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Summary of Major Research Project 
 

Section A: This review aimed to collate individuals’ experiences of disclosing Inflammatory 

Bowel Disease (IBD), focusing specifically on the factors facilitating or preventing these 

decisions.  A systematic review of five databases identified 34 studies eligible for inclusion in 

this review. Studies showed that the disclosure decisions for individuals with IBD are 

complex and influenced by several personal and social contexts, including the visibility of the 

illness, perceived stigma, and necessity of disclosure. Individuals’ experiences of talking to 

others about their IBD varied, with some experiencing strengthened relationships, while 

others were met with negative responses.  

 

Section B: The perceived association between gastrointestinal symptoms and diet, may 

increase the risk of Avoidant Restrictive Intake Disorder (ARFID) for individuals with 

Inflammatory Bowel Disease (IBD). This study aimed to estimate the prevalence, and 

identify biopsychosocial predictors, for ARFID in the UK IBD population. The results from 

this study indicated that ARFID symptoms were present in a high proportion of the sample, 

with biopsychosocial factors appearing to predict this. Particularly, it was found that 

gastrointestinal-specific anxiety predicted ARFID symptoms over and above IBD-related 

factors. These findings suggest that healthcare services offering interventions around 

gastrointestinal-specific anxiety may be important in reducing ARFID for this population.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

Context of Major Research Project 

Section A and B of this Major Research Project both explore psychological phenomena 

within the context of individuals living with Inflammatory Bowel Disease (IBD).  However, 

the psychological phenomena which the papers focus on vary between Sections A and B. 

This is due to recent review papers relating to disordered eating, including avoidant and 

restrictive eating patterns, in IBD already existing (example references in Appendix A). 

Adaptations of these were considered, however, the literature search did not provide any new 

papers, or any new information, which would justify Section A.  Therefore, the search was 

expanded to consider Avoidant Restrictive Intake Disorder more specifically. However, the 

existing literature for this, especially in relation to an IBD population, was sparce and was not 

enough for a comprehensive review. Therefore, the decision was made to expand the scope of 

Section A and consider other psychological aspects, while keeping the focus of the research 

within the context of IBD.  
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Abstract 

Introduction: As Inflammatory Bowel Disease (IBD) is an invisible illness, 

individuals must make decisions around self-disclosure. Existing reviews have identified 

stigma as a barrier to disclosing IBD, however, other factors potentially affecting disclosure 

decisions have not been reviewed. The current review sought to synthesise qualitative papers 

exploring the experiences of disclosure, and identify facilitators and barriers to disclosure, 

within IBD. Methods: A systematic review across five databases was completed. In total 

1487 papers were identified, with 34 (comprising 1004 participants) being included in 

analysis. Following critical appraisal, a thematic meta-synthesis was completed. This review 

was registered with The International Prospective Register of Systematic Reviews 

(PROSPERO; registration ID CRD42023481441). Results: A total of five main themes were 

identified: It’s an invisible, stigmatized illness; Reluctance to disclose; A need to disclose; 

Balancing the need to disclose and the reluctance to disclose; and Varied consequences to 

disclosure. Conclusions: This review synthesised the varying experiences of disclosures for 

individuals with IBD and highlighted the complexity of disclosure decisions, with these 

decisions being influenced by personal beliefs, social contexts, and previous experiences. In 

support of previous reviews, individuals identified the role of stigma in preventing self-

disclosures. Potential clinical implications, the impact for public health services, and the need 

for future research is discussed.  

 

 

Key words: Inflammatory Bowel disease (IBD), Crohn’s Disease, Ulcerative Colitis, Self-

disclosure, Stigma.  
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Introduction 

Inflammatory bowel disease  

Inflammatory Bowel Disease (IBD), including Crohn’s disease (CD) and Ulcerative 

Colitis (UC), is a progressive autoimmune illness affecting the gastrointestinal tract (Kalla et 

al., 2014; Ungaro et al., 2017). This lifelong condition is estimated to effect 0.81% of the UK 

population, with 1 in 123 people being diagnosed a year (Crohn’s & Colitis UK, 2022). IBD 

presents as a relapsing-remitting disease (Liverani et al., 2016) causing periods of unpleasant 

symptoms, including abdominal pain, difficulties with bowel movements (frequent diarrhoea, 

constipation, or blood), vomiting, fatigue, weight loss and growth difficulties (Farrell et al., 

2016), which can be challenging for individuals living with the disease.  

Visibility of illnesses 

Chronic illnesses can be categorised as “visible”, where symptoms are externally 

observable by others, or “invisible” where symptoms are less outwardly detectable 

(Donoghue & Siegel, 2000; Joachim & Acorn, 2000; Stone, 2005).  Although there are some 

aspects of IBD, such as changes in appearance, uncontrollable odour and frequent bathroom 

use which make it visible, especially during flare-ups (Guo et al., 2020), it is generally 

considered “invisible”, as individuals can appear “healthy” to others (Micallef-Konewko, 

2013; Vickers, 1997) despite the ongoing internal symptoms, such as pain and fatigue 

(Crohn’s & Colitis Foundation, 2023; Micallef-Konewko, 2013). This internal struggle 

creates further challenges for those living with IBD as their illness is misunderstood by others 

and can go unnoticed (Kouveli, 2022; Micallef-Konewko, 2013; Plant & Brody, 2023). 

Disclosure decisions  

Self-disclosure and disclosure are terms used interchangeably to describe the sharing of 

personal information with another person (Chelune, 1979; Omarzu, 2000). Although sharing 

general information about oneself with others has been demonstrated to positively impact 
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physical health, mental health, and social relationships within general social settings 

(Omarzu, 2000), the choice of what information, when, and how much, to share with others is 

a personal choice. As with other invisible illnesses, individuals with IBD are left with the 

decision of whether to disclose their diagnosis and what information regarding their illness to 

share.  

Disclosure processes and outcomes for concealable illnesses, such as IBD, can be 

understood theoretically by the Disclosure Processes Model (DPM, Chaudoir & Fisher, 

2010). The DPM, as outlined in Figure 1, proposes the interaction of five main components 

on the decision-making process - antecedent goals, the disclosure event itself, mediating 

processes, outcomes, and a feedback loop. The DPM understands disclosure decisions as a 

complex interaction of personal and societal factors, which are used to determine the answer 

to when and why the disclosure would be beneficial. In support of the DPM, the literature 

highlights that the choice to disclose a chronic illness is complex and influenced by a host of 

factors including the type and severity of illness, and access to support (Benson et al., 2015; 

Chaudoir et al., 2011; Greene, 2000; Vickers, 1997).   
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Disclosing a stigmatised illness 

One factor identified by the DPM to impact disclosure decisions is the perceived 

stigmatization of the illness (Benson et al., 2015; Chaudoir & Fisher, 2010; Chaudoir et al., 

2011; Frank et al., 2006; Joachim & Acorn, 2000).  Stigma is a social construct which 

Goffman (1963) describes as any attribute of an identity that is discredited or seen as 

“tainted” within a society, which leads individuals to be viewed as “different”, devalued, or 

discriminated against (Major & O’Brien, 2005; Sheehan et al., 2022). Theoretically, it has 

been understood that illness stigmatization results from perceived or enacted public stigma 

Figure 1 

 

The Disclosure Processes Model of disclosing concealable stigmatized identities (Chaudoir 

& Fisher, 2010) 
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and internalised stigma (Green, 2009; Sheehan et al., 2022; Stangl et al., 2019), and is 

considered the interaction between dimensions of visibility, controllability, course, and 

perceived danger (Engebretson, 2013; Green, 2009).  

The experience of stigma, or the perceived risk of stigmatization, has been identified to 

prevent self-disclosures in invisible illnesses including HIV, epilepsy, and cancer (Catona et 

al., 2016; Clifford et al., 2023; Gray et al., 2000; Macleod & Austin, 2003; Wanjala et al., 

2023). For IBD specifically, the experience of perceived stigma is commonly reported due to 

concerns around physical symptoms (Daniel, 2002; Taft et al., 2009) and has been associated 

with psychological distress, reduced health-related quality of life, reduced adherence with 

medication and decreased self-esteem (Taft & Keefer, 2016). It has been reported that 

individuals with IBD may attempt to conceal their illness in attempt to “pass” as someone 

without a chronic illness, and therefore, avoid the perceived stigmatization (Taft & Keefer, 

2016).  

In a recent review, Muse et al. (2021) synthesised the qualitative literature exploring 

the experiences of stigma in individuals with IBD. The themes they identified highlighted 

common experiences of stigma for people with IBD, with stigma contributing to individuals 

feeling “labelled” by the disease and a “loss of self” following the diagnosis. In this review, 

the authors refer to the impact the stigmatization of IBD has on disclosure decisions, with 

participants wanting to be understood, but feeling the need to conceal their illness identity. 

Despite the potential benefits from disclosing their IBD, it was found that the fear of 

stigmatization and shame prevented individuals feeling safe to talk about their illness.  

