in-depth 

understanding of an individual’s experience and, secondly, it is the first study to 

explore an adolescent’s experience of living with IBD within the UK health system.   

 

 The importance of diagnosis, and the process of finding the correct 

treatment, was evident in the lived experience of all participants and is interpreted 

by the researcher as being ‘The Turning Point for Health’.  This experience for 

young people with IBD has not been phenomenologically explored before and, 

given that peak onset of IBD is in adolescent years (Kelsen & Baldassanno, 2008), 

this understanding of an adolescent’s lived experience of diagnosis is of value for 

clinicians and other IBD patients. Research into adolescents receiving a cancer 

diagnosis (Bellizzi et al., 2012) found that it could have a positive impact on health 

competence (i.e. confidence in an individual’s ability to take care of health). It may 

be that this is experienced by our adolescents and explains why this theme has a 

sense of a ‘turning point’ and was not returned to, even when discussing relapse. 

Although it is again noted that the participants within this study were currently in 

remission which may affect how relapse is discussed.  
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 This idea of health competence is also reflected in the second theme of 

“Resilience and Acceptance”. The themes within this are supported by previous 

research by Sykes et al. (2015), who found an overarching theme of ‘balancing my 

disease’, and Matini and Ogden’s (2015) theme of the ‘new normal’.  It seems a 

similar process is experienced by some of our adolescents who establish a ‘different 

normal’ following diagnosis. Interestingly, some of our adolescents felt that they 

could live as they did before IBD, rather than needing to make changes. These 

adolescents had made changes to their life, such as taking daily medication or 

visiting the hospital regularly, but it seems these are not seen as being different to 

before IBD. This return to normality is not talked about in the adult literature and it 

may be that the time of diagnosis for these individuals (in early adolescence) means 

these changes can be more integrated into their lives. Adolescence is a transitional 

period with an abundance of change happening (Williams et al. 2002) and for some 

of our participants, changes made due to IBD may be included in this and therefore 

a different normal may not need to be established.   

 

 There are a number of themes, under the umbrella of ‘Fragility of Health 

Position’, that describe experiences that could play a part in modifying the 

adolescent’s ability to maintain acceptance and resilience in the face of IBD. The 

‘face’ of IBD refers to the unpredictability of a condition that can be challenging, 

unpleasant and painful.  The themes contained within ‘Fragility of Health’ have a 

number of crossovers with the ideas presented in Nicholas et al. (2007). This 

research was conducted on an adolescent population with IBD in Canada and also 

highlighted the difficultly with the unpredictable nature of IBD and feeling different 
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to peers. Adolescence is a stage of life where being similar to others and fitting in is 

important (Greenley et al., 2010) and it is likely that healthy peers also experience 

feelings of being different to peers but IBD complicates this normal developmental 

stage further.   

 

 The importance of social support is also evident in Nicholas et al. (2007) 

and Shepanski et al. (2005), who demonstrated that attendance at an IBD specific 

summer camp, with an abundance of social support and normalising of the disease, 

improved quality of life. Interestingly, participants in the current study highlighted 

the importance of others’ understanding in improving ability to provide support. 

This sense making of what valuable support looks like for adolescents may be of 

benefit for clinical teams.  

 

Study limitations 

 The majority of the interviews took place at the participant’s home. While 

this was convenient due to the wide geographical area, it may have had an impact 

on an individual’s openness as parents were present in five of the eight interviews. 

There was a lack of content pertaining to intimate relationships and the presence of 

parents may have impacted on these themes being discussed. However, this may be 

indicative of chronic health difficulties leading to some slowing in development 

(Christie & Viner, 2005) and therefore this developmental stage may not have been 

reached.   Despite the presence of parents, the data were of rich quality and the 

young people appeared eager to share their experiences enabling a 

phenomenological analysis to be carried out. It is acknowledged that having parents 
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present may have provided support to the young person and, at times, the parent 

was able to prompt the young person to provide more detail.  

 

 The participants were purposefully sampled by the care team, and while this 

was necessary for sufficient experience of living with IBD, it may have also meant 

that a certain type of patient was asked to participate in the research. The researcher 

is not aware of anyone who declined to take part in the study, which may indicate 

that individuals more willing to share their experiences were approached. 

Furthermore, this sample appear to be well supported by a specialist multi-

disciplinary team and this valuable support may be reflected in the impressive 

resilience and maturity observed by the researcher. This would mean that the 

experiences that were found to be shared by this cohort of patients, may not be 

transferable to other adolescents with IBD.  

 Participants were representative of a younger, and quite narrow, adolescent 

cohort, and while this was necessary for recruitment, it does present challenges for 

the generalisability of the findings throughout a wider adolescent group. This may 

be further complicated by the delay in development that can be observed in children 

with chronic health conditions (Christie & Viner, 2005). This is pertinent as 

children and young people’s services are increasingly adopting a 0-25-year-old 

model and the understanding of adolescents and their lived experience could be 

very different throughout this age range.  The sample had an equal gender 

representation and while this provided an illustrative sample it may have been 

helpful to focus on a particular gender to further understand the phenomenon and 

idiography of living with IBD.  
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 At the point of interview none of the participants were in a period of relapse. 

Relapse can be challenging in terms of unpleasant symptoms and changes in 

treatment. Participants being in remission may have been necessary to conduct an 

interview in appropriate circumstances but it may also change how someone talks 

about their lived experience. Retrospective reporting of being in relapse may not be 

reliable, as it is not adaptive to remember negative experiences, and many of the 

participants were settled with their treatment routine meaning that a relapse may not 

have happened recently. Furthermore, the young sample, some with fairly recent 

diagnosis, means participants may not have experienced some of the most difficult 

aspects of IBD, such as repeated episodes.  Therefore, it may be that the themes that 

emerge from a cohort of patients who have recently experienced, or are in, a relapse 

may be quite different. Nonetheless the IPA approach is concerned with an 

individual’s experience, rather than trying to generalise across all adolescents with 

IBD and that is reflected in this study.  

 

Implications for clinical practice and suggestions for future research 

 The findings of this study highlight the importance of early diagnosis for 

young people with IBD. Encouragingly, once participants were seen by specialist 

services, diagnosis happened quickly. However, for a number of participants, the 

process to reach this point was lengthy and contradictory and, for a disease where 

peak onset is in adolescence, it seems education about the signs and symptoms of 

IBD would be beneficial for healthcare providers so timely onward referrals can be 

made.  

 



Thesis Portfolio  93 

 The participants shared a number of ways they had taken responsibility for 

their health and the similarities in these may suggest that early intervention to 

introduce these ideas to patients with recent diagnosis may be beneficial. The 

importance of the understanding of others to provide helpful social support was 

evident for our participants. Therefore, early intervention could benefit from being 

a group format to allow opportunity for participants to access social support where 

understanding is coming from a place of lived experience. In addition, services 

would benefit from offering support to families and schools, and any other 

individuals involved in the young person’s system, to build their understanding of 

IBD and therefore provide more helpful social support. CBT informed interventions 

for young people with IBD have been developed and evaluated (Szigethy et al. 

2004, 2007, 2014 & Reigada et al. 2013, 2014, 2015) however these are aimed at 

patients who present with depression or anxiety. Our research would suggest that 

any young person diagnosed with IBD, not just those with depression or anxiety 

symptoms, may benefit from some intervention to provide social support and 

consider how they might take responsibility for health. This would need to include 

an element of parent involvement in order to promote understanding and facilitate 

helpful social support.   

 

 Further research may wish to consider the lived experience of adolescents 

during a relapse and consider how this might differ to an experience of remission. 

This would provide a more holistic view of the lived experience of an adolescent 

with a relapsing and remitting disease such as IBD.  
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Conclusion 

 The experience of diagnosis, and finding the correct treatment, was 

important in our participants’ IBD story. At the time of interview our participants 

were in a place of resiliency and acceptance of their IBD and the responsibility and 

maturity of their approach to IBD was noticeable and encapsulated in the themes. 

Our participants lived experience includes IBD-related difficulties such as 

comparison to peers and living with unpredictability of when a flare up of painful 

and unpleasant symptoms might happen. Social support appeared beneficial 

particularly when it is provided by someone with understanding of the disease. The 

importance of this is highlighted to help improve the support from clinical services 

and the young person’s wider system.  
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Chapter 4: Extended Methodology of Empirical Paper 

  

This additional chapter is an extension of the methodology of the empirical 

paper. It will consider the qualitative approach in more detail and demonstrate why 

an IPA (Interpretative Phenomenological Analysis) approach was chosen to answer 

the research questions. A more comprehensive view of the data analysis is 

provided. Finally, the quality and rigour of the research process is explored.  

 

Interpretative Phenomenological Analysis 

Ontology and Epistemology 

 Qualitative research is concerned with meaning and experience and this, 

combined with the concepts of ontology and epistemology, make qualitative 

research notably different to quantitative research. Ontology refers to the study of 

being and to what extent reality is separate from human practices and 

understandings (Braun & Clarke, 2013). Ontology can be thought of as a continuum 

of positions ranging from realism to relativism. Realism is a dominant paradigm 

which believes there is an objective truth in the world. In contrast, the relativism 

perspective believes there are multiple constructed realities and therefore not one 

objective truth. These varying ontological positions are important within empirical 

research to provide a basis for the chosen methodology, for example a realism 

position would align with a quantitative methodology whereas relativism is more 

likely to inform a qualitative approach (Braun and Clarke, 2013). 
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 For the empirical paper my ontological stance is from a critical realism 

perspective, which lies in the middle of the continuum described above. In the 

empirical paper there is an interest in seeking a truth but an acknowledgement that 

context is important and the truth could never be fully accessed as it understood 

through the researcher’s interpretation of the participants’ experience.  From this 

stance, the world is real and identifiable but it is acknowledged that there is an 

inherent subjectivity in the production of knowledge (Madill, Jordon & Shirley, 

2000). This stance seeks to explore causative mechanisms for what is experienced 

and observed. Because of this it is seen as an appropriate stance for the empirical 

paper as it illuminates the complexity of health through recognising that knowledge 

of this intricacy is filtered through an interpretative lens (Walsh & Evans, 2014).  

Critical realism encourages holistic exploration of a phenomena and this can be 

done through multiple research questions and research methods. Consequently, this 

stance has shaped the wider thesis portfolio in terms of research questions and the 

types of knowledge produced.  

 

Epistemology is the theory of knowledge (Cohen, Manion & Morrison, 

2007) and is concerned with how knowledge is created, acquired and 

communicated (Scotland, 2012). Again, this can be thought of as a continuum 

ranging from the dominant paradigm of positivism, believing we can know the 

truth, to constructionism, believing that what we know of the world is not separate 

from ourselves and knowledge is the product of social influences. Positivism 

provides a basis for quantitative research as it believes we can use empirical 

methods, while controlling for biases, in order to discover the truth. Whereas 

constructionism is wedded to qualitative research by a mutual appreciation for 



Thesis Portfolio  106 

human life complexities.  Consequently, ontological and epistemological positions 

are not independent of one another and they inform the most appropriate 

methodology by which to access knowledge and answer a research question. The 

epistemological position of the empirical paper is discussed in more detail below.  

 

Epistemological Underpinnings of Interpretative Phenomenological Analysis 

(IPA) 

 Phenomenology. This philosophical approach is committed to studying and 

understanding the experience of various aspects of human life and it provides us 

with a richness of ideas that help psychologists comprehend lived experience 

(Smith, Flowers & Larkin, 2009). Phenomenology was first discussed by Edmund 

Husserl, who described a careful examination of human experience by finding a 

way to help someone accurately know their own experience. Husserl’s 

phenomenological method included the need to ‘bracket’ out our ‘taken for granted 

world’ in order to access our perception of the world (Smith et al., 2009) and use a 

series of ‘reductions’ to provide a different way of thinking about a phenomenon. 

These reductions ensure against the enquirer being misdirected by their own 

assumptions and instead allow the essence of the phenomenon to be captured. 

However, Husserl’s work focussed on himself understanding his own experiences 

whereas psychological research is concerned with understanding others’ 

experiences.  

 

Later philosophers highlighted that we could only partially bracket out our 

preconceptions, and interpretation would lead us to be able to access an individual 
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lived experience (Smith et al., 2009). The empirical study has a phenomenological 

underpinning as it is interested in interpreting others’ relationships to their world 

and how they make sense of their lived experience.   

 

 Hermeneutics. Hermeneutics is the second major theoretical underpinning 

of IPA and describes the theory of interpretation. Smith et al. (2009) describe a 

‘double hermeneutic’ of IPA which acknowledges the interpretation the individual 

has of their lived experience, in addition to the interpretation that the researcher has 

on the participants interpretation.  This hermeneutic approach is relevant to the 

empirical project as the researcher is making sense of the participants’ sense 

making of their lived experience through her own interpretation.  