  Another recent review by Guo et al. (2020) explores the experience of stigma in IBD, 

with a more direct consideration of the impact this has on self-disclosure. This paper 

distinguishes between voluntary and involuntary disclosures and discusses the differing 

experiences individuals’ have when talking about their diagnosis. This review highlights 
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participants experiences of, and the reasons for, disclosure across different social contexts, 

such as young people feeling forced to disclose to “explain” their behaviours and individuals 

disclosing in the workplace to access more appropriate “sick leave” entitlement. However, 

this review does not detail a systematic approach to their literature search, making it possible 

that some literature has not been included.  

To date, the existing reviews provide an understanding of how stigma impacts self-

disclosure for individuals with IBD. However, these reviews have focused on stigma and 

assumed its importance as a factor influencing self-disclosure without consideration of what 

other factors may be contributing to these decisions.  A review conducted by Micallef-

Konewko (2013) aimed to review experiences of disclosing an IBD diagnosis for young 

people. However, due to the sparsity of literature on this topic, their search also included 

papers exploring disclosure in other invisible chronic conditions, which was then applied to 

IBD for young people. This review identifies factors preventing disclosure, such as the risk of 

bullying, uncertainty around the diagnosis and a desire to live a normal life, as well as 

reasons why people choose to disclose.   

However, due to limited literature at the time it was written, this paper predominantly 

drew from other chronic illness literature, including HIV, sickle cell disorder and cancer 

diagnoses, and applied it to IBD, rather than identifying the experiences of IBD directly. As 

the literature has not been sufficiently reviewed, the understanding of IBD disclosure 

experiences and factors facilitating/preventing these decisions remains limited.  

Current Review 

Disclosing physical health conditions involves complex interpersonal and intrapersonal 

processes (Woodgate et al., 2022), which can have both positive and negative effects on the 

individual. To date, however, the experiences of disclosing IBD across the life span and/or 
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the barriers/facilitators associated with disclosure for this population have not been 

adequately reviewed.  

Understanding people’s experiences of disclosure decisions in IBD is important for 

health care staff, as it may identify areas that could be incorporated into patient care. 

Knowledge of disclosure decisions is important for the psychological care of individuals 

living with IBD and has the potential to identify areas and resources required to empower 

individuals to make disclosure decisions (Pathmalingam et al., 2023).  

Therefore, this review aims to synthesis the existing literature regarding disclosure 

within IBD, particularly focusing on how individuals experience disclosures and how they 

make decisions around choosing to/choosing not to disclose.  The main objectives of this 

review were to: 

• Understand the experiences of disclosing and disclosure decisions for individuals 

living with IBD. 

• Identify the barriers preventing people from disclosing information about their IBD or 

their diagnosis to others. 

• Explore the facilitators which have supported individual self-disclosures and the 

benefits that arise from disclosing.  

Method 

Review Design  

This review was conducted using a meta-synthesis, a broad term used to describe a 

systematic approach to reviewing qualitative research (Dixon-Woods et al., 2006). Although 

there are different approaches to meta-synthesis, this review chose thematic synthesis due to 

its appropriateness in analysing experiences, facilitators, and barriers within healthcare 

literature (Barnett-Page & Thomas, 2009; Thomas & Harden, 2008).  A critical realist 

epistemology was taken, which assumes that although an objective reality exists, our 
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understanding of this is influenced by our experiences and beliefs (Barnett-Page & Thomas, 

2009). This review was registered with The International Prospective Register of Systematic 

Reviews (PROSPERO, registration ID CRD42023481441, Appendix B).  

Search strategy 

A search for literature was conducted in October 2023 using five databases: PsychInfo; 

Medline (Ovid); Scorpus; ASSIA; and CINAHL Complete (EBSCO). Due to the introduction 

of in Infliximab in 1999, which changed the outcomes and experiences for people living with 

IBD (Feagan et al., 2007), this review focussed on studies published from 2000 onwards.   

The search terms used are displayed in Table 1, with existing research in mental and 

physical health being consulted to support development of search terms (Adeoye-Agboola et 

al., 2016; Gonsalve et al., 2023). Forward and backward searching was also used to search 

the references lists and citations of included studies. 

 

Search Area   Terms used  

Inflammatory Bowel 

Disease 

 (“Inflammatory Bowel Disease*” OR IBD OR 

Crohn* OR Colitis) 

 AND  

Disclosure  (disclos* OR self-disclos* OR shar* OR tell* 

OR conceal* OR talk* OR experience* OR 

expos*) 

   

Qualitative literature  AND (qualitative OR interview* OR IPA OR 

“interpretive phenomenological analysis” OR 

narrative* OR “focus group*” OR “thematic 

analysis” OR “grounded theory” OR 

“discourse” OR “ethnography”) 

Table 1 

Search terms used for this meta-synthesis 
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Eligibility criteria 

Studies were eligible for inclusion in this review if they met the inclusion criteria and did not 

violate the exclusion criteria, as detailed in Table 2: 

 

 

 Criteria 

Inclusion - Studies written in English language.  

- Studies with participants who had a diagnosis of IBD (Crohn’s disease 

or ulcerative colitis).  

- Studies using a qualitative approach to methodology and data analysis. 

Papers using a mixed methodology were also included if the qualitative 

results provided information which contributed to the review questions.  

- Studies which explored experiences of 

disclosing/sharing/discussing/talking about an IBD diagnosis or living 

with the disease (papers were not required to have explored disclosure 

as the focus of the research but were included if their qualitative data 

provided information relevant to any of the research questions).  

- Peer reviewed journal article or published theses/dissertations.  

 

Exclusion - Studies reporting the experiences of friends, parents, or family 

members of people with IBD.  

- Studies containing participants with different physical health 

conditions (including other gastrointestinal disorders), where the 

results were not presented independently for those with IBD. This 

decision was made as it would not be possible to determine whether 

quotes were given by an individual with IBD or someone with a 

different diagnosis.  

  

Table 2 

 

Inclusion and exclusion criteria for papers  
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Screening and selection 

This review followed the Preferred Reporting Items for Systematic reviews and Meta-

Analyses – PRISMA (Moher et al., 2009) which is summarised in Figure 2. The initial search 

identified 1446 studies; 642 duplicates were removed. The title and abstracts of the remaining 

studies were screened, with a further 58 being excluded at this stage for not meeting the 

eligibility criteria. Reference lists and citations of included studies were screened, identifying 

41 that may have been relevant for inclusion. An independent reviewer screened 20% of the 

included studies against the eligibility criteria. The inter-reliability for screening was 85.7%, 

with disagreement occurring for one study. Following discussion, the decision was made to 

include this paper. 
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Figure 2  

PRISMA flow chart for study select
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Quality appraisal 

The Critical Appraisal Skills Programme framework for qualitative studies (CASP, 

2018, Appendix C) provides a 10-item checklist for appraising the aims, methodological 

design, and outcomes of studies, which is frequently used in syntheses of health-care 

literature (Long et al., 2020; Majid & Vanstone, 2018).  An independent reviewer appraised 

50% of the studies which were selected using an online random number generator. The inter-

rater quality agreement was 85%. Most of the disagreement occurred between ratings of 

“can’t tell” and “no”. Any disagreements were discussed, and an outcome for the final rating 

was agreed.   

Approach to synthesis  

All qualitative data and quotations in the results sections of included studies that 

provided information relevant to the research questions were extracted and inputted into 

NVIVO 12 software. This software allows data to be highlighted, coded, and arranged into 

hierarchical themes which supported with the analysis process.  

The data was analysed through an inductive thematic analysis which followed the three 

steps outlined by Thomas and Harden (2008):  developing “free codes”, organising codes into 

descriptive categories, and developing analytic themes. The author initially developed free-

codes through line-by-line coding which summarised the data by content and meaning. This 

bank of codes was organised and grouped based on similarities and differences. The final 

stage of synthesis involved applying meaning to develop analytical themes. Theme 

construction was discussed and agreed by the author and supervisors. 

Reflexivity 

Although the steps outlined by Thomas and Harden (2008) do not comment on the 

researchers positioning, Braun and Clarke (2019) highlight the subjectivity of thematic 

analysis, with researchers’ assumptions influencing the analytic process. Due to this, 
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reflexivity was held in mind throughout this stage. A reflexive account detailing the author’s 

positioning is provided in Appendix D.  

Results 

Overview of Included Studies  

There were 34 studies included for analysis in this review, 26 identified from the initial 

database search and eight identified via forward/backwards searches. Table 3 summarises the 

included studies.  

In total, there were 1004 participants contributing to the included studies. Studies 

varied in their number of participants, with this ranging from six participants (Gelech et al., 

2021; Savard & Woodgate, 2009) to 134 (Peters & Brown, 2022), with 29.5 being the 

average number of participants. The studies included participants from across the lifespan, 

including nine exploring children and young people up to the age of 25, and 20 had an adult 

population (aged 18+). Five studies did not include information on the ages of their 

participants. Most studies included a sample of participants with different types of IBD, 

however four looked independently at CD (Kitchen et al., 2020; Ruan & Zhou, 2019; Wåhlin 

et a., 2019; Wang et al., 2017), one looked at UC (Colmer, 2021) and two looked at 

experiences of individuals either with, or who had previously had, a stoma (Sammut et al., 

2017; Savard & Woodgate, 2009). There were two studies which had a sample consisting 

only of female participants (Lolli, 2022; Murphy et al., 2022), whereas all other papers 

consisted of both males and females. Although most papers did not include details on 

ethnicity (n = 24), those that did, reported Caucasian participants as the majority.   

Most studies used interviews as their data collection method.  Some studies 

supplemented interview data with participant observations (Salazar & Heyman, 2014), 

fieldnotes (Salazar & Heyman, 2014), focus groups (Devlen et al., 2014; Hall et al., 2005; 

Woodward et al., 2016), friendship maps and photographs (Carter et al., 2020; Rouncefield-
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Swales et al., 2020). Studies used a range of qualitative analysis. The most common forms of 

analysis were thematic analysis (n= 13) and phenomenological approaches (n = 7).  

Only six studies aimed to explore disclosure directly as part of their research (Barned et 

al., 2016; Carter et al., 2020; Colmer, 2021; Micallef-Konewko, 2013; Murphy et al., 2022; 

Saunders, 2014). Most studies aimed to explore individuals’ experiences of living with IBD 

within their wider contexts.  
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Study 

Number 

 Author 

(year)  
Country  Aims Participants Data collection 

Qualitative 

analysis  

Key Findings 

relating to Disclosure  

1.   Barned et al., 

(2016) 

Canada  To understand how 

children and 

adolescents decide 

whether to conceal or 

disclose their illness 

and how they decide 

when the appropriate 

time is to tell others. 

To understand the 

main challenges faced 

when disclosing their 

illness to others. 

 

25 participants 

(13 boys, 12 

Girls) aged 

between 10 and 

17.  

Semi-structured 

interviews  

Thematic analysis Disclosure decisions 

were a key part of a 

young person’s 

experience of IBD. 

Several factors 

including severity of 

illness, knowledge of 

IBD and others asking 

influenced these 

decisions.  

2.   Carter et al., 

(2020) 

UK To explore 

experiences of 

disclosing an IBD 

disclosure, in the 

context of friendships 

and social 

connectedness among 

young people with 

IBD.  

31 participants 

(16 male, 15 

female) aged 

between 14-25 

(mean age18.7 

years). Age at 

diagnosis ranged 

from 8 to 23. 

Conversational 

interviews, 

friendship maps 

and photographs 

(photo 

elicitation 

technique) 

Interpretive 

Description 

Decisions about telling 

friends about having 

IBD are challenging 

for many young 

people. Having control 

over disclosure is not 

always possible, and 

the potential 

consequences can feel 

risky. However, most 

young people had 

positive experiences of 

disclosure and gained 

Table 3 

Overview of included studies  
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support from friends 

and romantic partners.  

 

3.   Colmer, 

(2021) 

Holland To explore what costs 

and 

benefits employees 

with IBD experience 

because of their 

disclosure decision.  

 

93 participants 

(23 male, 70 

female) with an 

average age of 

34.18 years.  

Open-ended 

survey questions 

Cutting and 

sorting technique 

Disclosure was 

associated with little 

cost and the 

psychological benefits 

of transparency and 

understanding were 

stated by the 

participants. 

 

4.   Devlen et al., 

(2014) 

USA To understand IBD 

and its treatment from 

the patient 

perspective.  

27 participants 

(14 male, 13 

female) aged 

between 20 and 

59 (Mean age = 

31.5). There 

were 21 

participants with 

UC and 6 with 

CD. 

  

Focus groups 

and one-on-one 

interviews. 

Grounded theory  Disclosure was a 

major hurdle to 

overcome, with it 

being difficult to tell 

new friends and 

potential partners 

about an IBD 

diagnosis.  

5.   Dibley et al., 

(2017) 

UK To explore stigma 

experiences in people 

with IBD.  

40 participants 

aged 23-78 (65% 

female) and 22 

(55%) had CD.  

Unstructured 

interviews 

Interpretative 

Phenomenological 

Analysis 

Feeling stigmatised 

was a common 

experience for 

participants. However, 

emotional control, 

social support and 

mastery over disease 

can support stigma 

reduction. Although 
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some individuals 

attempt to conceal 

their disease due to the 

risk of others not 

understanding, self-

disclosure had been 

successful and enabled 

individuals to receive 

support and obtain 

control over their 

disease.  

 

6.   Dibley et al., 

(2020) 

UK  To explore the 

experience and 

meaning of kinship 

stigma in people with 

IBD.  

18 participants 

(77% female) 

aged 21 to 64.  

Unstructured 

interviews 

Iterative 

Hermeneutic 

Phenomenology  

The response from 

some family members 

made individuals feel 

that they could not talk 

about their IBD and 

that attempting to 

disclose often made 

them feel 

misunderstood or 

dismissed.  

 

7.   Frohlich, 

(2014) 

USA To explore how 

people with IBD 

experience stigma 

because of their 

disease.  

14 participants 

(7 male, 7 

female), aged 

between 20 to 56 

years (mean = 

23.6). Average 

age of disease 

diagnosis was 

Interviews  Phenomenological 

approach  

Most participants 

perceived their disease 

to be stigmatizing at 

one point. However, 

their experiences of 

disclosing were 

generally positive.  
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22.1 (ranging 5-

45 years).  

 

8.   Gelech et al., 

(2021)  

Canada  To explore how 

individuals living 

with IBD make sense 

of changes in their 

approach to coping 

over time. 

6 young adults 

(3 female, 3 

male) aged 21-

28. All 

diagnosed with 

IBD between 3 

and 10 years 

prior to study.  

Semi-structured 

Interview 

Syntactic and 

thematic analysis  

Being more open to 

friends about their 

diagnosis and illness 

was important in 

participants ability to 

cope, as it allowed 

participants to develop 

and keep important 

relationships.  

 

9.   Hall et al., 

(2005) 

UK To gain an 

understanding of the 

perspectives and 

experiences of 

individuals with IBD 

and a poor quality of 

life. 

31 participants 

(19 female and 

12 male). There 

were 17 

participants with 

UC and 14 with 

CD.  

Individual 

interviews and 3 

Focus groups 

(male group, 

female group 

and a mixed 

group).  

Grounded theory  IBD diagnosis and 

symptoms were often 

kept private due to 

fears of not being 

understood, 

embarrassment, fear of 

being labelled or a 

burden. This also 

maintained a sense of 

"normality" for those 

living with IBD. 

However, it was 

identified that 

disclosure to others 

also living with IBD 

was a positive 

experience.  
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10.   Kitchen et 

al., (2020) 

USA To understand adult 

and adolescent 

patients’ experiences 

of CD, including CD-

related symptoms, the 

burden of living with 

CD, as well as the 

symptoms that drive 

patients to seek 

medical treatment. 

 

Round 1: 24 

participants (12 

male, 12 female) 

aged 14 to 75. 

Round 2: 6 

adults (2 male, 4 

female) aged 41-

74. 

Interviews  Thematic analysis  Due to the 

embarrassment around 

bathroom use, 

participants avoided 

telling people, unless 

an emergency meant 

that they had to.  

11.   Kluthe et al., 

(2018) 

Canada  To elicit perspectives 

following a diagnosis 

of Inflammatory 

Bowel Disease (IBD). 

18 participants 

(7 female, 11 

male) aged 

between 6-17. 

There were 12 

diagnosed with 

CD, 5 with UC 

and 1 with IBD 

unclassified.   

Interviews  Qualitative content 

analysis  

Children varied widely 

in who they told about 

the disease. For some, 

it was inevitable that 

they would have to tell 

people. However, 

others feared sharing 

the diagnosis because 

of the threat of 

teasing. Children 

experienced a range of 

responses when they 

did disclose, including 

curiosity, 

understanding, and 

teasing.  

 

12.   Lolli, (2022) USA To explore how 

patients make sense 

of and communicate 

their changed 

15 female 

participants aged 

between 18 and 

40. Time since 

Compassionate 

interviewing  

Thematic analysis  Social situations 

involving food often 

led to people feeling 

pressured into 
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relationships to food 

following an IBD 

diagnosis.  

diagnosis ranged 

from 1.5 years to 

28 years.   

disclosing in attempt 

to avoid or lessen 

disapproval from 

others around their 

food choices.  

 

13.   Matini & 

Ogden, 

(2016) 

UK To explore the notion 

of adaptation in 

patients with IBD, 

particularly focusing 

on lived experiences 

from diagnosis to the 

present.  

22 participants 

(14 females, 8 

male) aged 19-

60 years. There 

were 10 

individuals with 

CD and 12 with 

UC. 

Semi-structured 

Interview 

Thematic analysis Self-disclosure can 

have a positive impact 

on relationships for 

those with IBD 

because it makes 

people feel closer and 

more open with others. 

Additionally, the 

misconceptions 

around IBD as an 

"invisible" disease 

makes disclosures 

more necessary.  