 

 Idiography. Idiography is concerned with the particular, with reference to 

the depth of detail and understanding of a particular experience for a particular 

person at a particular time. Therefore, IPA is an idiographic approach. This is in 

contrast to much psychological research which is concerned with generalising 

findings to a group or population level. Idiography highlights the importance of the 

single case study however acknowledges that more general ideas can be sought 

from more individuals, albeit with caution. This is accounted for within an IPA 

approach where analysis techniques move from single cases to patterns across 

individuals.  This approach was utilised in the empirical study by demonstrating the 

unique experiences of each individual whilst highlighting any patterns across the 

group (Smith et al., 2009).  
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Reflexivity 

 Reflexivity is a necessity in qualitative research. Shaw (2010) describes the 

process of reflexivity as important for researchers to reflect on how they might 

impact the data during collection and analysis. A reflexive approach enables a more 

holistic approach to qualitative research as the researcher and researched are of the 

same order (both living human beings). Linking back to the double hermeneutic 

described earlier (Smith et al., 2009), IPA recognises the importance of the 

researcher’s assumptions and that it has a role in both enhancing and hindering the 

interpretation process (Shaw, 2010). Consequently, the lead researcher used a 

research journal to record thoughts and feelings about the research process. This 

allowed the lead researcher’s subjectivity to be acknowledged, and considered, 

throughout the data collection and analysis. An important entry, written during the 

time of interviews, is detailed below. Similar reflections were apparent throughout 

the research process: 

 

I am very aware that the young people I am interviewing are receiving 

ongoing care from the same hospital as my son, albeit for a very different 

diagnosis. My family’s experiences of the hospital have been excellent and I 

am aware that I am an advocate for the good work the hospital does and the 

impressive ongoing care we receive. I acknowledge that this stance makes 

me want to hear equally encouraging stories about the care the young 

people are receiving. I am very mindful of this and am keen to not let it bias 

what I hear from the young people and interpret as important. Although I 

have not yet heard any negative stories about the hospital, I am wondering 
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how this might feel for me and am keen not to let it influence my questioning 

or interpretation.  

 

Another important reflection brings me to my family’s approach to my son’s 

chronic health problem. We take an optimistic view to the treatment he 

requires and manage any anxieties we have about his condition in a helpful 

way for our family network. We very much take a ‘it could be much worse’ 

stance.  My acknowledgement of this is important in interview and analysis 

as I would not want my own positive framing to skew a participant’s story 

about their lived experience.  

 

 These topics have remained in the lead researcher’s mind throughout this 

project and an IPA approach accepts that the researcher’s thoughts and feelings will 

have an impact on how they interpret another person’s experience (double 

hermeneutic of IPA).  The use of the diary was important to reflect on the lead 

researchers’ thoughts and feelings and monitor developing interpretations. This 

commentary is vital in establishing credibility (Shenton, 2004).  

 

Method: Data Analysis 

 Analysis of the interview data was informed by the steps outlined in Smith 

et al. (2009) and Smith and Osborn (2015). There is no single method for using IPA 

(Smith et al. 2009), rather a set of common processes that are outlined below: 
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Step 1: The researcher immerses themselves in the data by reading and re-

reading a transcript. This reading and re-reading was undertaken while 

listening to the original audio recording. This stage ensures the participant is 

the focus of the analysis.  

 

Step 2: This stage examines semantic content and language on an 

exploratory level and anything of interest is noted in the margins of the 

transcript. The process produces descriptive, linguistic and/or conceptual 

comments. Highlighting was used to pick out important data which were 

then commented upon. 

 

Step 3: The next stage seeks to identify emergent themes from the initial 

noting by reducing the volume of detail while maintaining the complexity of 

the data. This process demonstrates a hermeneutic circle as the whole of the 

interview is becoming a set of parts which will then become a whole by the 

end of the analysis. The emergent themes reflect both the participant’s 

words and the analyst’s interpretation.  

 

Step 4: Connections across these emergent themes are now searched for to 

draw together the themes and produce a structure to show the most 

important aspects of the participant’s account. This was done by typing all 

the emergent themes into a list and moving themes around to create clusters. 

A process of abstraction, putting similar themes together and giving them a 
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name, was most usually employed and these headings represent the super-

ordinate themes for that participant.  

 

Step 5: The next step involves moving onto the next transcript and repeating 

the above process. It is important to treat the next case on its own terms so it 

is important to bracket the ideas from the previous case to maintain the 

idiographic commitment of IPA. The lead researcher left time (at least half a 

day) between analysing each script to help bracket the ideas although it was 

ensured this did not compromise being immersed in the data. 

 

Step 6: Finally, patterns are looked for across the cases. It was evident in 

this process that some of the emergent and superordinate themes that were 

seen in an individual case, represented higher order concepts that were 

shared across cases. A large surface was used to lay out the themes to help 

look for connections. From this, three overarching superordinate themes, 

encompassing nine subordinate themes, were identified. 

 

The following section considers a specific section of a transcript from 

Gemma and details the movement through the stages detailed above and the arrival 

at the group level superordinate themes. Table 1 shows the transcript and the initial 

notes and subsequent emergent themes documented by the researcher.  Appendix P 

and Q further demonstrates how the master themes were evident in the original 

transcripts across participants.  
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Table 1.  

Gemma’s transcript with initial notes and emergent themes.  

Initial Notes (Step 
2) 

Transcript Emergent 
Themes (Step 
3) 

Concern over 
others judgement 
 
Assumptions about 
being talked about 
 
 
‘huge’  
 
Frustration at a 
lack of 
understanding 
 
 
WHY? 
 
What does she 
mean by ‘real way’ 
– an acceptable 
way?  
 
Difficult to explain 
‘weirding them 
out’ – I’m weird? 
 
Responsibly for 
others reaction 
 
 
Strength in 
numbers – 
importance of 
support 
 
Others don’t 
understand that I 
am not fine. 
Invisible illness. 
 Unpredictable 
 
‘could come back 
at any stage’ - 
impending 
 

Gemma: It was more especially when I 
started missing a lot of school. I was more 
like I don't know what people are going to 
think I was like. It was better because I 
wasn't there so I wasn't there to see people 
talking or giving me weird looks but it was 
more just like the unknown. While there 
were people and then when I came back 
after that huge- I had like two- or three-
week gap of not going to school and when 
I came back someone said, "Oh yes people 
thought it was because of your anxiety".  
 
I was like, "Why would I have missed it?" I 
mean, okay, but why would I of missed 
three weeks because of anxiety but there 
we go. and I was more like is not really a 
way of me to explain it without getting 
really TMI if it's a person who I don't know 
I'm more like I don't know how to explain 
it in a real way …This is what happens 
without weirding them out a bit because it's 
a bit of a taboo subject it's like diarrhoea 
and stuff like that which is why I was like. 
I told someone once and didn’t really know 
her and she was just like "Oh, yey" and I 
was like, “I have totally just weirded her 
out haven’t I”.  
 
I’m used to it that's why me and my friend 
Jane who has similar issues and she's like 
we can talk about it as we go through it but 
what I'm more like especially with my 
group of friends, I feel like they think I'm 
totally fine now and it's totally gone. I do 
try to explain it to them sometimes it is not 
gone. It could come back anytime but I'm 
just okay now without trying to put a 
downer on things.  
 
I'm pretty much okay now but I’m still 
wary that even though I am on the right 
stuff now, it could come back at any stage. 
 

Importance of 
others 
judgment 
 
Frustration at 
lack of 
understanding 
from 
others…it 
isn’t ‘just’ 
anxiety 
 
 
 
 
Taboo 
 
 
 
 
 
 
 
 
 
 
Invisible 
illness 
 
 
 
Unpredictable 
 
 
 
 
 
Waiting game 
– for IBDs 
return 
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Waiting for its 
return -
apprehension 
Defeated by IBD 
 
Fragile.  

Interviewer: How is it living with that, the 
unpredictability. 
 
Gemma: It's like I'll try not to think about 
it because I was like I'm okay now that is 
just- because always so used for ages just 
waiting for it to come back. After I’d come 
off the steroids I’d wait like a day or two 
and be like well it's going to come back 
soon then it would and I'd be just 
disappointed while now I'm more okay let's 
keep it like this, let's not think about going 
south just keep it as it is. 

Its ok when it 
is ok.  

 

During step 4 connections were made across these emergent themes, along 

with all others identified within this transcript. Two superordinate themes are 

demonstrated in this section of transcript. These are shown in Table 2. Abstraction 

was used to pool similar emergent themes together and give them a heading that 

captured their essence.  

 

Table 2. 

Emergent and superordinate themes from this section of transcript 

Emergent themes (Step 3) Superordinate themes (Step 4) 
 

Importance of others’ judgment 
 
Frustration at lack of understanding 
from others…it isn’t ‘just’ anxiety 
 

Role of others 
 

Taboo 
 
Invisible illness 
 
Unpredictable 
 
Waiting game – for IBDs return 
 
Its ok when its ok 
 

Contradictions of the disease 
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During step 6, these superordinate themes were clustered together and 

represented in the overarching subordinate and superordinate themes presented in 

the final results. The theme for Gemma of ‘role of others’ was represented in the 

subordinate theme ‘impact of others,’ which was under the superordinate theme of 

‘Fragility of Health Position’. Gemma’s theme ‘contradictions of the disease’ was 

represented in ‘Invisible unpredictability’ which was also under the superordinate 

theme of ‘Fragility of Health Position.’ 

 

Personal Reflections of Analysis 

 The process of qualitative data analysis was a new experience for me and it 

felt a privilege to have access to such personal data. Being able to picture, and 

hear, the person saying the words added a welcomed layer of meaningfulness and 

having met most participants in their own homes, I felt I had an added insight into 

their lives.  

The analysis process was all-consuming and required a lot of concentration 

and dedication. At times I felt so overwhelmed by the sheer quantity of data and the 

idea that any kind of connections could be made felt impossible. I recall looking at 

a list of the emergent themes from my first transcript and not being able to see any 

connections between any of the themes. However, the minute I started moving 

themes around, I seemed to gain an additional insight that lead to connections 

standing out to me. This cycle of confusion to clarity and back to confusion 

continued throughout the process. Although for me, this finished at a position of 

clarity where I feel I have captured the essence of the adolescents’ lived experience 

and feel the overarching themes are true to, and embedded in, the original data.  



Thesis Portfolio  115 

Quality and Rigour 

 The quality and validity of qualitative research is an important consideration 

and this should be assessed in relation to criterion that are specifically developed 

for qualitative research, and not quantitative research. Yardley (2000) suggests four 

broad principles for assessing qualitative research quality; sensitivity to context, 

commitment and rigour, transparency and coherence, and impact and importance.  

These principles offer a variety of ways to establish quality and are appropriate for 

any theoretical orientation of a qualitative study.  Each principle will be considered 

in terms of the current IPA project.  

 

 Sensitivity to context. My interviewing skills, including active listening, 

empathic approach and ability to build rapport, demonstrate sensitivity to context. 

This is further seen through the described immersive process of data analysis and 

the evidence of interpretations being grounded in the original data, as demonstrated 

by the number of quotes provided in the write up.  

 

Commitment and rigour. This principle is demonstrated in the methods 

described above. In addition, the sample was purposively selected to ensure the 

research questions were answered and each overarching theme was supported by 

quotes from the majority of participants. Furthermore, data, and resulting themes, 

were discussed during research supervision to substantiate quality and promote 

rigour.  
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Transparency and coherence. To ensure transparency the write up 

comprehensively details the stages of the research process. The alignment of the 

project to IPA epistemological underpinnings is demonstrated in this chapter and 

drafting, re-drafting, and input from a supervisor of the empirical paper helped 

ensure coherence.  

 

Impact and importance. This was demonstrated in this unique project that 

gave a voice to a previously unheard population and has addressed a gap in the 

literature. The results from the research have clinical implications and this is more 

pertinent in the current, and changing face, of the National Health Service where 

the psychological aspects of chronic health conditions are receiving increased 

recognition.  

 

To enhance quality and rigour further, the project could have benefitted 

from further consultation with colleagues to allow examination of the data from a 

number of perspectives. This would help improve credibility, not to undermine the 

lead researcher’s interpretations but to ensure completeness and rigour in the 

analysis process.  
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Chapter 5: Discussion and Critical Evaluation 

  

This chapter provides an overall discussion and critical evaluation for the 

thesis portfolio. The chapter begins by setting the scene for the current research 

followed by a summary of the findings. The strengths and limitations of the overall 

portfolio are discussed. The findings from both papers are synthesised to offer 

clinical implications and suggest areas for possible future research. The chapter 

concludes with some personal reflections on the research process.  

 

Summary of Research 

 Inflammatory Bowel Disease (IBD) is a chronic, autoimmune disease that 

describes a group of intestinal disorders that cause parts, or all, of the 

gastrointestinal tract to become inflamed (Sykes, Fletcher & Schneider, 2015). The 

peak age for the onset of IBD is between 15 and 35 years of age (Bishop, Lemberg 

& Day, 2014), with around 30% being diagnosed before the age of 21 (Karwowski, 

Kelijo & Svigethy, 2009). Literature suggests that an adolescent patient with IBD is 

more likely to experience emotional and behavioural difficulties than healthy peers 

Mackner, Sisson & Crandall, 2004; Greenley et al., 2010). This is unsurprising 

given that IBD can negatively influence important aspects of adolescent 

development, such as puberty and social acceptance (Greenley, et al., 2010). 

 

 In response to this, cognitive behavioural based psychological interventions 

for children and adolescents with IBD have been developed. A systematic review of 

the literature, conducted as part of this thesis portfolio, suggests that there is a trend 
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towards improvement in anxiety, depression and general functioning for the young 

people who participate in these interventions. These findings are encouraging, 

particularly in the current National Health Service (NHS), where the importance of 

integrating physical and mental health care is crucial to the future of the NHS (Five 

Year Forward View, 2014). However, the available literature concerning the 

psychosocial aspects of young people with IBD is fairly limited. Much of the 

current research is focussed at an adult population. This is reflected in National 

Institute for Health and Care Excellence (NICE) guidelines where guidance is 

available for managing depression in adults with chronic health problems (NICE, 

2009) but there is no comparable guideline for young people. Consequently, to 

contribute to the evidence base concerning young people and IBD, an Interpretative 

Phenomenology Analysis (IPA) was undertaken to give an insight into an 

adolescent’s lived experience of IBD.  

 

 The in-depth exploration, using an IPA approach, of an adolescent’s lived 

experience of IBD provided some useful and interesting findings. Group level 

superordinate themes highlighted a ‘Turning Point for Health’ which described the 

adolescents experience of diagnosis and finding the right treatment. ‘Resilience and 

Acceptance’ appeared crucial for our participants in living well with IBD although 

this position came with a sense of ‘Fragility’ where IBD related difficulties 

experienced by our adolescents meant resilience and acceptance could be 

compromised.  This provides us with some understanding of what it is like for an 

adolescent living with IBD and adds to a biopsychosocial understanding of young 

people with IBD.  
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                          Strengths and limitations of the present study 

 The current study presents original research, and a novel review of current 

research, in the area of young people with IBD. This study has given a voice to 

young people to have their lived experiences of IBD heard and considered how 

psychological intervention can benefit young people with IBD specifically. 

Previous research may have not considered young people only and, instead, studied 

young people and adults under the umbrella of ‘patient’ without acknowledging the 

differences between these two groups. Given that adolescence is a crucial 

transitional period, which is characterized by more biological, psychological and 

social changes than any other life stage, with the exception of infancy (Williams et 

al., 2002), it is right that the current project takes a focus specific to young people. 

 

 This research contributes to the biopsychosocial understanding for young 

people with IBD and has real benefit in helping us to appreciate the factors that can 

influence the development, course and outcome of the disease (Havelka, Lucanin & 

Lucanin, 2009).  The biopsychosocial approach has even more value given the 

future focus of the NHS ensuring parity of esteem between physical and mental 

health. Furthermore, it is documented that when the biopsychosocial elements of 

adolescence intersect with the biopsychosocial components of a health condition, 

there can be unique challenges in the management of the health concern (Christie & 

Viner, 2005).  The current project helps enrich our understanding of the 

psychosocial elements for young people with IBD.  
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 It is acknowledged that the age range throughout the wider project is 

variable. Due to available papers, the review encompasses children from eight 

through to 18, while the original research reflects 13 to 15-year olds. Adolescence 

is defined by the World Health Organisation (WHO; 2018) as between 10 and 19 

and therefore it is recognised that the lowest age range within some of the current 

research is concerned with children (defined by WHO as anyone under 19 that is 

not within the age range for adolescence). In addition, adolescence is often broadly 

separated into early, mid and late adolescence to acknowledge the variance 

throughout this developmental stage and therefore the current research may contain 

young people from early and mid-adolescence. Furthermore, this broad age range 

could span up to three stages of Erikson’s (1950) psychosocial development theory.  

The broad age range in the current project presents a challenge in the synthesis of 

these two projects and generalisability going forward. Details about the lived 

experience of a 13 to 15-year-old may not be beneficial throughout a wider 

paediatric service (which is often up to age 18) and may be more representative of 

the lived experience of an individual in early to middle adolescence. Furthermore, 

the content of a psychological intervention for an eight-year-old compared to an 18-

year-old would need to be quite different in order to account for the different 

cognitive, emotional and psychological developmental stage. These differences are 

not accounted for within the current research.  

 

 It is important to acknowledge the wide range of countries in which the 

current research has been conducted. The phenomenon of living with IBD for 

adolescents has been explored in other countries, Canada (Nicholas et al., 2007) and 

Sweden (Brydolf & Segesten, 1996; Lindfred, Saalman, Nilsson, Sparud-Lundin & 
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Lepp, 2012), but this is the first project to consider the lived experience of 

adolescents within a UK health setting. This research in other countries has also 

considered a broader age range than the focussed 13-15-year-old age range in the 

current study. Research into psychological intervention for young people with IBD 

has primarily been conducted within America. Synthesising these fields of research 

together may present some difficulties due to the UK and America having very 

different healthcare systems. Nonetheless, the understanding gained about the lived 

experience of adolescents with IBD in the UK could be used to consider the 

helpfulness of the content of American developed psychological intervention 

programmes.  

 

 There is a lack of statistical methods within this wider project which may 

compromise the reliability, validity and generalisability of the findings. Despite 

quantitative methods being considered, it was felt that a qualitative approach, 

preceded by a narrative synthesis, would be most appropriate for the research 

questions.  This is partly due to the area of young people with IBD having a small, 

but growing, psychological evidence base and the exploration of a young persons 

lived experience provides an important basis on which to consider other areas of 

research that may benefit this cohort.  

 

Quality assurance was considered throughout the current project and a 

selection of data from each paper was subject to review by a second author or 

reviewer in order to substantiate quality. Furthermore, evidence-based guidelines 

were utilised throughout to help assess the quality of data and ensure accurate 
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reporting. However, it is acknowledged that, in the context of completing this piece 

of as part of a wider Clinical Psychology doctorate, there are some limitations. 

Primarily there was a lack of time in which to thoroughly consider independent 

audit and consultation of the data involved in the current project. For example, it 

would have been of value to reflect back the superordinate themes with the clinical 

care team and participants, as identified by Noble and Smith (2015), in order to 

improve reliability and validity of project and ensure the final themes are reflective 

of the phenomena being investigated.  Future research could endeavour to 

implement this stage to ensure increased methodological rigour. 

 

                Clinical Implications and Suggestions for Further Research 

 The resiliency demonstrated by the young people interviewed as part of this 

wider project was reflected in the overall superordinate themes and the current 

review would suggest that children and adolescents can benefit from psychological 

intervention, potentially to a greater extent than an adult patient (Timmer et al., 

2011). Clinically, these findings may suggest there is a valuable opportunity to 

enhance young people’s resiliency by offering cognitive behavioural based 

psychological support to help manage the identified characteristics of IBD that can 

compromise this position of resilience. It is widely acknowledged that a prevention 

and early intervention approach is beneficial for children and young people’s 

wellbeing (Membride, 2016) and the future of the NHS is shifting to a focus of 

prevention and early intervention (NHS Five Year Forward View, 2014). The 

findings from this current research could help inform service development to ensure 

this is available to service users to meet their psychological needs.  
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 Furthermore, it is noted from the current research that the involvement of 

family, and the young person’s wider system, is key. Psychological intervention for 

young people with IBD tended to have better outcomes with family involvement 

and the participants interviewed as part of this project highlighted the understanding 

of IBD by others as important to maintaining their resilience in the face of IBD.  If 

not already offered in clinical services, there could be great benefit in providing 

IBD related information to teachers involved with the young person with IBD to 

promote their understanding of the condition and how the child can be best 

supported. This may help in minimising how different young people with IBD feel 

to their peers which in turn may help with resiliency. Deciding how much, or how 

little, the family and wider system are involved in this is a clinical judgment that 

should be considered carefully given the transitional period of adolescence.  

 

 It is hoped that the findings from the current projects will help inform 

psychological support for young people with IBD in the NHS. The current research 

provides evidence that cognitive behavioural based interventions demonstrate a 

trend to improvement in symptoms of anxiety and depression and general 

functioning. A richer understanding of the lived experience of adolescents with IBD 

in England provides insight into what is important for an adolescent with IBD and 

this can help shape the content of the aforementioned psychological interventions to 

align with their experiences within a UK healthcare system. 

 

 Future work may benefit from combining the understanding of the lived 

experience of an adolescent with IBD with the development of a UK specific 

cognitive behavioural programme which, in line with the future focus of the NHS, 
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is provided as a prevention intervention rather than a reactive intervention. It would 

also be of benefit for future research to focus on a consistent age group within the 

0-18 age range so findings can be more clearly integrated in relation to 

developmental stage.  

 

                                                Personal Reflections  

 The process of undertaking and writing up research is a new experience for 

me and one that came with feelings of anxiety and responsibility. I was grateful for 

the use of guidelines and tools that helped provide a specific framework on which 

to work through the wider piece of work but I felt overwhelmed by the project and it 

was very much outside of my comfort zone. I recognise that I have moved through 

the stages of competence as identified by Broadwell (1969), initially starting the 

research process at a place of being unconsciously incompetent.  Throughout the 

process I feel I have moved on from this position to being more consciously 

competent. However, there have been times of unconscious competence, which have 

been made conscious through good supervision, and times of conscious 

incompetence, which has led me to seek out appropriate learning material.  

  

 A critical realism stance was taken throughout the project as I had an 

interest in seeking a truth but acknowledged that context is important and the truth 

could never be fully understood. Reflections about the stance taken were most 

pertinent throughout the qualitative research project and this approach aligns well 

with an IPA methodology. However, this stance was extended throughout the wider 
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project and is reflected in conducting a narrative synthesis, rather than a meta-

analysis, in order to reflect the homogeneity of the current literature in the field.     

 

 It is acknowledged that the researcher’s experiences and personal 

narratives contribute to the interpretative process and credibility of the research 

(Horsburgh, 2003) and the bracketing of personal bias and assumptions is 

important in order to reflect the stories of the participants (Ahern, 1999). It was 

important for me to reflect on my own experience and perspective in order to 

minimise the impact on the analysis process but, despite this, I also acknowledge 

that the analysis is formulated through the lens of my own perspective. The context 

of this lens is I am a parent to a child (an infant) with a long-term condition (not 

IBD) who is treated within the same hospital as the participants within this study. I 

used my reflective diary and research supervision to consider how my experiences 

might impact on my interpretation of the lived experience of the young people.  

 

                                              Overall Conclusion 

 This wider project has suggested that cognitive behavioural based 

psychological intervention is of benefit for young people with IBD and it has 

provided a voice to adolescents to highlight their lived experience of IBD. This 

feels a timely project with the focus of the NHS moving towards a more integrated 

approach to physical and mental health. These findings could be utilised in order to 

implement this within clinical settings and enhance the care that is already offered 

to young people with IBD.  
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Appendix A: Author Guidelines for Journal of Pediatric Psychology for systematic review 

paper 

Instructions to Authors 

The Journal of Pediatric Psychology is an official publication of the Society of Pediatric 

Psychology, Division 54 of the American Psychological Association. JPP publishes 

articles related to theory, research, and professional practice in pediatric psychology. 

Author Guidelines 

We would like to inform our authors that we now detect plagiarism easily. JPP 

employs the CrossCheck plagiarism screening system. By submitting your manuscript 

to this journal you accept that your manuscript may be screened for plagiarism 

against previously published works. 

 

 

Journal of Pediatric Psychology will not consider papers that have been accepted for 

publication or published elsewhere. Copies of existing manuscripts with potentially 

overlapping or duplicative material should be submitted together with the 

manuscript, so that the Editors can judge suitability for publication. The Editors 

reserve the right to reject a paper on ethical grounds. 