 

14.   Micallef-

Konewko, 

(2013) 

UK To gain an 

understanding of what 

it is like to disclose 

and talk about IBD as 

a young person 

following the 

transition to 

secondary school.  

7 participants (4 

males, 3 female) 

aged 12-13.  

Semi-structured 

Interview 

Interpretative 

Phenomenological 

Analysis  

Disclosure was 

experienced as a risky 

but potentially 

rewarding experience, 

with participants 

weighing-up potential 

rewards against 

anticipated costs. 

Disclosure was viewed 

to influence how 

young people accepted 

their IBD diagnosis.  
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15.   Murphy et 

al., (2022) 

United 

Kingdom  

To explore the link 

between IBD and 

psychologically 

difficult emotions and 

their impact on illness 

disclosure decisions.  

16 Females Interviews Interpretative 

Phenomenological 

Analysis  

Women identify that 

shame is a key 

emotion linked to their 

IBD due to it being an 

"invisible" illness, 

which can make it 

difficult to disclose. 

Women identified 

finding it more 

difficult to disclose 

depending on the 

person they were 

telling and identified 

the difference between 

voluntary disclosure 

and times where it felt 

more of a necessity.  

 

16.   Nehasil, 

(2014) 

USA To discover how 

individuals 

participating in a 

Montana-specific, 

online support 

community for those 

with IBD describe 

their experiences 

within the 

community, and how 

these experiences 

have affected their 

health-related quality 

10 participants 

(8 females, 2 

male) aged 

between 20 to 

66. There were 7 

participants with 

CD and 3 with 

UC.  

|Interviews Thematic analysis An online community 

made it easier for 

individuals to talk 

about their illness and 

feel listened to.  
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of life (HRQOL) in 

the areas of social 

support and illness 

knowledge.  

 

17.   Nicholas et 

al., (2007) 

Canada  To understand the 

lived experience 

of/and elements of 

quality of life as 

depicted by children 

and adolescents with 

IBD. 

80 young people 

(44 male, 36 

female) aged 7 

to 19 years of 

age (mean age of 

13.3 years). The 

majority had CD 

(n=61). 

Semi-structured 

Interview 

content analysis Participants reported 

withdrawing from 

others to avoid 

negative judgements 

and feeling different to 

them. Fear around 

other's reactions and 

perceptions towards 

the disease prevent 

people disclosing 

about their illness.  

 

18.   O'Leary et 

al., (2020) 

UK To understand how 

therapeutic outcomes 

are 

realised through the 

technological features 

offered by social 

media 

platforms. 

38 participants 

(20 female, 18 

male). There 

were 25 

participants with 

CD, 13 with UC. 

Interviews Deductive 

thematic analysis  

The availability of 

closed groups 

contributed to a "safe" 

space that enabled 

users to talk openly 

about their illness and 

experiences away 

from their family 

members. The ability 

to post anonymously 

encourages self-

disclosures by 

reducing the risk of 

stigma.  
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19.   Palant & 

Himmel, 

(2019) 

Germany  To determine whether 

patients with IBD 

experienced negative 

effects from social 

support and if so, how 

these experiences can 

be categorised and 

what role different 

sources of social 

support play.  

42 participants 

(54% female) 

aged between 18 

and 76 (mean 

age = 42). 

Duration of 

illness ranged 

from 5 to 40 

years.  

Narrative 

interviews 

Grounded theory  There were several 

negative effects from 

social support 

identified, including 

unwanted 

confrontation and 

undesirable reactions. 

This included 

participants 

experiencing pity from 

those that they are 

close with when 

choosing to disclose 

their diagnosis.  

 

20.   Peters & 

Brown, 

(2022) 

UK To examine the 

relationship between 

illness identity and 

self-management of 

IBD. 

134 participants 

(102 females, 31 

males, and 1 

other gender) 

aged 19-75.  

Two open-ended 

questions 

Thematic analysis Disclosing 

information about IBD 

was viewed positively, 

with it being used as a 

method of support and 

to meet other people 

experiencing similar 

difficulties.  

 

21.   Restall et al., 

(2016) 

Canada  To illuminate the 

commonalities of 

experience, identify 

variations, and 

highlight implications 

for practice, research, 

and policy, to inform 

a broader goal of 

45 participants 

(23 women, 22 

male) aged 21 to 

73. Mean disease 

duration was 

10.9 years.  

Interviews  Thematic analysis The decision about 

whether to disclose to 

an employer or college 

at work is conflicted, 

with it being viewed 

as both potentially 

helpful and a show of 

weakness which may 
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minimizing work 

disability for people 

living with IBD.  

 

result in negative 

consequences. 

 

22.   Robertson et 

al., (2022) 

UK To explore the 

experience of self-

conscious emotions in 

people with IBD and 

understand the 

psychological and 

social impact of self-

conscious emotions 

on individual’s lives. 

 

15 participants 

(4 male, 11 

female) aged 25-

75. Time since 

diagnosis ranged 

from 4-20 years. 

Interviews Thematic analysis Talking about IBD as 

a disease and its 

accompanying 

symptoms was viewed 

as socially 

unacceptable and 

something that should 

be avoided due to 

other people not being 

able to tolerate it.  

 

23.   Rouncefield-

Swales et al., 

(2020) 

UK To explore young 

people with IBD’s 

friendships and their 

friendship networks. 

31 participants 

(15 female, 16 

male) aged 

between 14 and 

25. 

Interviews, 

friendship maps 

and photographs 

Interpretive 

Description 

Some young people in 

the current study 

concealed their IBD 

from friends, while 

others downplayed the 

seriousness of their 

condition. Limiting 

disclosure and 

explanations about the 

“gory detail” are 

aimed at both 

protecting their friends 

and minimising the 

risk of rejection. For 

young people, some 

friendships were 
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improved because of 

disclosure.  

 

24.   Ruan & 

Zhou., 

(2019) 

China To explore the illness 

experiences of 

patients with Crohn's 

disease in China and 

construct an 

interpretative 

understanding of 

these experiences. 

31 participants 

(17 males, 14 

females) aged 

19-68.  

Interviews Grounded theory  There were several 

advantages and 

disadvantages to 

disclosing identified 

by participants. When 

advantages 

outweighed the 

disadvantages or vice 

versa, the decision to 

disclose became 

easier. However, 

participants still had 

choices to make 

regarding the 

disclosure strategy, 

including how much 

to tell and when.  

  

25.   Salazar & 

Heyman, 

(2014) 

USA To examine the 

benefits of attending 

an IBD specific camp.  

A total of 25 

participants (16 

girls and 9 boys) 

aged between 8 

and 17.  

Interviews, 

participant 

observations and 

fieldnotes  

Thematic analysis Attending the summer 

camp offered people 

the opportunity to be 

around people that 

were like them and 

who understood what 

they were trying to 

talk about in relation 

to their disease.  
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26.   Sammut et 

al., (2017) 

Malta To explore the 

experiences of 

individuals living 

with an ileoanal 

pouch. 

10 participants 

(6 female, 4 

male) aged 25-

65. The mean 

time since 

formation of the 

ileoanal pouch 

was 5.4 years.  

 

Semi-structured 

interviews  

Interpretative 

Phenomenological 

Analysis  

Participants were 

afraid of how others 

would react to their 

experiences, if they 

found out about them.  

27.   Saunders, 

(2014) 

UK To investigate young 

adults’ representations 

of IBD-related stigma 

and explore how this 

influences their self-

disclosure.  

16 participants 

(10 female and 6 

male) all aged 

18–29 years.  

Interviews Rhetorical 

discourse analysis  

Participants identify 

that the stigma 

associated with IBD, 

and the taboo nature of 

symptoms, contributes 

to concealing their 

illness from others. 

However, these 

accounts identified 

that some people feel 

safe talking to those 

they trust.   

 

28.   Savard & 

Woodgate, 

(2009) 

Canada  To understand the 

lived experience of 

young people living 

with IBD and an 

ostomy. 

6 participants (5 

women, 1 male), 

aged between 19 

to 24. Time since 

diagnosis ranged 

from 3 to 13 

years and time 

since having 

ostomy ranged 

from 1 to 8 

Interviews Hermeneutic 

Phenomenology  

The symptoms and 

bodily changes 

experienced from 

treatment and ostomy 

impacted how much 

participants felt 

comfortable 

disclosing. IBD and 

treatment was viewed 

as an illness that is not 
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years.  All 

participants were 

Caucasian. 

 

talked about and an 

embarrassing thing to 

discuss.   

29.   Schwenk et 

al., (2014) 

USA To investigate how 

college-enrolled 

students with IBD 

conceptualize and 

manage their disease 

and how their 

experiences of going 

to college shape their 

health and health care 

behaviours.  

15 participants 

(7 male, 8 

female) aged 19-

21. There were 6 

with UC and 9 

with CD.  

Interview Thematic analysis  Participants were 

guarded about 

discussing their IBD 

with other students. 

Disclosure was often 

prompted by others 

being curious about 

their behaviours. 

Despite participants 

being cautious, no 

negative consequences 

were reported, rather it 

allowed developments 

in social connections.  

 

30.   Vaughan & 

Jolliffe, 

(2023) 

UK To explore the 

working lives of those 

living with the 

condition IBD. 

7 participants (4 

UC, 3 CD).  

Semi-structured 

interviews  

Content analysis  Disclosing within the 

workplace was 

positive for some 

individuals who felt it 

allowed adaptations 

and their needs to be 

met. However, for 

others, disclosing their 

illness led to feelings 

of resentment, 

especially when 

employers had a poor 

attitude or lack of 
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understanding towards 

the illness.  

 

31.   Wåhlin et 

al., (2019) 

Sweden To explore disease-

related worries in 

persons with Crohn’s 

disease. 

12 participants 

aged 20-60+ (4 

male, 8 female). 

Interviews Qualitative content 

analysis 

Participants felt a need 

to talk about their IBD 

and the worry 

associated with it. 

They wanted to talk to 

someone in a similar 

situation to 

themselves.  

 

32.   Wang et al., 

(2023) 

China To explore the 

psychosocial process 

of posttraumatic 

growth in Chinese 

patients with CD. 

19 participants 

with CD (8 

female, 11 

male). 

Interviews  Constructivist 

grounded theory 

People’s perceptions 

of how the diagnosis 

of IBD made them 

look prevented people 

from disclosing their 

disease. This was 

particularly present in 

environments where 

"looking weak" put 

you at a disadvantage.  

 

33.   Woodward et 

al., (2016) 

UK The aim of this study 

was to detect IBD-

specific distress and 

to generate items for a 

new IBD-distress 

scale. 

52 adult 

participants aged 

17+.   

Secondary 

interview 

transcripts and 

an IBD focus 

group 

Thematic analysis  Most participants 

agreed that discussing 

their diagnosis was a 

taboo subject and that 

the stigma associated 

with it made it 

difficult for them to 

talk about their 

experiences.  



 

 

30 

 

34.   Zigron & 

Bronstein, 

(2018) 

Israel  To examine the 

activity of virtual 

health communities 

for users with IBD by 

understanding the role 

that these online 

spaces play as sources 

for information and 

social support. 

23 participants 

(15 female and 8 

male) aged 

between 20 and 

40.  

Interviews Content analysis The virtual community 

allows people to 

disclose personal 

information about 

their disease as it is 

viewed as “low risk” 

compared to 

disclosure in other 

situations. The use of 

disclosure in these 

communities was 

viewed positively by 

people wanting to seek 

or share information 

about IBD.  
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Quality Appraisal  

The quality of included studies was assessed by the author and an independent reviewer 

using the CASP qualitative assessment. A summary of the quality appraisals is shown in 

Table 4 and in full in Appendix E. 

Aims and Design  

All studies provided a clear statement of their aims, objectives, or research question/s. 

Whilst the aims and objectives of each study varied, all aimed to understand or describe 

complex phenomena, predominantly the experiences of IBD, thus qualitative methods were 

deemed appropriate. There were several studies (n=9) who did not provide details regarding 

the research design. However, the design was identifiable from other sections of the paper 

despite it not being explicit.  

Participants and Sampling 

Most studies provided clear and appropriate information on how participants were 

recruited, including the methods or organisations used to support this, an in-depth 

inclusion/exclusion criterion for participants and information about the demographics of their 

sample. However, it was acknowledged that very few studies provided details on why their 

sample was chosen and what knowledge this offered. Although not directly measured by the 

CASP, it was identified that ethnicity was not reported in 24 papers, raising caution regarding 

the studies’ transferability.   

Ethical Considerations and reflexivity  

Ethical considerations were a strength across the studies as all stated having obtained 

ethical approval from appropriate panels/organisations. However, it is acknowledged that the 

level of detail provided around ethical considerations varied across studies. Most studies 

provided details on obtaining informed consent from participants (n=26) and several provided 

details around confidentiality (n=9).  
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Although the consideration of researcher positioning and bias varied across studies, it 

was generally assessed as the weakest domain with only nine papers providing detailed 

consideration of their role and position, including personal diagnoses of IBD or gender, and 

its influence on the qualitative approach used. Therefore, caution should be taken in 

interpreting the studies, as it is uncertain how the researchers positioning may have 

influenced their data collection and/or findings.  

Data Collection and analysis 

Details regarding data collection varied but was assessed to be adequate across all 

studies. Most studies used a form of interview, however, only 5 papers provided full 

interview schedules.   

Information related to data analysis varied, but methods were assessed as appropriate 

across studies. A high proportion of studies reported the process of coding, theme 

development and/or consideration of rigor in data analysis. However, a few studies reported 

themes without detailing the development of these. Some papers (n=15) referred to 

saturation, with two justifying saturation to be impossible within their chosen theoretical 

framework (Dibley et al., 2017; Dibley et al., 2020). 

Findings and Value  

Although the findings varied in the level of detail provided, all studies presented clear 

information about their themes with supporting quotes. However, it was recognised that the 

discussion around conflicting findings was limited across all studies. Therefore, there should 

be caution in interpreting these results, as it is unclear what additional findings may have 

emerged and the impact this may have had on the findings. There was variation in the amount 

of information provided regarding the value of the research, however most studies met at 

least one criterion. Most studies discussed the implications of their research, including how 

findings could be applied to healthcare and made recommendations for future research.   
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Summary of quality appraisal  

Overall, study quality was considered moderate to high, with all papers explicitly 

stating their aims and using appropriate qualitative methodology.  However, it was 

recognised that reflexivity was a weakness across most studies.  It was also identified that 

descriptions of data analysis were not fully detailed for some papers. The quality of these 

papers was considered throughout the thematic analysis and as seen in Table 5, none of the 

themes relied solely on lower quality papers. 
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Criteria  Example  Quality assessment of studies  

   Met Criterion   (N Papers) 

  Cannot tell if Criterion met   

  Did not meet Criterion    

Aims  Aims/objectives explicitly 

stated 

                                 (34) 

Method Appropriate use of qualitative 

methods  

                                 (34) 

Research  

Design  

Research design was justified                           (26)       (7) (1) 

Sampling  Recruitment strategy and 

participant selection was 

appropriate  

                         (26)        (8) 

Data 

collection  

Appropriate data collection 

methods 

                                 (34) 

Reflexivity  Critical examination of 

researcher biases and influence  

          (11)        (8)               (15) 

Ethical 

Issues  

Sufficient evidence of 

maintaining ethical standards  

                                (33) (1) 

Data 

Analysis  

Adequate and in-depth 

description of analysis process 

                           (28)      (6) 

Findings  An explicit statement of 

findings and discussion of their 

credibility and validation.  

                                  

Value of 

Research  

Discussion of contribution of 

findings in relation to new and 

existing research areas.  

                         (26)        (8) 

Table 4 

 

CASP Summary by Criterion  
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Thematic synthesis  

In total, the thematic synthesis generated five themes and 18 subthemes to describe the 

experiences of disclosing IBD, which are summarised in Figure 3. The studies and example 

quotes contributing to each theme/subtheme are presented in Table 5 (Appendix F displays 

more quotes contributing to the themes). 
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Experiences of IBD 
disclosure 

Its an invisible, 
stigmatized illness

Its a taboo subject

Its unseen by others

Reluctance to 
disclose

Talking is difficult 
and embarrassing

Telling burdens 
others

Maintaining the 
appearance of 

normality

Avoiding pity

Fear of teasing and 
bullying 

A need to disclose

Its emotionally 
difficult not telling

Educate and help 
others

The symptoms can't 
always be hidden

To excuse or justify 
behaviours 

Balancing the need to disclose 
and the reluctance to disclose

Forced vs voluntary 

How much to share

Some people are 
easier to tell 

Varied consequences 
to disclosure 

Initial shock and 
overreaction

People can be mean 
and misunderstanding 

Support and building 
relationships

Growth, acceptance 
and coping

 

 

 

 

 

 

 

 

 

Figure 3 

Themes and subthemes identified during the thematic synthesis 
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Theme Subtheme Example Quotes Papers contributing to this theme  

It’s an invisible, 

stigmatized 

illness 

It’s a taboo subject  “They can be such disgusting aspects, having diarrhoea and 

the other things, I just think, do people really want to hear 

about that, about someone else?" 

 

"Everyone gets a little squeamish when you start talking 

about your bowel habits."    

 

 

2; 5; 8; 9; 14; 15; 17; 22; 23; 27; 28; 33; 

34 

 

 Its unseen by others  "…relative invisibility of IBD allowed participants to   

keep their condition successfully concealed much of the 

time." 

 

"it’s something for me that’s private." 

 

 

2; 6; 8; 12; 13; 14; 15; 27; 29; 33  

 

Reluctance to 

disclose 

Talking is difficult 

and Embarrassing  

"It was very difficult for me to explain, to cross this line and 

say that I’ve got this condition, and how I feel and 

everything. It took me a lot of time because it was not easy 

to explain how it is." 

 

 

“I find it’s, I don’t know, may be a bit embarrassing 

sometimes.” 