Organization of manuscripts 

Manuscript Central will guide authors through the submission steps, including: 

Abstract, Keyword selection, and the Manuscript. The manuscript must contain an 

Introduction, Methods, Results, Discussion, Acknowledgements and Reference List. 

Length of manuscript: Original research articles should not exceed 25 pages, in total, 

including title page, references, figures, tables, etc. In the case of papers that report on 

multiple studies or those with methodologies that necessitate detailed explanation, 

the authors should justify longer manuscript length to the Editor in the cover letter. 

Review articles should not exceed 30 pages. Invited commentaries should be 
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discussed with the Editor. The Journal of Pediatric Psychology no longer accepts brief 

reports but will accept manuscripts that are shorter in length. 

Manuscripts (text, references, tables, figures, etc.) should be prepared in detailed 

accord with the Publication Manual of the American Psychological Association (6th 

ed.). There are two exceptions: 

The academic degrees of authors should be placed on the title page following their 

names, and a structured abstract of not more than 250 words should be included. The 

abstract should include the following parts: 

1. Objective (brief statement of the purpose of the study);  

2. Methods (summary of the participants, design, measures, procedure);   

3. Results (the primary findings of this work); and  

4.  Conclusions (statement of implications of these data). 

Key words should be included, consistent with APA style. Submissions should be 

double-spaced throughout, with margins of at least 1 inch and font size of 12 points 

(or 26 lines per page, 12-15 characters per inch). 

Informed consent and ethical treatment of study participants: Authors should indicate 

in the Method section of relevant manuscripts how informed consent was obtained 

and report the approval of the study by the appropriate Institutional Review Board(s). 

Authors will also be asked to sign a statement, provided by the Editor that they have 

complied with the American Psychological Association Ethical Principles with regard 

to the treatment of their sample. 

Clinical relevance of the research should be incorporated into the manuscripts. There 

is no special section on clinical implications, but authors should integrate implications 

for practice, as appropriate, into papers. 

Terminology should be sensitive to the individual who has a disease or disability. The 

Editors endorse the concept of "people first, not their disability." Terminology should 

reflect the "person with a disability" (e.g., children with diabetes, persons with HIV 

infection, families of children with cancer) rather than the condition as an adjective 

(e.g., diabetic children, HIV patients, cancer families). Nonsexist language should be 

used. 
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Review articles: 

(a) Topical reviews: Topical reviews summarize contemporary findings, suggest new 

conceptual models, or highlight noteworthy or controversial issues in pediatric 

psychology. Topical reviews are not intended to provide short data summaries or 

syntheses. Rather they are intended to foster new ways of thinking about a topic area 

and provide a direction for future research or practice. They are limited to 2,000 

words, contain no more than 2 tables or figures, and have an upper limit of 30 

references. Supplementary online material (e.g., additional tables) may be considered 

on a case by case basis. 

(b) Systematic reviews: Systematic reviews should not exceed 30 pages. Authors are 

required to attach the PRISMA checklist and flow diagram as supplementary material 

for each submission. Authors can find the PRISMA checklist and flow diagram in 

downloadable templates that can be re-used here. Authors of systematic reviews that 

do not include a meta-analysis must provide a clear justification in the manuscript 

explaining why such an analysis is not included for all or relevant portions of the 

report. 

Please consult this editorial (New Guidelines for Publishing Review Articles in JPP) 

which further describes guidelines for review articles, and the Checklist for Preparing 

and Evaluating Review Articles. 
 

Additional Guidance 

The following links provide additional guidance for authors and reviewers: Editorial 

Policy, Authors’ Checklist, Guidelines for Reviews, Suggestions for Mentored Reviews, 

"People First," NIH policy, Replication of research, Duplicate and redundant policies, 

Conflict of interest. 

See the following articles for detailed guidance concerning preparation of 

manuscripts: Editorial: Thoughts in Improving the Quality of Manuscripts Submitted 

to the Journal of Pediatric Psychology: How to Write a Convincing Introduction; 

Methods: Editorial: How to Report Methods in the Journal of Pediatric Psychology; 

Results and Discussion: Editorial: How to Write an Effective Results and Discussion 

Section for the Journal of Pediatric Psychology. 

http://www.prisma-statement.org/PRISMAStatement/Default.aspx


Thesis Portfolio  137 

Funding 

Details of all funding sources for the work in question should be given in a separate 

section entitled "Funding." This should appear before the "Acknowledgements" 

section. 

The following rules should be followed:  

 The sentence should begin: "This work was supported by . . ." 

 The full official funding agency name should be given, i.e. "the National Cancer 

Institute at the National Institutes of Health" or simply "National Institutes of Health," 

not "NCI" (one of the 27 subinstitutions) or "NCI at NIH" (full RIN-approved list of UK 

funding agencies) 

 Grant numbers should be complete and accurate and provided in parentheses as 

follows: "(grant number xxxx)" 

 Multiple grant numbers should be separated by a comma as follows: "(grant numbers 

xxxx, yyyy)" 

 Agencies should be separated by a semi-colon (plus ‘and’ before the last funding 

agency) 

 Where individuals need to be specified for certain sources of funding the following 

text should be added after the relevant agency or grant number "to [author initials]." 

Oxford Journals will deposit all NIH-funded articles in PubMed Central. See this 

page for details. Authors must ensure that manuscripts are clearly indicated as NIH-

funded using the guidelines above. 

Color Figure Charges 

Authors are charged for the print reproduction of color figures. The cost is $600 / 

€525 / £325 per color page. Figures can be published in black and white in the print 

edition and in color online for free. If you choose this option, please ensure that your 

figures are clear and readable in both black and white and color. 

Permission for Illustrations and Figures 

Permission to reproduce copyright material, for print and online publication in 

perpetuity, must be cleared and if necessary paid for by the author; this includes 

applications and payments to DACS, ARS, and similar licensing agencies where 



Thesis Portfolio  138 

appropriate. Evidence in writing that such permissions have been secured from the 

rights-holder must be made available to the editors. It is also the author’s 

responsibility to include acknowledgements as stipulated by the particular 

institutions. Oxford Journals can offer information and documentation to assist 

authors in securing print and online permissions: please see the Guidelines for 

Authors section. Information on permissions contacts for a number of main galleries 

and museums can also be provided. Should you require copies of this, please contact 

the editorial office of the journal in question or the Oxford Journals Rights 

department. 

Language Editing 

Language editing, if your first language is not English, to ensure that the academic 

content of your paper is fully understood by journal editors and reviewers is optional. 

Language editing does not guarantee that your manuscript will be accepted for 

publication. For further information on this service, please click here. Several 

specialist language editing companies offer similar services and you can also use any 

of these. Authors are liable for all costs associated with such services. 
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Appendix B: PRISMA Checklist for systematic review 

Section/topic  # Checklist item  
Reported 
on page 
#  

TITLE   

Title  1 Identify the report as a systematic review, meta-analysis, or both.  11 

ABSTRACT   

Structured summary  2 Provide a structured summary including, as applicable: background; objectives; data sources; study 
eligibility criteria, participants, and interventions; study appraisal and synthesis methods; results; 
limitations; conclusions and implications of key findings; systematic review registration number.  

12 

INTRODUCTION   

Rationale  3 Describe the rationale for the review in the context of what is already known.    13-15 

Objectives  4 Provide an explicit statement of questions being addressed with reference to participants, 
interventions, comparisons, outcomes, and study design (PICOS).  

15 

METHODS   

Protocol and 
registration  

5 Indicate if a review protocol exists, if and where it can be accessed (e.g., Web address), and, if 
available, provide registration information including registration number.  

16 

Eligibility criteria  6 Specify study characteristics (e.g., PICOS, length of follow-up) and report characteristics (e.g., 
years considered, language, publication status) used as criteria for eligibility, giving rationale.  

17-18 

Information sources  7 Describe all information sources (e.g., databases with dates of coverage, contact with study 
authors to identify additional studies) in the search and date last searched.  

18 

Search  8 Present full electronic search strategy for at least one database, including any limits used, such that 
it could be repeated.  

18 and 
142 

Study selection  9 State the process for selecting studies (i.e., screening, eligibility, included in systematic review, 
and, if applicable, included in the meta-analysis).  

16-18 

Data collection process  10 Describe method of data extraction from reports (e.g., piloted forms, independently, in duplicate) 
and any processes for obtaining and confirming data from investigators.  

18 -19 
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Data items  11 List and define all variables for which data were sought (e.g., PICOS, funding sources) and any 
assumptions and simplifications made.  

18 

Risk of bias in individual 
studies  

12 Describe methods used for assessing risk of bias of individual studies (including specification of 
whether this was done at the study or outcome level), and how this information is to be used in any 
data synthesis.  

19 

Summary measures  13 State the principal summary measures (e.g., risk ratio, difference in means).  N/A 

Synthesis of results  14 Describe the methods of handling data and combining results of studies, if done, including 
measures of consistency (e.g., I2) for each meta-analysis.  

20 

 

Page 1 of 2  

Section/topic  # Checklist item  
Reported 
on page 
#  

Risk of bias across 
studies  

15 Specify any assessment of risk of bias that may affect the cumulative evidence (e.g., publication 
bias, selective reporting within studies).  

19 

Additional analyses  16 Describe methods of additional analyses (e.g., sensitivity or subgroup analyses, meta-regression), 
if done, indicating which were pre-specified.  

N/A 

RESULTS   

Study selection  17 Give numbers of studies screened, assessed for eligibility, and included in the review, with reasons 
for exclusions at each stage, ideally with a flow diagram.  

20-21 

Study characteristics  18 For each study, present characteristics for which data were extracted (e.g., study size, PICOS, 
follow-up period) and provide the citations.  

22-24 

Risk of bias within 
studies  

19 Present data on risk of bias of each study and, if available, any outcome level assessment (see 
item 12).  

33-34 & 
144-148 

Results of individual 
studies  

20 For all outcomes considered (benefits or harms), present, for each study: (a) simple summary data 
for each intervention group (b) effect estimates and confidence intervals, ideally with a forest plot.  

23-25 

Synthesis of results  21 Present results of each meta-analysis done, including confidence intervals and measures of 
consistency.  

N/A 

Risk of bias across 
studies  

22 Present results of any assessment of risk of bias across studies (see Item 15).  33-34 & 
144-148 
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Additional analysis  23 Give results of additional analyses, if done (e.g., sensitivity or subgroup analyses, meta-regression 
[see Item 16]).  

N/A 

DISCUSSION   

Summary of evidence  24 Summarize the main findings including the strength of evidence for each main outcome; consider 
their relevance to key groups (e.g., healthcare providers, users, and policy makers).  

35-39 

Limitations  25 Discuss limitations at study and outcome level (e.g., risk of bias), and at review-level (e.g., 
incomplete retrieval of identified research, reporting bias).  

35-39 

Conclusions  26 Provide a general interpretation of the results in the context of other evidence, and implications for 
future research.  

35-39 

FUNDING   

Funding  27 Describe sources of funding for the systematic review and other support (e.g., supply of data); role 
of funders for the systematic review.  

40 

 
From:  Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and Meta-Analyses: The PRISMA Statement. PLoS 
Med 6(7): e1000097. doi:10.1371/journal.pmed1000097  

For more information, visit: www.prisma-statement.org.  
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Appendix C: Full search terms for systematic review 

 

These 3 ‘categories’ of terms were used to search electronic databases. ‘MM’ refers to the 

MeSH term used for that category which ensures a wider reaching search.  

 

(MM "Cognitive Therapy") or psycho* intervention or psycho* treatment or psycho* 

therapy or CBT or cognitive behaviour* or cognitive behavior* 

 

(MM " Inflammatory Bowel Diseases") or inflammatory bowel disease or ibd or 

ulcerative colitis or Crohn* 

 

(MM "Child") or (MM "Adolescent") or adolescen* or teen* or young people or young 

person or youth or child* 
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Appendix D: Blank example of QualSyst tool used in systematic review (Kmet, Lee & 

Cook, 2004) 
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Appendix E: Risk of bias decisions for each included paper in systematic review 

 

Article: Evaluation of a psychoeducational intervention for adolescents with inflammatory 

bowel disease.  

Author: Grootenhuis 2009 
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Article: Effects of a CBT intervention trial to improve disease outcomes in children with 

IBDAuthor: Levy, 2016 

Article: Treatment for comorbid pediatric gastro and anxiety disorders: A pilot study of a 

flexible health sensitive CBT program 

Author: Reigada, 2015 
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Article Title: Randomized Efficacy Trial of two psychotherapies for depression in youth 

with IBD.  

Author: Szigethy, 2014 

Article Title: Integrating illness concerns into CBT for children and adolescents with IBD 

and co-occuring anxiety.  