 

 

1; 2; 5; 7; 8; 10; 11; 12; 14; 15; 21; 22; 

25; 27; 28; 33 

 

 Telling burdens 

others   

"I don't want to make a lot of noise... (because) I'm a 

burden on my family." 

2; 3; 7; 14; 15; 17; 22; 30; 34 

 

Table 5 

Studies and quotes contributing the theme and subthemes 



 

 

38 

 

" I always felt like it was going to fail, that it was going to 

be something. I say too much, and he would just leave."  

 

 

 Maintaining the 

appearance of 

normality 

"They might not know the illness very well, and I didn’t 

want to make myself seem particularly different because of 

the illness." 

 

“I don't want things to really change, where my friends 

think […] that all I like to talk about is my illness, because 

that's all I can talk about." 

 

 

 

1; 2; 3; 5; 6; 8; 14; 19; 22; 23; 28; 32; 33 

 

 Avoiding Pity  “Sometimes I don't want people to know I've got an illness. 

I don't want people to start the whole pity party, you know, 

‘Oh, you poor thing! I feel really sorry for you.’" 

 

“Sometimes it feels like I'm being handled with kid gloves.” 

 

2; 3; 14; 23; 30 

 

 Fear of teasing and 

bullying 

"I'm afraid to tell my friends about the disease. I'm afraid 

they will laugh." 

 

 

“I didn't want them [peers] to hear […] because some 

stupid stuff might happen […] like making nasty remarks 

about it.” 

 

1; 14; 17; 26; 27  

 

A need to 

disclose 

Its emotionally 

difficult not telling   

"I didn’t tell anyone. I hid that for years, believe it or not. 

And that was agony."  

 

2; 7; 9; 14; 24; 25; 32; 33 
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"I think if I had tried to hide all the time, the stress levels 

would just make it so much worse." 

 The symptoms can't 

always be hidden  

"I talk about it less now, because in primary school, I 

couldn't really hide it, because I couldn't eat." 

 

"They would clearly know that something was wrong, and I 

couldn't keep that from them anymore." 

 

1; 2; 7; 8; 13; 14  

 

 To excuse or justify 

behaviours  

"I would have told him [referring to her husband] because 

he was thinking that I was making up excuses." 

 

"I fear the regular days off I need for treatment or sudden 

emergency flares may be misconstrued as skipping work 

without reason. And this could be another reason for my 

employer to fire me." 

 

1; 3; 8; 12; 26; 29; 30 

 

 Educate and help 

others  

"I can help somebody else with questions. Somebody 

needing help in something I had trouble with and found a 

way to help to make it work. I love sharing any of that if 

someone asks." 

 

 

"Telling people] was definitely a challenge. I think it’s better 

when you explain it to people, because then they 

understand.” 

 

1; 2; 5; 8; 16; 18; 29; 30; 34 

 

Balancing the 

need to disclose 

and the 

reluctance to 

disclose 

 

Forced vs voluntary  

"I talk about it less now, because in primary school, I 

couldn't really hide it, because I couldn't eat."  

 

“Some people might come up to me after class and go, ‘Oh 

Will, why are you allowed to go to the toilet?’, and then I’d 

1; 2; 5; 8; 11; 12; 14; 29; 34  
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have to tell them. Well, I wouldn’t have to tell them, but I’d 

feel like, I was lying to them.” 

 

 

 How much to share "because it's just telling someone about […] a part of you 

[…], it’s easier telling people like what I have to have 

done.” 

 

"…just like because I wasn’t sure if if I’d like said 

something that wasn’t actually how like if I said it was bad 

when it wasn’t actually so bad or something."  

 

1; 2; 11; 14; 15; 27  

 

 Some people are 

easier to tell 

"like an actual friend that I know that won’t tease me about 

it or something like that so umm yeah I have really good 

friends that they all know that I have Crohn’s."  

 

"So, uh, I couldn’t trust him; so I didn’t share anything with 

him.” 

 

1; 2; 4; 7; 11; 14; 17; 18; 21; 23; 24; 27; 

31; 34  

 

Varied 

Consequences 

of disclosure  

Initial Shock and 

overreaction  

"When it’s explained to them, they either don’t take it 

seriously at all or they are profoundly shocked." 

 

"new people’s reactions that are the weirdest (.) it’s like oh 

my god (.) at work and stuff they just don’t get it the 

comment I had yesterday was ‘isn’t it really sad you’re so 

young’ and it’s like ‘so young what?’ and they’re like ‘so 

young to be like this’ and I don’t think like that."  

 

1; 2; 3; 7; 8; 11; 14; 17; 19; 21; 26; 27  

 

 People can be mean 

and 

misunderstanding  

“They [peers] would say things like, “You’re a bit like a 

cripple really, aren’t you?” and […] then, they would start 

talking about bowel movements. I could take all of the other 

things but, for some reason, them [sic] making comments 

1; 2; 3; 5; 6; 7; 11; 14; 17; 19; 21; 25; 26; 

27; 29 
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associated with bowel movements, that really upsets me. 

That's too much for me to deal with.” 

 

“some people think that because it’s a disease, Crohn’s - 

they say ‘Oh my God can I catch it off you?” 

 

    

 Support and 

building 

relationships  

“It [talking to friends] feels good because […] I know that 

they would listen to me and I know I can speak to someone 

about it and they won't go telling other people that I don't 

want to know.” 

 

"it helps a lot to talk about (IBD) with someone who has it". 

 

 

1; 2; 4; 5; 7; 8; 11; 13; 14; 16; 17; 18; 19; 

20; 24; 29; 31; 32; 33; 34 

 

 Growth, Acceptance 

and coping 

"You kind of have that freedom once you tell people. You 

don’t have to hide it anymore". 

 

"Because my parents and I talk things through about my 

IBD, I can deal with it". 

 

 

1; 2; 3; 7; 8; 14; 15; 17; 22; 28; 30; 34 
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Theme 1: It’s an invisible, stigmatized illness 

This theme described how participants perceived their diagnosis within the context of 

society and the impact this had on whether they disclosed their diagnosis.  Two subthemes 

emerged within this theme.  

It’s a taboo topic. Participants in the studies highlighted that, due to societies 

construction around the privacy of bowel habits, IBD was experienced as a “taboo” subject 

and an “unacceptable” conversation (Zigron & Bronstein, 2018). Participants disclosure 

decisions were influenced by the perception that others are “squeamish” or “disgusted” 

(Dibley et al., 2020; Hall et al., 2005; Nicholas et al., 2007; Robertson et al., 2022; Saunders, 

2014) by the topic of conversation. Even within the home, participants reported an absence of 

conversation around bowel habits, making individuals feel that IBD was “not allowed” to be 

talked about (Dibley et al., 2020; Gelech et al., 2021). The role of stigma in the experience of 

disclosure aligned with the authors prior expectations, despite the “taboo” symptoms of IBD 

being different to their own invisible illness. 

It's unseen by others. Participants referred to the “invisibility” of IBD, with it being a 

disease that is already concealed, and therefore something that should be kept hidden (Gelech 

et al., 2021). Participants referred to the perceived stigma and taboo nature of IBD as a 

barrier to disclosure, with their disease being described as a “private” illness which is “no 

one’s business” (Carter et al., 2020; Lolli, 2022; Micallef-Konewko, 2013; Savard & 

Woodgate, 2009; Woodward et al., 2016). Some participants spoke of respecting their own 

privacy, with the socially constructed privacy around bowel habits further confirming that 

their IBD should be kept hidden (Schwenk et al., 2014; Woodward et al., 2016).  

In contrast, one study (Matini & Ogden, 2016) highlighted that due to its invisibility, 

disclosure is necessary to raise awareness of the condition or someone’s experience of this, 

which would otherwise remain unseen and ignored.  
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Theme 2: Reluctance to disclose 

Following on from Theme 1, which captured how the perception of IBD within society 

influenced disclosure decisions, Theme 2, Reluctance to disclose, described personal feelings 

and contexts influencing individuals’ decisions around not wanting to disclose or avoiding 

disclosure. It comprised the following five sub-themes.  

Talking is difficult and embarrassing. Participants reported personally trying to avoid 

disclosure due to it being a challenging thing to talk about. It was hard for individuals to 

know how to initiate conversations (Kluthe et al., 2018; Woodward et al., 2016), articulate 

information, or “find the right words” (Restall et al., 2016), to try and explain their diagnosis.  

Talking about IBD was also identified as an “emotionally taxing” (Barned et al., 2016) 

experience for people, especially when feeling the need to justify their experiences and 

explain that these vary between individuals. When considering disclosure, participants 

described feelings of embarrassment (Gelech et al., 2021) and anxiety (Carter et al., 2020), 

with it appearing easier to avoid having these conversations than to have to endure the 

uncomfortable emotions, and the emotional efforts, caused by disclosure.    

Telling burdens others. It was often perceived that hearing about IBD was a burden or 

would result in pushing people away (Murphy et al., 2022). Participants spoke about not 

talking about their IBD openly or “downplaying its seriousness” (Carter et al., 2020) to 

protect others and prevent them from having to worry, while also reducing the guilt 

experienced by the person with IBD (Nicholas et al., 2007; Robertson et al., 2022). However, 

in one study (Micallef-Konewko, 2013), it was recognised that disclosure may reduce worry, 

as it enables people to know the truth and prevents them thinking it’s something more 

sinister.  

Maintaining the appearance of normality. When considering diagnosis disclosure, 

participants referred to the impact this has on how they are seen by others. Participants 



 

 

44 

described not talking about IBD as they did not want to be viewed or treated differently by 

others (Dibley et al., 2017; Micallef-Konewko, 2013; Savard & Woodgate, 2009; Wang et 

al., 2023; Woodward et al., 2016) and wanted to be seen as “normal” (Gelech et al., 2021; 

Micallef-Konewko, 2013; Rouncefield-Swales et al., 2020). For several participants, 

disclosure was viewed as a challenge to their identity, with them fearing that they would 

“become their disease” if others found out about it (Barned et al., 2016; Micallef-Konewko, 

2013; Rouncefield-Swales et al., 2020).  

In addition to appearing different, participants reported not wanting to be viewed 

negatively by others (Colmer, 2021), such as being “boring or depressing” in social situations 

(Micallef-Konewko, 2013). Participants also assigned feelings of “weakness” to both their ill-

health and talking about these difficulties (Micallef-Konewko, 2013; Robertson et al., 2022; 

Wang et al., 2023). To avoid being viewed by others in this way, and to avoid internal 

feelings of powerlessness (Micallef-Konewko, 2013), participants were reluctant to disclose 

their IBD.  

Avoiding pity. Participants spoke about avoiding disclosure due to worries that others 

will “make a fuss” (Carter et al., 2020) or feel sorry for them (Micallef-Konewko, 2013; 

Rouncefiled-Swales et al., 2020). For others, direct experiences of having been made to feel 

“handled with kid gloves” (Colmer, 2021) or “made to feel like a child” (Micallef-Konewko, 

2013), reinforced that they would receive pity and be made to feel less able.  

Fear of teasing and bullying. Prior to analysis, the author had the assumption that, as 

“bowel habits” are often used as humour, individuals would perceive their symptoms to be 

met negatively. This expectation was supported by the data which highlighted that, due to the 

nature of their symptoms and the stigma associated with bowel habits within society, 

participants spoke of feeling worried about receiving nasty comments, being laughed at, or 

being bullied because of their disclosure (Kluthe et al., 2018; Micallef-Konewko, 2013; 
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Nicholas et al., 2007; Saunders, 2014). Although participants did not speak about directly 

experiencing bullying or teasing, it was the perception of this threat that prevented disclosure. 

The fear of bullying was more present for young people and adolescents due to the perception 

of other young people being “childish and immature” (Saunders, 2014).  

Theme 3: A need to disclose  

Despite the reluctance to disclose, it was recognised that concealing IBD is not always 

possible. The theme A need to disclose described participants experiences of when disclosure 

occurred or when/why individuals felt obliged to tell others about their diagnosis.  This theme 

comprised four sub-themes.  

Its emotionally difficult not telling.  When choosing not to disclose, individuals 

continued to experience the symptoms and challenges associated with their IBD. Participants 

in spoke about how attempting to hide or “bottle up” their diagnosis was an additional 

challenge which caused stress, anxiety, and social isolation (Gelech et al., 2021).  In one 

study, participants identified that non-disclosure at work meant that there was extra stress and 

difficulties as no allowances or adjustments were made (Ruan & Zhou, 2019). Trying to hide 

a part of your identity was deemed stressful, with disclosure providing a sense of relief 

(Frohlich, 2014).   

The symptoms can’t always be hidden. Despite the “invisibility” of IBD, it can 

become observable in an individual’s appearance and behaviours, such as more frequent 

bathroom trips, weight and skin changes, and withdrawal from work, education, or social 

events, especially during flare ups (Carter et al., 2020; Gelech et al., 2021; Frohlich, 2014). 

Participants spoke of feeling their diagnosis “can’t be kept a secret” (Gelech et al., 2021).  At 

these times, disclosure was deemed more of a necessity due to its “visibility” and enabled 

others to understand the reason for these observed changes (Frohlich, 2014).  
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To excuse or justify behaviours.   IBD impacts multiple areas of an individual’s life, 

despite some of the symptoms not being physically visible to others. Participants in seven 

studies spoke of disclosing to justify themselves and avoid judgements from others. In one 

paper (Barned et al., 2016), a young person reported disclosure as a “safer option”, otherwise 

peers may believe the symptoms and school absences are for something else, such as self-

injurious behaviours, which may be viewed more negatively than IBD itself.   

From the authors experiences, it was expected that disclosure decisions would be 

motivated by avoiding judgements for things such as work absences. The data supported this, 

with disclosure providing excuses for “sick days” (Colmer, 2021; Vaughan & Jolliffe, 2023) 

or justify eating habits, as participants choices received judgements for not being “healthy” or 

“appropriate” within a social context (Lolli, 2022). The need for disclosures in these cases 

was described as more necessary due to the “invisibility” of the disease, as people jump to 

conclusions due to the individual generally “looking okay” (Gelech et al., 2021; Matini & 

Ogden, 2016; Schwenk et al., 2014).   

Educate and help others. There were several studies where participants spoke about 

disclosure being important for providing education around the disease. It was recognised that 

the stigma associated with the disease meant that there were often misconceptions held by the 

public (Dibley et al., 2017). Participants felt that, as someone experiencing IBD, they had an 

obligation to inform others about the disease and help increase the understanding (Carter et 

al., 2020; Schwenk et al., 2014), especially for those that had not heard of IBD or confused it 

with irritable bowel syndrome (Vaughan & Jolliffe, 2023).  

Participants also spoke of disclosing to help others experiencing similar challenges, 

including those recently diagnosed with IBD (Nehasil, 2014). It was acknowledged that 

disclosing IBD became easier for participants as they gained more information and 

understanding about the disease (Carter et al., 2020). For individuals who had come to know 
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about the illness, disclosure was seen as a useful way to pass on this information and help 

those that were still trying to acquire an understanding for themselves. The role of educating 

others and supporting others was not something that was expected by the author prior to 

analysis, especially due to the experiences of living with IBD being different among 

individuals.  

Theme 4: Balancing the need to disclose and the reluctance to disclose 

Individuals were faced with conflicting perceptions of whether their IBD should be 

talked about or concealed.  Theme 4 encompassed three sub-themes focussed on the 

experiences individuals encountered when making disclosure decisions and the contextual 

factors influencing these processes.  

Forced vs voluntary disclosures. Participants described the level of choice they 

experienced around making their disclosures. Several participants spoke about feeling open 

and happy to initiate conversations related to their IBD (Carter et al., 2020; Micallef-

Konewko, 2013). Voluntary disclosures were more likely when symptoms became “visible” 

or when individuals felt others “need to know” to ensure support is available (Barned et al., 

2016; Carter et al., 2020; Micallef-Konewko, 2013). One participant described the timing of 

disclosure to be important, with this being easier after the “bad symptoms” had passed 

(Carter et al., 2020). Additionally, participants described voluntary disclosure being more 

likely when they felt they had control and understanding of their disease (Carter et al., 2020; 

Dibley et al., 2017; Micallef-Konewko, 2013). 

In line with the authors prior expectations, some participants spoke of circumstances 

where they felt disclosure was more forced. This occurred when other people directly ask 

questions or showed curiosity around their behaviour, such as why they have been absent 

from work or college (Lolli, 2022; Schwenk et al., 2014). These questions appeared to 

provide an opening for a disclosure, where participants were left with a conscious choice as 
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to whether to commit to disclosing or withhold this truth (Barned et al., 2016). Even when 

disclosure was initially voluntary, this may be followed by more questions or others bringing 

it up in other contexts, making it feel more forced (Colmer, 2021; Lolli, 2022).   

What and how much to share.  Participants described making choices about what 

information to share and whether they provided a “complete disclosure” or “selective 

disclosure” (Carter et al., 2020; Ruan & Zhou, 2019).  Some participants spoke about “not 

holding back” and sharing all information (Frohlich, 2014), whereas others found it easier to 

talk about certain aspects of their experience, such as disclosing treatments rather than 

symptoms or coping (Micallef-Konewko, 2013). For others, the amount of information they 

disclosed was dependent on what other people wanted to know and what questions were 

being asked, with participants disclosing to “satisfy curiosity” (Micallef-Konewko, 2013).  

Deciding the amount of information to share influenced people’s experience of how 

successful their disclosure was, with some participants feeling regret around withholding 

information which they later felt they should have shared (Micallef-Konewko, 2013).  

Some people are easier to tell.  Whether to conceal or disclose also involved decisions 

regarding who to tell. Participants in several papers referred to the importance of “trust” in 

this decision. It was important that participants trusted the individual to both keep their 

disease private (Carter et al., 2020) and be able to tolerate and respond positively to the 

information (Barned et al., 2016; Restall et al., 2016; Rouncefield-Swales et al., 2020).  