Autor: Reigada, 2013 
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Article Title:   Cognitive behavioural therapy for depression in adolescents with IBD: A 

Pilot Study 

Author: Szigethy, 2004. 

 

 

Article Title: Case Study: Longitudinal Treatment of Adolescents With Depression and 

Inflammatory Bowel Disease 

Author: Szigethy, 2006 
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Article Title: Cognitive behavioural therapy for adolescents with inflammatory bowel 

disease and subsyndromal depression.  

Author: Szigethy, 2007. 

 

 

Article Title: Longitudinal results of a CBT for youths with IBD and depressive symptoms 

Author: Thompson, 2012 
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Appendix F: QualSyst (Kmet, Lee & Cook, 2004) scores for each paper in systematic review.  

 

 

 

Study 

Identifier 

C1 C2 C3 C4 C5 C6 C7 C8 C9 C10 C11 C12 C13 C14 Summary Score 

Grootenhuis,  
2009 

2 2 1 1 0 N/A N/A 2 1 2 1 1 2 2 .70 

Levy, 
2016 

2 2 2 2 2 2 2 2 2 2 2 2 2 1 .96 

Reigada, 
2013 

2 2 1 2 N/A N/A N/A 1 1 1 1 N/A 1 2 .70 

Reigada, 
2015 

2 2 2 2 1 2 N/A 2 1 2 1 2 2 2 .88 

Szigethy, 
2004 

2 2 2 2 N/A 2 N/A 2 0 2 2 1 2 2 .87 

Szigethy, 
2007 

2 2 2 2 2 2 N/A 2 1 2 1 1 2 2 .88 

Sziegthy, 
2014 

2 2 2 2 2 2 1 2 2 2 2 2 2 2 .96 

Thompson, 
2012 

2 2 2 0 1 2 N/A 2 1 2 2 2 2 2 .84 

Szigethy, 
2006 

2 2 2 2 N/A 2 N/A 2 0 2 1 1 2 2 .83 
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Appendix G: Author Guidelines for Psychology and Health for empirical paper 

Instructions for authors 
Thank you for choosing to submit your paper to us. These instructions will ensure 
we have everything required so your paper can move through peer review, 
production and publication smoothly. Please take the time to read and follow them 
as closely as possible, as doing so will ensure your paper matches the journal's 
requirements. For general guidance on the publication process at Taylor & Francis 
please visit our Author Services website.  
 

 

 
This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer 
review manuscript submissions. Please read the guide for ScholarOne authors 
before making a submission. Complete guidelines for preparing and submitting 
your manuscript to this journal are provided below.  

Contents 

 About the Journal  
 Peer Review  
 Preparing Your Paper  
  
o Structure  
o Word Limits  
o Style Guidelines  
o Formatting and Templates  
o References  
o Checklist  
 Using Third-Party Material  
 Submitting Your Paper  
 Data Sharing Policy  
 Publication Charges  
 Copyright Options  
 Complying with Funding Agencies  
 Open Access  
 My Authored Works  
 Reprints  

About the Journal 

Psychology & Health is an international, peer-reviewed journal publishing 
high-quality, original research. Please see the journal's Aims & Scope for 
information about its focus and peer-review policy. 

Please note that this journal only publishes manuscripts in English. 

http://authorservices.taylorandfrancis.com/
http://journalauthors.tandf.co.uk/submission/ScholarOne.asp
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Psychology & Health accepts the following types of article: Article, Editorial, 
Commentary, Registered Reports.  

Registered Reports differ from conventional empirical articles by performing 
part of the review process before the researchers collect and analyse data. 
Unlike more conventional process where a full report of empirical research 
is submitted for peer review, RRs can be considered as proposals for 
empirical research, which are evaluated on their merit prior to the data 
being collected. For information on how to prepare Registered Reports (RR) 
submissions please see here. 

Peer Review 

Taylor & Francis is committed to peer-review integrity and upholding the 
highest standards of review. Once your paper has been assessed for 
suitability by the editor, it will then be single blind peer reviewed by 
independent, anonymous expert referees. Find out more about what to 
expect during peer review and read our guidance on publishing ethics. 

Preparing Your Paper 

Structure 

Your paper should be compiled in the following order: title page; abstract; 
keywords; main text introduction, materials and methods, results, 
discussion; acknowledgments; declaration of interest statement; references; 
appendices (as appropriate); table(s) with caption(s) (on individual pages); 
figures; figure captions (as a list). 

Word Limits 

Article and Editorial: 30 Pages  
Commentary: 1000 words. 

Style Guidelines 

Please refer to these quick style guidelines when preparing your paper, 
rather than any published articles or a sample copy. 

Please use British (-ise) spelling style consistently throughout your 
manuscript. 

Please use single quotation marks, except where ‘a quotation is “within” a 
quotation’. Please note that long quotations should be indented without 
quotation marks. 

http://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
http://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
http://authorservices.taylorandfrancis.com/ethics-for-authors/
http://authorservices.taylorandfrancis.com/tf_quick_guide/
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Formatting and Templates 

Papers may be submitted in Word format. Figures should be saved 
separately from the text. To assist you in preparing your paper, we provide 
formatting template(s). 

Word templates are available for this journal. Please save the template to 
your hard drive, ready for use. 

If you are not able to use the template via the links (or if you have any other 
template queries) please contact us here. 

References 

Please use this reference guide when preparing your paper. 

An EndNote output style is also available to assist you.  

  

Checklist: What to Include 

1. Author details. All authors of a manuscript should include their full name and 
affiliation on the cover page of the manuscript. Where available, please also 
include ORCiDs and social media handles (Facebook, Twitter or LinkedIn). One 
author will need to be identified as the corresponding author, with their email 
address normally displayed in the article PDF (depending on the journal) and the 
online article. Authors’ affiliations are the affiliations where the research was 
conducted. If any of the named co-authors moves affiliation during the peer-review 
process, the new affiliation can be given as a footnote. Please note that no 
changes to affiliation can be made after your paper is accepted. Read more on 
authorship. 

2. Should contain a structured abstract of 200 words. Objective, Design, Main 
Outcome Measures, Results, Conclusion. 

3. You can opt to include a video abstract with your article. Find out how these can 
help your work reach a wider audience, and what to think about when filming. 

4. Read making your article more discoverable, including information on choosing a 
title and search engine optimization. 

5. Funding details. Please supply all details required by your funding and grant-
awarding bodies as follows:  
For single agency grants  
This work was supported by the [Funding Agency] under Grant [number xxxx].  
For multiple agency grants  
This work was supported by the [Funding Agency #1] under Grant [number xxxx]; 
[Funding Agency #2] under Grant [number xxxx]; and [Funding Agency #3] under 
Grant [number xxxx]. 

6. Disclosure statement. This is to acknowledge any financial interest or benefit that 
has arisen from the direct applications of your research. Further guidance on what 
is a conflict of interest and how to disclose it. 

7. Data availability statement. If there is a data set associated with the paper, 
please provide information about where the data supporting the results or analyses 
presented in the paper can be found. Where applicable, this should include the 

http://authorservices.taylorandfrancis.com/formatting-and-templates/
http://authorservices.taylorandfrancis.com/contact/
http://www.tandf.co.uk/journals/authors/style/reference/tf_APA.pdf
http://endnote.com/downloads/style/tf-standard-apa
http://authorservices.taylorandfrancis.com/defining-authorship/
http://authorservices.taylorandfrancis.com/defining-authorship/
http://authorservices.taylorandfrancis.com/video-abstracts/
http://authorservices.taylorandfrancis.com/video-abstracts/
http://authorservices.taylorandfrancis.com/making-your-article-and-you-more-discoverable/
http://authorservices.taylorandfrancis.com/what-is-a-conflict-of-interest/
http://authorservices.taylorandfrancis.com/what-is-a-conflict-of-interest/
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hyperlink, DOI or other persistent identifier associated with the data set(s). 
Templates are also available to support authors. 

8. Data deposition. If you choose to share or make the data underlying the study 
open, please deposit your data in a recognized data repository prior to or at the 
time of submission. You will be asked to provide the DOI, pre-reserved DOI, or 
other persistent identifier for the data set. 

9. Supplemental online material. Supplemental material can be a video, dataset, 
fileset, sound file or anything which supports (and is pertinent to) your paper. We 
publish supplemental material online via Figshare. Find out more about 
supplemental material and how to submit it with your article. 

10. Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for grayscale 
and 300 dpi for colour, at the correct size). Figures should be supplied in one of 
our preferred file formats: EPS, PS, JPEG, GIF, or Microsoft Word (DOC or 
DOCX). For information relating to other file types, please consult our Submission 
of electronic artwork document. 

11. Tables. Tables should present new information rather than duplicating what is in 
the text. Readers should be able to interpret the table without reference to the text. 
Please supply editable files. 

12. Equations. If you are submitting your manuscript as a Word document, please 
ensure that equations are editable. More information about mathematical symbols 
and equations. 

13. Units. Please use SI units (non-italicized). 

Using Third-Party Material in your Paper 

You must obtain the necessary permission to reuse third-party material in 
your article. The use of short extracts of text and some other types of 
material is usually permitted, on a limited basis, for the purposes of criticism 
and review without securing formal permission. If you wish to include any 
material in your paper for which you do not hold copyright, and which is not 
covered by this informal agreement, you will need to obtain written 
permission from the copyright owner prior to submission. More information 
on requesting permission to reproduce work(s) under copyright. 

Submitting Your Paper 

Please note that Psychology & Health uses Crossref™ to screen papers for 
unoriginal material. By submitting your paper to Psychology & Health you 
are agreeing to originality checks during the peer-review and production 
processes. 

On acceptance, we recommend that you keep a copy of your Accepted 
Manuscript. Find out more about sharing your work. 

Data Sharing Policy 

This journal applies the Taylor & Francis Basic Data Sharing Policy. Authors 
are encouraged to share or make open the data supporting the results or 
analyses presented in their paper where this does not violate the protection 
of human subjects or other valid privacy or security concerns. 

http://authorservices.taylorandfrancis.com/data-availability-statement-templates/
http://authorservices.taylorandfrancis.com/data-repositories/
http://authorservices.taylorandfrancis.com/enhancing-your-article-with-supplemental-material/
http://authorservices.taylorandfrancis.com/submission-of-electronic-artwork
http://authorservices.taylorandfrancis.com/submission-of-electronic-artwork
http://authorservices.taylorandfrancis.com/mathematical-scripts/
http://authorservices.taylorandfrancis.com/mathematical-scripts/
http://www.bipm.org/en/si/
http://authorservices.taylorandfrancis.com/using-third-party-material-in-your-article/
http://www.crossref.org/crosscheck/index.html
http://authorservices.taylorandfrancis.com/sharing-your-work/
http://authorservices.taylorandfrancis.com/understanding-our-data-sharing-policies/
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Authors are encouraged to deposit the dataset(s) in a recognized data 
repository that can mint a persistent digital identifier, preferably a digital 
object identifier (DOI) and recognizes a long-term preservation plan. If you 
are uncertain about where to deposit your data, please see this information 
regarding repositories. 

Authors are further encouraged to cite any data sets referenced in the 
article and provide a Data Availability Statement. 

At the point of submission, you will be asked if there is a data set associated 
with the paper. If you reply yes, you will be asked to provide the DOI, pre-
registered DOI, hyperlink, or other persistent identifier associated with the 
data set(s). If you have selected to provide a pre-registered DOI, please be 
prepared to share the reviewer URL associated with your data deposit, 
upon request by reviewers. 

Where one or multiple data sets are associated with a manuscript, these are 
not formally peer reviewed as a part of the journal submission process. It is 
the author’s responsibility to ensure the soundness of data. Any errors in 
the data rest solely with the producers of the data set(s). 

Publication Charges 

There are no submission fees, publication fees or page charges for this 
journal. 

Colour figures will be reproduced in colour in your online article free of 
charge. If it is necessary for the figures to be reproduced in colour in the 
print version, a charge will apply. 

Charges for colour figures in print are £300 per figure ($400 US Dollars; 
$500 Australian Dollars; €350). For more than 4 colour figures, figures 5 
and above will be charged at £50 per figure ($75 US Dollars; $100 
Australian Dollars; €65). Depending on your location, these charges may be 
subject to local taxes. 

Copyright Options 

Copyright allows you to protect your original material, and stop others from 
using your work without your permission. Taylor & Francis offers a number 
of different license and reuse options, including Creative Commons licenses 
when publishing open access. Read more on publishing agreements. 

Complying with Funding Agencies 

We will deposit all National Institutes of Health or Wellcome Trust-funded 
papers into PubMedCentral on behalf of authors, meeting the requirements 
of their respective open access policies. If this applies to you, please tell our 
production team when you receive your article proofs, so we can do this for 

http://authorservices.taylorandfrancis.com/data-repositories/
http://www.tandf.co.uk/journals/authors/style/reference/tf_APA.pdf
http://authorservices.taylorandfrancis.com/data-availability-statement-templates/
http://authorservices.taylorandfrancis.com/publishing-agreements-your-options/
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you. Check funders’ open access policy mandates here. Find out more 
about sharing your work. 

Open Access 

This journal gives authors the option to publish open access via our Open 
Select publishing program, making it free to access online immediately on 
publication. Many funders mandate publishing your research open access; 
you can check open access funder policies and mandates here. 

Taylor & Francis Open Select gives you, your institution or funder the option 
of paying an article publishing charge (APC) to make an article open 
access. Please contact openaccess@tandf.co.uk if you would like to find 
out more, or go to our Author Services website. 

For more information on license options, embargo periods and APCs for this 
journal please go here. 

My Authored Works 

On publication, you will be able to view, download and check your article’s 
metrics (downloads, citations and Altmetric data) via My Authored Works on 
Taylor & Francis Online. This is where you can access every article you 
have published with us, as well as your free eprints link, so you can quickly 
and easily share your work with friends and colleagues. 

We are committed to promoting and increasing the visibility of your article. 
Here are some tips and ideas on how you can work with us to promote your 
research. 

Article Reprints 

You will be sent a link to order article reprints via your account in our 
production system. For enquiries about reprints, please contact the Taylor & 
Francis Author Services team at reprints@tandf.co.uk. You can also order 
print copies of the journal issue in which your article appears. 

 

 

 

 

 

http://authorservices.taylorandfrancis.com/open-access-funder-policies-and-mandates/
http://authorservices.taylorandfrancis.com/sharing-your-work/
http://authorservices.taylorandfrancis.com/open-access-funder-policies-and-mandates/
mailto:openaccess@tandf.co.uk
http://authorservices.taylorandfrancis.com/publishing-open-access-with-taylor-francis/
http://authorservices.taylorandfrancis.com/journal-list/
http://authorservices.taylorandfrancis.com/my-authored-works/
http://authorservices.taylorandfrancis.com/ensuring-your-research-makes-an-impact/
http://authorservices.taylorandfrancis.com/ensuring-your-research-makes-an-impact/
http://authorservices.taylorandfrancis.com/ensuring-your-research-makes-an-impact/
mailto:reprints@tandf.co.uk?subject=Author%20reprints%20(IFA%20link
http://authorservices.taylorandfrancis.com/ordering-print-copies-of-your-article/
http://authorservices.taylorandfrancis.com/ordering-print-copies-of-your-article/
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Appendix H: Semi-structured interview used in empirical paper 

Semi Structured Interview Guide 

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

 

Introductions 

As part of this conversation some young people might like to start by telling me some 

things about themselves, to help them to settle in and help me to get to know them. Is 

there anything you would like to tell me about yourself to help me get to know you? 

                    Prompt – This could be anything you see as important as this will help me to 

get to know you a little better. This could be your hobbies, interests, favourite subjects, 

pets. 

 

What is your understanding of what Inflammatory Bowel Disease (IBD) is? 

- What word do you use to describe your IBD? 

- Can you tell me how you would describe IBD to someone who had never 

heard of it before? 

- Can you tell me about your journey, or history, with IBD? 

- When were you diagnosed with IBD? How was it explained to you? 

- What is your understanding of your diagnosis? 

- What has been important for you to know about IBD? 

          Prompt – If you had to remember one thing about IBD, what would it 

be? 

        

What is it like living with IBD in day to day life? 

- IBD can be a little different for everyone, what are the main symptoms you 

have had? How do they affect you? 

- How does IBD impact on the things that you do day to day? 

- Has having IBD changed the things that you do? 

     Prompt – Can you tell me more about that? 

- How does IBD impact on activities you do? 

- How does it feel to think about this? 

- What is it like having IBD at home? 

- What is it like having IBD at school? 

- What is it like having IBD outside of home and school? 
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What impact has IBD had on you as a person? 

- How do you see yourself? 

- How have your thoughts and feelings changed since you were diagnosed? 

- What is life like for you having IBD? 

- How does having IBD make you feel? 

- What do you remember about life before IBD? 

- What is life like for you after being told you have IBD? 

- How do you think about the future? 

             Prompt – how does having IBD change how you think about the 
future? 

- Has having IBD made you think about yourself differently? 

              Prompt – Why? 

- What is the most difficult thing about having IBD? 

- Is there anything about having IBD that you don’t mind? 

 

What impact has IBD had on relationships? 

- How does IBD impact life with your family, if at all? 

- How does IBD impact relationships at school, if at all? 

- How does IBD impact relationships with your friends? 

- How much do others at school (teachers and peers) understand about your 

IBD?  

- Who have you told about IBD and what have you chosen to tell them? 

- Does anyone else you know have IBD? 

             

How do you look after your IBD? 

- How much do you think about IBD? 

- How do you look after yourself and your IBD? 

- How do you deal with having IBD? 

              Prompt – do you have any particular strategies or techniques? 
How did you learn these? 

Closing 

- Is there anything I haven’t asked about that you think is important about 

you? 

- Is there anything I haven’t asked about that you think is important about 

IBD? 

- Is there anything you would like to add? 

- Is there anything you would like to ask me? 

- Would you like to be sent a brief summary of the findings following 

completion of the research project? 
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Appendix I: Consolidating Criteria for Reporting Qualitative Studies (COREQ) 

 

Developed from: 

Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research 

(COREQ): a 32-item checklist for interviews and focus groups. International Journal for 
Quality in Health Care. 2007. Volume 19, Number 6: pp. 349 – 357 
 

No.  Item  
 

Guide questions/description Reported on 
Page # 

Domain 1: Research 
team and reflexivity  

  

Personal 
Characteristics  

  

1. Inter 
viewer/facilitator 

Which author/s conducted the 
interview or focus group?  HC 

67 

2. Credentials What were the researcher’s 
credentials? BSc Hons, PGDip, 
PGCert  

59 

3. Occupation What was their occupation at the 
time of the study? Trainee Clinical 
Psychology 

59 

4. Gender Was the researcher male or female? 
Female 

69 

5. Experience and 
training 

What experience or training did the 
researcher have? Project completed 
as part of clinical psychology 
doctorate 

59 

Relationship with 
participants  

  

6. Relationship 
established 

Was a relationship established prior 
to study commencement?  Yes 

69 

7. Participant 
knowledge of the 
interviewer  

What did the participants know 
about the researcher? That she was 
a clinical psychology trainee and 
conducting research as part of 
training.   

164 

8. Interviewer 
characteristics 

What characteristics were reported 
about the inter viewer/facilitator? 
Information in participant information 
sheet and interviewer is a mum to a 
child with health problem 

164 & 68 

Domain 2: study 
design  

  

Theoretical framework    

9. Methodological 
orientation and Theory  

What methodological orientation 
was stated to underpin the study? 
IPA  

67 

Participant selection    

10. Sampling How were participants selected? 66 
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Purposively 

11. Method of 
approach 

How were participants approached? 
Initially face to face by clinical staff 
and then on the phone by lead 
researcher 

69 

12. Sample size How many participants were in the 
study? Eight 

66 

13. Non-participation How many people refused to 
participate or dropped out? 
Reasons? None 

91 

Setting   

14. Setting of data 
collection 

Where was the data collected? 
Mostly at home, one in hospital and 
one at place of work  

68 

15. Presence of non-
participants 

Was anyone else present besides 
the participants and researchers?  
Yes, parents on five occasions 

68 

16. Description of 
sample 

What are the important 
characteristics of the sample? e.g. 
demographic data, date  

66-67 

Data collection    

17. Interview guide Were questions, prompts, guides 
provided by the authors? Was it pilot 
tested? Yes 

Interview 
schedule in 
appendix H, pg 
156-157 
Pg. 67 

18. Repeat interviews Were repeat inter views carried out? 
If yes, how many?  

N/A 

19. Audio/visual 
recording 

Did the research use audio or visual 
recording to collect the data? Yes 

70 

20. Field notes Were field notes made during and/or 
after the inter view or focus group? 
Yes 

108-109 

21. Duration What was the duration of the inter 
views or focus group? 30-75minutes 

70 

22. Data saturation Was data saturation discussed?  
Yes – amount of participants and 
length of interviews. 

66 & 69 

23. Transcripts 
returned 

Were transcripts returned to 
participants for comment and/or 
correction?  No but reflected on 

124-125 

Domain 3: analysis 
and findings  

  

Data analysis    

24. Number of data 
coders 

How many data coders coded the 
data? One 

69 

25. Description of the 
coding tree 

Did authors provide a description of 
the coding tree? Yes 

72 and in 
appendix Q 
(pg. 190) and R 
(pg. 191) 
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26. Derivation of 
themes 

Were themes identified in advance 
or derived from the data? Derived 
from data 

71 

27. Software What software, if applicable, was 
used to manage the data? Nvivo 

71 

28. Participant 
checking 

Did participants provide feedback on 
the findings? No – this is reflected 
upon 

124-125 

Reporting    

29. Quotations 
presented 

Were participant quotations 
presented to illustrate the 
themes/findings? Was each 
quotation identified? Yes 

72-87 

30. Data and findings 
consistent 

Was there consistency between the 
data presented and the findings? 
Yes 

72-87 

31. Clarity of major 
themes 

Were major themes clearly 
presented in the findings? Yes 

72 

32. Clarity of minor 
themes 

Is there a description of diverse 
cases or discussion of minor 
themes?      Yes 

72 and 
throughout 
results 
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Appendix J: Consent to contact form 

Consent to be contacted about study 
 

- I discussed the IBD research project being conducted by Hannah Crook, 
Trainee Clinical Psychologist with XXXXXXX and family.  

- I explained it would require participants to talk for around an hour about 
their experiences of living with IBD.  

- The aim of the research is to provide us with a better understanding of what 
it is like living with IBD to help inform clinical services.  

- I highlighted that all information would be kept confidential and be stored 
securely.  

- XXXXX and family understood that they are able to decline to participate 
and can withdraw up to the point of data analysis, which will take place 7 
days after the interview.  

- They understood that their decisions would not affect their care from the 
hospital.   

-  

Decision indicated below -        

 Please tick 

XXXXXXX and family declined to participate in this study. 

 

XXXXXX and family expressed an interest in participating in this study and I have  

consent to pass their contact details onto Hannah Crook. These are detailed below.  

Participant 

Name:___________________________________________________________________ 

Participant Date of 

Birth_____________________________________________________________ 

Parent 

Name:____________________________________________________________________

__ 

Contact telephone 

number:___________________________________________________________ 

Can a voicemail be left on this number by Hannah? 

_______________________________________ 

What is the best time to 

call?__________________________________________________________ 

 

Name of Staff 

Member:______________________________________________________________ 



Thesis Portfolio  162 

Appendix K: Participant information sheets – Parent and Participant 

 

Participant Information Form - Parent 

 

Parent or Guardian Information Sheet 

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

 

Thank you for taking the time to read this information sheet. As previously discussed your 

child is being invited to take part in this research study. Before deciding whether they 

should take part, it is important that you understand why the study is being done and 

what it will involve for your child. This information is provided below, please take the time 

to read this carefully and discuss it with your child. A child friendly information sheet is 

available for your child to read. If anything is not clear, or you have any questions, then 

please speak to us. Please take time to decide whether you wish for your child to take 

part.  

Who are the researchers? 

This research is being conducted by Hannah Crook, Chief Investigator and Trainee 

Clinical Psychologist at the University of East Anglia, and is being supervised by Judith 

Young, Clinical Lecturer, University of East Anglia. If you would like to discuss anything 

in this information sheet, or discuss taking part in the study, then Hannah can be 

contacted on Hannah.crook@uea.ac.uk or 07857 320955.                                                                                                

                                                                                                                                  Hannah Crook 

Why are we carrying out this study? 

The aim of this research is to explore, through an interview, what it is like for an 

adolescent living with Inflammatory Bowel Disease (both Crohn’s Disease and Ulcerative 

Colitis). We are interested in talking to your child to help build a rich understanding of 

their lived experience of IBD. To our knowledge this is an area that has not been 

previously researched in the UK. We feel it is important that adolescents are given a voice 

about their experiences of living with IBD to help services provide the best treatment to 

this population.  

Why has my child been asked to participate? 

Your child has been asked to participate because they have been diagnosed with either 

Crohn’s Disease or Ulcerative Colitis for at least 6 months. We want to talk to adolescents 

between the age of 12 to 19. 

Does my child have to take part? 

mailto:Hannah.crook@uea.ac.uk
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It is up to you whether or not your child takes part. If you would like your child to take 

part then you are asked to sign a consent form to show your agreement. We will also ask 

your child to sign an assent form to say they are happy to participate. Your child can 

withdraw from the study at any time, without giving a reason, up until the point that the 

data is analysed. This is because the data is then anonymised and it is therefore 

impossible to know which data to remove. Data will be analysed 7 days after the 

interview. Please note that declining to take part in the study, or withdrawing at a later 

stage, does not affect the standard of care your child receives. Should you and your child 

wish to withdraw from the study then please let the researcher know on the contact 

telephone number or email above.  

What will happen to my child if they take part? 

If you, and your child, agree to take part then you will be offered an appointment to meet 

with Hannah, the chief investigator, for an interview. This could be at the hospital, and 

may coincide with pre-booked clinic appointments, or at your home.  You and your child 

can choose whether you are present for the interview or not.   

This interview will take around 60 minutes. In this time, we will complete a brief 

demographic questionnaire, which asks about age, gender, ethnicity and diagnosis, 

followed by questions about living with IBD. You and your child do not have to answer any 

question you do not wish to answer. It might be difficult to remember some of the 

information in the demographic questionnaire, so we can ask the clinical team to check 

your child’s medical history so we can complete the questions.  

The interview will be recorded on a Dictaphone. Following the interview, it will be 

immediately transferred to a password protected computer and password protected 

encrypted memory stick and deleted from the Dictaphone. Any paper based information 

will be kept locked in a filing cabinet and transported in a locked briefcase.  

Recordings will be transcribed 7 days after the interview. It is up until this point that you 

have a right to withdraw your child from the study. Any audio recordings that are sent for 

transcribing will be password protected and a confidentiality agreement will be signed. A 

pseudonym (a fake name) will be used to protect your child’s identity when writing up the 

study and any identifiable information will be changed or removed. Direct quotes from 

the interviews may be used in the report from this study and these will be anonymised. 

The upmost will be done to protect your child’s identity however this cannot be 

guaranteed 100% due to the use of direct quotes. Transcripts and recordings will be kept 

in a locked filing cabinet and according to data protection legislation will be destroyed 

after 10 years. We will also write to the clinical team at Addenbrooke’s to let them know 

that your child has participated in this research.  

If during the interview your child mentioned anything that indicated a risk to themselves 

or others, this information may need to be shared with the professional responsible for 

your child’s care. Both you and your child would be informed before this happened so it is 

clear why it is important to break confidentiality.  

What are the possible benefits of taking part?  
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There are no expected direct benefits of your child taking part in this study however some 

people find that talking about their experiences in detail can be helpful for them.   

Your child will also be contributing to research that we don’t believe has been conducted 

in this country before. It may be helpful for professionals to have an insight into what it is 

like, as an adolescent, to live with IBD, and this may shape the way they deliver care.   

Are there any disadvantages to me or my child? 

 

It may be difficult or tiring for your child to talk to someone new about their experiences 

and it may bring up some good or bad feelings. If your child feels that they need to take a 

break, then this can be arranged and support can be offered by the chief investigator. 

Alternatively, your child may want to rearrange the interview for another time.  

The interview will take around 60 minutes and unfortunately although we cannot pay you 

or your child for your time, your child will be offered a £10 shopping voucher. The chief 

investigator will endeavour to arrange interview appointments that best suit you and 

these could be at home or at the hospital. Unfortunately, we are unable to reimburse 

travel or parking costs.  

How have patients and the public been involved in this study? 

 

Written information, such as this information sheet, has been discussed with a reader 

panel organised with the Patient and Public Involvement Co-ordinator at Cambridge 

University Hospitals NHS Foundation Trust. The children’s involvement board ‘Active’ has 

also helped shape the information that is provided to you and your child and the 

questions your child will be asked during the interview.  

What if there is a problem? 

If you have any concerns about this study then please speak to Hannah, contact details 

above, who will do her best to answer your questions. Alternatively, you can also contact 

Judith Young on Judith.young@uea.ac.uk. If you wish to make a complaint you can 

contact Professor Ken Laidlaw (Director of the UEA Clinical Psychology Course) on 01603 

593076. 

Who is organising and funding this study? 

This research is being undertaken as part of a professional doctorate in Clinical Psychology 

at the University of East Anglia. The study has been checked at a number of stages. This 

includes with the team at the hospital, with other patients, with UEA review panels and 

the study has been ethically reviewed and approved by RES Committee Yorkshire and the 

Humber – Leeds West.  

What will happen with the findings? 

The researchers are keen to share the results of the research so others can benefit from 

the findings. This may be done through a presentation or a written summary. The findings 
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will be presented to the clinical team at the hospital and may be presented at a research 

conference. In addition, you and your child will be asked if they would like to receive a 

summary of the findings once the study has been completed. The findings will be 

submitted for publication to a journal and written as a professional doctorate thesis. 

Thank you for taking the time to read this information sheet. If you feel that you do not 

wish for your child to take part in this research, or have any further questions, then 

please contact Hannah on the details above.  

Appendix K Continued: Participant Information Sheet – Under 16’s 

 

Participant Information Sheet for 12-15 year olds 

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

Introduction 

We are inviting you to take part in some research. Before deciding if you would like to join 

in, it is important to understand why the research is being done and what it will mean for 

you. Please read the leaflet carefully and talk to friends, family, doctors or nurses if you 

would like to.  

Please ask if anything is not clear or you would like more information.   

Thank you for taking the time to read this information.  

Who is doing this research? 

This research is being conducted by Hannah Crook, Chief Investigator 

and Trainee Clinical Psychologist at the University of East Anglia, and is 

being supervised by Judith Young, Clinical Lecturer, University of East 

Anglia. Hannah can be contacted on Hannah.crook@uea.ac.uk or 

07857 320955.                                                                Hannah Crook                                     

                                     

                          

Why are we doing this research?   

We think it is important for others to be able to understand what it is like for you living 

with IBD.  We want to find out more about your experiences of having IBD so we can help 

hospitals to help children and young people like you, in the best possible way. 

Why have I been asked to take part? 

You have been asked to take part because you have had a diagnosis of IBD for at least 6 

months. You are also between 12 and 19 years of age and that is the age group we want 

to talk to in more detail.  
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Do I have to take part?  

Not at all! It is completely up to you and we only want people to take part if they want to. 

Whatever you decide is your choice and it won’t affect how you are looked after by the 

doctors and nurses. If you decide to take part and then change your mind then that is ok 

to. You can choose to stop taking part and you don’t need to give a reason.   

If you do want to take part then we will ask you to write your name on an ‘assent form.’ 

This is to say that you understand the study and what will happen.   

What will happen if I take part?  

 If you agree to take part then you will come to an 

appointment to talk to Hannah who is doing the 

research. She will ask questions about you and what it 

is like having IBD. There are no right or wrong 

answers, we are interested in knowing what it is like 

for you. If there are any questions you don’t want to answer then that is ok. It will take 

about an hour to do and we can have some breaks if that makes it easier. This will be 

recorded on a Dictaphone and the recording will be stored safely. Hannah will also ask the 

adult that comes with you to the appointment to complete a questionnaire about your 

IBD.                                    

Is there anything to worry about if I take part? 

 

When we talk about ourselves it can make us feel different 

emotions. Talking about your IBD might make you feel good 

emotions but it might also make you feel not so good emotions. If 

you do feel sad at any point then we can talk about this and 

Hannah can help support you with this. Remember we can also 

stop the conversation if you want to.  

 What happens with the information about me? 

Anything that is written down about you will be kept locked away and can only be seen by 

people who have permission to see it. Anything that it recorded will be kept locked away 

and can only be listened to by people who have permission to listen to it. The recordings 

will be typed up and direct quotes, or things you have said, may be written in the report 

but we will use a different name for you so nobody knows it is you that is talking about 

your experience. Any recordings that are sent elsewhere for typing up will be protected 

with a password and a confidentiality agreement will be signed. We will let the team at 

Addenbrooke’s know that you have taken part in this research.  

What will happen to the results of the study? 

 

We hope to be able to write about the results of the study and if you would like a copy of 

this then we can send you one. No one will know it is you that we are writing about. We 

also hope to present our findings to the team at the hospital so they can understand more 

about what it is like having IBD.   
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Who has reviewed the study? 

All research in the NHS is looked at by an ethics committee to check that it is safe to do. 

This study has been ethically reviewed and approved by RES Committee Yorkshire and the 

Humber – Leeds West. The team at the hospital are also aware of this study and other 

patients have been asked to help set it up.   

Who is organising and funding the study? 

This research is part of a professional doctorate in Clinical Psychology at the University of 

East Anglia.   

 

What if there is a problem? 

If you have any concerns about this study then please speak to Hannah, details above, 

who will do her best to answer your questions. Alternatively, you can also contact Judith 

Young on Judith.young@uea.ac.uk.  

 

Thank you for reading this. If you feel that you do not wish to take part in this research, 

or have any further questions, then please contact Hannah on the details above.  
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Appendix L: Consent form for Parent and Assent forms for Participant 

 

Parent Consent Form 

 

PARENT OR GUARDIAN CONSENT FORM 

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

 

Participant ID:  

Name of Researcher: Hannah Crook (email: Hannah.crook@uea.ac.uk; telephone: 07857 

320955) 

 

                                                                                                                          Please Initial box 

1. I confirm that I have read and understood the information sheet for the  

above study. I have had the opportunity to ask questions and have had these 

answered satisfactorily.   

 

2. I understand that my child’s participation is voluntary and that my child 

 is free to withdraw, without giving any reason, without their  

medical care being affected.  

 

3. I understand that the interview will be tape-recorded and the file securely  

stored.  

 

4. I confirm that I am signing this consent form at least 48 hours after having  

first had the study explained to me. 

 

5. I understand that my child can change their mind and withdraw their interview 

data from the study up to 7 days after the interview. It will be my responsibility  

to contact the researcher to let her know.  

 

6. I understand that the Gastroenterology clinical team will be made aware that my  

child has participated in this research  

 

7. I understand that the clinical team may check my child’s medical history to  

help complete the demographic information.   
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8. I understand that a pseudonym will be used when writing up the study. I  

understand that absolute anonymity cannot be guaranteed due to the use of direct  

quotes but all potentially identifiable information will be removed or changed to  

protect confidentiality.  

 

9. I understand that the summary research findings will be disseminated to the 

Gastroenterology Service and wider audiences, including submission for  

publication in a journal and written as a professional doctorate  thesis.  

 

10. I understand that information collected about my child may be used to  

support other research in the future, and may be looked at by other researchers 

 in the current research team, from regulatory authorities or the NHS trust,  

where it is relevant to my child taking part in this research.  

 

11. I understand that my child’s answers are confidential. However, I understand that  

if following the interview it is identified that your child may need more input from  

the clinical team, this information would be passed on once it has been discussed  

with you and your child.  

 

12. I agree that my child can take part in the above study.  

 

_____________________________________ 

Name of participant 

 

_____________________________________          __________       ___________________ 

Name of parent                                                           Date                   Signature 

 

_____________________________________          __________       ___________________ 

Name of researcher                                                     Date                   Signature 

 
 

If you would like to receive a brief summary of the research findings following completion of the 

study, then please provide an email address or postal address below:-

_________________________________________________________________________________

_________________________________________________________________________________

_________________________________________________________________________________

__________________________ 

 

 

When completed: 1 for copy for participant/parent; one copy for researcher site file; original for 

medical notes 
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Appendix L Continued: Participant Assent Form 

 

Child Assent Form 

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

Participant ID:  

Name of Researcher: Hannah Crook (email: Hannah.crook@uea.ac.uk; telephone: 07857 

320955) 

 

Child (or if unable, the parent on their behalf)/young person to circle all they agree with 

please: 

Have you read, or had read to you, the information about this study?                              

YES/NO 

Has somebody explained the study to you?                                                                       YES/NO 

Do you understand what the study is about?                                                                      

YES/NO 

Have you asked all the questions you want?                         

YES/NO 

Have you had your questions answered in a way you understand?                                    

YES/NO 

Do you understand that it’s OK to stop taking part at any time?                                        

YES/NO 

Are you happy to take part in this study?                                                                            

YES/NO 

 

If any answers are ‘no’ or you don’t want to take part, then please don’t sign your name! 

If you do want to take part, then please write your name and todays date: 

Your name_________________________________ 

Date______________________________________ 

 

Your parent or guardian must write their name here too if they are happy for you to do 

the project 

Print Name___________________________________ 

Sign_________________________________________ 

Date_________________________________________ 
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The researcher who explained this project to you needs to sign too 

Print Name___________________________________ 

Sign _________________________________________ 

Date________________________________________ 
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Appendix M: Demographic questionnaire 

 

Participant Demographic Information Form   

What is it like to live with Inflammatory Bowel Disease? 

Study Title: The Lived Experience of Adolescents with Inflammatory Bowel Disease 

 

Participant ID:  

 

Please provide the following information, if you are happy to do so. Collecting this 

information will be helpful to see similarities and differences between the participants in 

this study. It can help us to see if different experiences can be due to factors such as age 

or when you were diagnosed.  

 

1) What is your gender? Please circle your answer.  

Male  

Female 

Other 

 

 

2) What is your date of birth?  

_________________________________  

 

 

 

       3) What is your ethnic group? Circle one option that best describes your ethnic 

group or background: 

White 

Mixed/Multiple ethnic groups 

Asian/Asian British   

Black/ African/Caribbean/Black British 

Other ethnic group 
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4)  Which diagnosis do you have? Please circle your answer. 

Ulcerative Colitis 

Crohn’s Disease 

Inflammatory Bowel Disease - Unclassified 

Other (please give further details below.) 

_________________________________________________________________________

_________________________________________________________________________

____ 

 

 

5) When were you diagnosed? 

____________________________________ 

 

 

6) Are you currently on any treatment (for example mediation, nutritional 
supplements etc) for IBD? Please circle your answer. 

                                         YES                                     NO 

If yes, please state what treatment: 

______________________________________________ 

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

______ 

 

 

7) Have you had any surgery as a result of IBD? Please circle your 
answer. 

                                           YES                                     NO 

If yes, please state what surgery: ______________________________________________ 

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

______ 
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8a) Please circle which school year you are in. If you are no longer in school, please 

answer question 8b.  

Year 7                      Year 9                       Year 11                       Year 13 

Year 8                      Year 10                      Year 12 

 

8b) If you are no longer in school please circle the option that best suits you below.  

College                      Full time employment              Part time employment 

University                 Apprenticeship                         Unemployed 

Please give further details 

______________________________________________________________________

______________________________________________________________________

______________________________________________________________________

______ 
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Appendix N: Healthcare professional letter advising of participation in research 

 

 

Name  

Date of Birth  

 

I am writing to inform you that the above patient has taken part in a research project 
entitled ‘The Lived Experience of Adolescents with Inflammatory Bowel Disease.’  
This involved an hour long semi structured interview where participants were asked 
about their experiences of living with Inflammatory Bowel Disease.  

This is an under-researched area and it is hoped that a richer understanding of what 
it is like to live with Inflammatory Bowel Disease for an adolescent will be of value 
to clinical practice.  

This project is being undertaken as part of my professional doctorate in Clinical 
Psychology at the University of East Anglia. This study has been ethically reviewed 
and approved by RES Committee Yorkshire and the Humber – Leeds West. If you 
have any further questions please do not hesitate to contact me via my email 
Hannah.crook@uea.ac.uk.  
 

Yours sincerely 

 

Hannah Crook 
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Appendix O: Ethical Approval 

Research Ethics Committee Acknowledgement 
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Appendix O continued: Health Research Authority Approval  
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Appendix O continued: Capacity and Capability Assessment approval from participating 

NHS trust 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Thesis Portfolio  187 

Appendix P: Master table of themes for group 

 

The Turning 
Point for 
Health 

The journey to 
diagnosis 

Louise: ‘I think it's just sort of having faith in doctors and thinking, right, what next? What next?’ 
Ella: ‘It wasn't very long from when I got unwell to when I was diagnosed. I guess I just wasn't really thinking 
about it.’ 
James: ‘I've only had bad stomachs, but it didn’t get diagnosed for ages.’ 
Marie: ‘We went to the hospital and then they just didn't know what to do about it.’  
Gemma: ‘They'd kind of said, "We don't think we are going to put you on another course of steroids." But 
when we went to that out of hours' doctors they were kind of like, "We think that they are probably going to 
put you on another course of steroids."’  

Relief in 
diagnosis 

Harriet ‘It was a relief. I was like, "Okay, now, I understand why this is happening.”’ 
Marie: ‘You can do something about it and you just fully understand what's wrong with you.’ 
Toby: ‘Once I was told everything, I settled down and I thought, "It's not too bad." Obviously, with the flare-
ups, up and down, it's obviously quite annoying but nice to know what it's now.’ 
Gemma: ‘Definitely definitely that's why I was so happy. I think I cried when I found out because I was like 
this is what I need. This is what I wanted.’ 
Ella: ‘It was good that a diagnosis was early though because that meant it could be dealt with quicker.’ 

The treatment 
journey 

Harriet: ‘Whereas now I've found a treatment that's working, it's not stopping me as much.’ 
Louise:  ‘I think when it was really bad, I'd say it was really painful but now that I'm on better medication and 
that we found something that works at the moment.’ 
William: I tried eating a little bit more food and stuff, but it didn't really work in the end, so I went to steroids. 
I remember that made a big difference’ 
Ella: ‘Once I had the diagnosis, I was started on Mesalazine straight away. That completely brought my health 
back up to a point where I could go to school and I felt okay. So…that was great.’  
Marie: ‘it was always in liquids but when I got the medication it was in tablet form. I'd never taken tablets 
before so it was- [laughs] Yes. It was a bit of a tiring experience to try and get me to have my first tablet. It 
was good after I'd figured out how to take them. It's just taking them to begin with.’ 
Gemma: ‘I've gone through two courses of steroids, I had azathioprine for a while, I've got a lot of 
inflammation from that. What they think happened is because you can get liver inflammation with IBD, they 
think that I had that as well as another inflammation from azathioprine, kind of a double whammy of it—’ 
Toby: ‘I'd have to keep taking different types of medication, seeing what works, what doesn't.’  
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Resilience and 
Acceptance 

Normality 
resumes vs. 
different 
normal 

Gemma: ‘"Oh, don't feel bad, it's just life isn't it. I've got it now so I might as well suck up and deal with it."’  
Marie: ‘It was just affecting a lot of my work because I was missing so many lessons and then it was just 
constant hospital appointment after hospital appointment. I was going to hospital so much it would be rare of 
me to go one week without visiting the hospital at least twice.’  
Harriet: ‘I said I wouldn't let it get to me. I wouldn't let it stop me doing what I want to do’  
Ella: ‘It's fine because I don't really notice it on my day-to-day life. The symptoms don't really matter. Just 
going around normally.’  
James: ‘I don't think it can get much better because it's already pretty good’ 
Louise: ‘I think when I was really ill, I didn't go dancing but then when I got better, I did go and then when I 
was better it didn't affect me.’  
Toby: ‘I just got used to it.’ 
William: ‘It's not really a big deal at the end of the day. It's just one of those things.’ 

Responsibility 
for self 

Gemma: ‘even if I am well I still have got to keep taking these to make sure I am well, but I have kind of 
accepted it now.’ 
Marie: ‘I can't push myself as hard as other people would be able to or just in fear of it flaring up.’  
William: ‘Yes, every day as it comes. Obviously, I didn't know my flare-up was going to come. There's no 
point before that, worrying about having a flare-up. When it came it came, dealt with it’  
Ella: ‘You just take medication at the right time and go for blood test, stuff like that. Just keep on top of 
everything and remember stuff.’  
Harriet: ‘I make sure I'm eating properly and that. When my weight goes down or something, I'll make sure I 
keep an eye on it and make sure it gets up.’ 
Toby: ‘If I think this might trigger it, I'll just won't eat it and I'll tell mum I'm not going to eat it.’  
Louise: ‘I just also felt annoyed that I wasn't in school because it wasn't that I didn't want to be in school, it's 
that I couldn't be in school and that just made me upset.’  

Fragility of 
Health 
Position 

Invisible 
unpredictability 

Louise: ‘You never know how you are going to feel the next day and every day is a new day so you never 
know’  
Gemma: ‘Yes because I guess I don't really- that’s the trouble with illnesses--" They don't know you're ill 
because when you're at your worse you aren’t going to be there and be with them. They're not going to see you 
when you're at your worst.’ 
Marie: ‘Yes because I don't look like the typical person who's sick or comes into the hospital every eight 
weeks, so people just think by that, it's like, "She can do this," but in reality, I can't.’  
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Toby: ‘It just keeps going up and then it's back down again. I'm all right one minute and then the next I might 
not be.’  
Ella: ‘It's gone a bit up and down, but it's never gone below the point where-- When I first was taking the 
Mesalazine, it's gone up and down but never below that point.’ 

Different to 
peers 

Marie: ‘It's just, I feel quite uncomfortable when I talk to other people about it because it's on this part 
especially to friends because they've never had to experience hardly anything to do, maybe the hospital at all, 
let alone home with medication.’  
Harriet: ‘It's quite annoying because everyone will have a tummy ache but this is constant whether I realize it 
or not and they're very different. This one can make you feel tired. It can make you feel sick. It can just make 
you just not want to move whereas a tummy ache just go whereas this could last a whole day or week.’ 
Louise: ‘“Oh you're not meant to be in”, because there was this, a slightly separate room and there are of 
course other teachers and I think may look after other children that might need a bit more help. ‘  
James: ‘No big pain, just an ache. Probably, what everyone has.’  

Impact of 
others 

James: ‘Only a close few people know on the outside. They're nice about it.’ 
Gemma: ‘Because I was like, what makes you think you can say that about me when you don't even know me 
and you don't even know what I've been through’  
Marie: ‘If I have a problem or there's just something concerning me, I can quickly pop down at break or lunch 
to quickly ask one of the nurses if this is normal or actually just keeping an eye on it.’ 
Ella: ‘I feel like you have more freedom of what you can do and where you can go, but with the school trip 
you have to follow that program.’ 
Toby: ‘Better, everyone knows what happens and everyone's really nice. They do whatever to help me to keep 
going and see if there's anything I can do in the house while I'm off.’  

Physical vs 
psychological 

Ella: ‘Then the stress also affects the IBD a bit more.’ 
Louise: ‘I think it probably was myself, to be honest, just me, mentally, maybe worrying a bit too much and 
just about worrying about what's going to happen and what I'm missing while I'm at home just sitting on the 
toilet’  
James: ‘I've never taken much notice, but I think, there could actually be a link. I do think whenever I get 
stressed I do get belly aches. I just don't really make the link.’  
Gemma: ‘That was always hard trying to find a balance of what is a nervous my tummy hurts because I'm 
about to do something new, and what is an actual pain.’ 
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Appendix Q: Table of recurrent themes 

 

 Themes Harriet Gemma Louise Marie William James Ella Toby Present 
in over 
half of 
sample? 

The Turning 
Point for 
Health 

The journey to 
diagnosis 

No Yes Yes Yes No Yes Yes No Yes 

Relief in diagnosis 
 

Yes Yes No Yes No No Yes Yes Yes 

The treatment 
journey 

Yes Yes Yes Yes Yes No Yes Yes Yes 

Resilience 
and 
Acceptance 

Normality resumes 
vs. different 
normal 

Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Responsibility for 
self 

Yes Yes Yes Yes Yes No Yes Yes Yes 

Fragility of 
Health 
Position 

Invisible 
unpredictability 

No Yes Yes Yes Yes Yes Yes Yes Yes 

Different to peers 
 

Yes No Yes Yes Yes Yes Yes Yes Yes 

Impact of others 
 

No Yes No Yes No Yes Yes Yes Yes 

Physical vs 
psychological 

No Yes Yes No No Yes Yes No Yes 
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Appendix R: Diagrammatic representation of themes 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

As informed by Wright et al. (2015), this diagrammatic representation demonstrates the connections 

between the themes, at a group level, as interpreted by the lead researcher. The different sized 

arrows from ‘journey to diagnosis’ represent the different journeys taken by our participants to 

arrive at ‘relief in diagnosis’. The flow of arrows downwards demonstrates the uni-directional 

journey of the ‘Turning Point of Health’ which finishes at ‘Resilience and Acceptance’. There 

demonstrates a sense that once participants had moved through their ‘treatment journey’, things 

would not return to the way they were before the ‘journey to diagnosis’, even during relapse. 

‘Resilience and Acceptance’ represents the current position of the participants in this study. 

However, this could be challenged, or made stronger, at any time by the aspects of the ‘Fragility of 

Health Position.’ The bi-directional arrows represent the movement between these fragilities and a 

place of resilience and acceptance.  
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