People often felt open to telling family members, close friends, and romantic partners 

(Frohlich, 2014; Ruan & Zhou, 2019). It was noted that younger participants were more 

selective about who to tell (Carter et al., 2020), with some being concerned that disclosure to 

one person, may lead to this information being spread to people that they did not want to 

share the diagnosis with (Micallef-Konewko, 2013; Restall et al., 2016).  
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Participants also spoke about feeling more open to sharing information with those also 

living with IBD or family members with a similar condition. This decision was easier due to 

a shared understanding of the challenges and the expectation of receiving support (Carter et 

al., 2020; Micallef-Konewko, 2013; Nicholas et al., 2007; Zigron & Bronstein, 2018). 

Disclosure was also viewed as easier on online forums and on social media, as opportunities 

to limit what is said and having a level of anonymity provided safety (O’Leary et al., 2020; 

Zigron & Bronstein, 2018). 

Theme 5: The varied consequences of disclosure  

Across the studies, participants described varying perceptions towards the 

appropriateness of disclosure and various experiences in making disclosure decisions. Theme 

5 described the direct experiences participants encountered when the decision to disclose was 

made. This comprised of four subthemes.  

Initial shock and overreaction.  Multiple participants said that their disclosure was 

met with “shock” from other people. Initial shock was described as the general reaction when 

people first learnt of an IBD diagnosis and that this was often accompanied with sympathy, 

pity or extreme worry and negativity (Micallef-Konewko, 2013; Palant & Himmel, 2019; 

Saunders, 2014). This reaction gave participants the impression that others can’t “handle” 

learning about the diagnosis (Saunders, 2014), supporting why participants may be reluctant 

to disclose, as discussed in theme 2.  However, despite people’s initial shock, some 

experienced this to be temporary and followed by acceptance and support, becoming a more 

positive experience (Saunders, 2014).  

People can be mean and misunderstanding. Over half of the studies highlighted 

negative experiences of IBD disclosure.  When talking about IBD, participants experienced 

that their disclosure was met with misunderstanding and disbelief around the condition due 

it’s “invisibility”. Participants spoke about physically “looking fine”, which resulted in the 
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seriousness of their illness not being fully appreciated (Colmer, 2021; Micallef-Konewko, 

2013). Participants identified being made to feel ignored, not listened to and not cared about 

due to others not registering or understanding the information provided from their disclosure 

(Dibley et al., 2020; Schwenk et al., 2014).  

Several participants described negative disclosure experiences as they were met with 

comparisons to others with IBD and made to feel that they should be coping better based on 

what people had heard from others (Barned et al., 2016; Vaughan & Jolliffe, 2023). 

Additionally, one participant felt that their disclosure was a “waste of time” as it was met 

with the misunderstanding that they had IBS which could be easily managed (Micallef-

Konewko, 2013). Furthermore, the lack of understanding, and the term “disease” in IBD, 

resulted in participants receiving comments and teasing about being “contagious” (Carter et 

al., 2020). Although several studies identified negative responses from others, there were no 

direct reports of experiencing bullying due to IBD. This finding contrasted with the authors 

prior assumptions/expectations, especially following reading articles that identified the “risk” 

of bullying as a potential barrier to disclosure.  

Support and building relationships. Although some individuals experienced negative 

outcomes, participants in eighteen studies spoke about positive disclosure outcomes. When 

talking about their disease, participants generally found others to be understanding, 

supportive and wanting to help (Carter et al., 2020; Frohlich, 2014; Micallef-Konewko, 2013; 

Wang et al., 2023). Disclosing IBD was viewed as helpful as it enabled people to know about 

the disease and understand its challenges, which meant they could help accommodate for 

these (Barned et al., 2016; Frohlich, 2014; Micallef-Konewko, 2013).  

Being open about and talking about their illness and difficulties also contributed to 

participants developing closer relationships with others, as people appreciated the openness 

and honesty from them (Carter et al., 2020; Matini & Ogden, 2016). Disclosure also enabled 
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participants to connect and develop new friendships with other people with IBD who 

understand their experiences (Schwenk et al., 2014). Meeting others with IBD also provided 

the opportunity for people to ask questions and learn more about their illness (Nehasil, 2014), 

which was empowering and encouraged further disclosures.  

Growth, acceptance, and coping. Participants described experiencing positive 

outcomes in themselves and their perception of coping because of disclosure. Some 

participants described how disclosing enabled them to feel more honest and over time, less 

embarrassed about the illness (Frohlich, 2014; Murphy et al., 2022). Through disclosure, 

participants were able to develop a more positive view of themselves and became more 

accepting of their diagnosis, which was reported to make disclosure easier and more frequent 

(Micallef-Konewko, 2013; Savard & Woodgate, 2009).  

 It was also highlighted that talking about IBD enabled participants to feel more able to 

manage their IBD, with participants feeling relieved, free, and happier after disclosure 

(Vaughan & Jolliffe, 2023).  Within employment settings disclosure allowed people to feel 

able to take the time off “sick” when needed without the risk of negative consequences that 

may have come from non-disclosure (Colmer, 2021).  This benefit was also identified by a 

younger participant, who described open conversations with parents as important for their 

perception of how they can “deal” with the disease (Nicholas et al., 2007).  

Discussion 

This review set out to synthesise the existing qualitative literature exploring 

experiences of disclosing IBD, aiming to identify barriers and facilitators influencing these 

decisions.  A total of 34 studies contributed to the development of five themes which 

identified some of the process’s individuals experience in relation to disclosing their IBD. To 

the authors knowledge, this is the first review to systematically synthesise data related to self-

disclosure within this population. Throughout this review, the author remained reflexive and 
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considered their own position and biases. This allowed them to identify themes that met as 

well as considering the data which contradicted their prior assumptions/expectations. 

Summary of findings  

As proposed by the DPM (Chaudoir & Fisher, 2010), this review highlights the 

complex processes individuals with IBD encounter in relation to self-disclosure. Participants 

in this review identify an integration of factors, both on a personal and societal level, which 

contribute to their feelings towards disclosure and whether they take this step.  The themes 

emerging in this review highlighted that there were different motivators for disclosure 

amongst participants, which corresponded with the “approach-goals” and “avoidance-goals” 

as theorised by the DPM (Chaudoir & Fisher, 2010). In the theme, a need to disclose, 

participants described experiencing disclosure as an opportunity to educate others (Carter et 

al., 2020; Schwenk et al., 2014; Vaughan & Jolliffe, 2023) and provide support to others 

(Carter et al., 2020; Nehasil, 2014). These “approach-goals” acted to facilitate individuals’ 

disclosure due to the perceived benefits that it would have on other people, resulting in 

generally positive experiences towards disclosure.  

It was also identified that for some participants “avoidance-goals”, particularly to avoid 

negative judgements from others and justify their behaviours around food, absences, and 

toilet use (Colmer, 2021; Lolli, 2022; Vaughan & Jolliffe, 2023) facilitated disclosure. 

However, this avoidance approach, particularly experiences of wanting to avoid teasing, 

appearing different and pity from others, also acted as a barrier to disclosure for individuals 

with IBD, which supports findings within the DPM literature and its application to other 

physical health conditions, including HIV (Chaudoir, 2009; Chaudoir & Fisher, 2010; 

Chaudoir et al., 2011; Krsmanovic & Dean, 2022).  

In line with the findings from other chronic illnesses (Benson et al., 2015; Chaudoir et 

al., 2011; Frank et al., 2006; Joachim & Acorn, 2000), the previous reviews in IBD (Guo et 
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al., 2020; Micallef-Konewko, 2013; Muse et al., 2021; Taft & Keefer, 2016), and the authors 

assumptions of the experiences of living with IBD, the current review highlighted that 

stigma, or perceived stigmatization, was a common barrier which prevented individuals 

disclosing their diagnosis.  Consistent with the findings from other gastrointestinal research 

(Taft et al., 2017; Vidali, 2010), the theme it’s an invisible, stigmatized illness describes how 

participants perceive their disease to be viewed in society, with “bathroom talk” and “bowel 

habits” being viewed as a taboo and inappropriate topic of conversation.  Additionally, 

internalised stigma also contributes to individuals’ self-perceptions and their beliefs of how 

their disease is perceived by others (Corrigan et al., 2006; Park et al., 2013; Taft & Keefer, 

2016). It emerged that maintaining a “normal” appearance motivated their disclosure 

decision, with individuals perceiving disclosure to be a gateway to being consumed by an 

illness identity (Taft & Keefer, 2016). However, it is important to acknowledge that most 

studies included in the current review did not report the ethnicity of their participants, and of 

those that did, the majority were Caucasian. Therefore, the finding may not be transferrable 

to all populations living with IBD, especially as perceptions of “normality” and 

perceived/internalised stigma may vary cross-culturally (Burns, 2003; Franz et al., 2013; 

Wong et al., 2017).  

In their review, Micallef-Konewko (2013) identify that disclosure decisions are 

influenced by more than just stigma, including the desire to live a normal life and uncertainty 

around their diagnosis. The current review identified similar influences on participants 

disclosure decisions, with knowledge of IBD, visibility, and personal emotions impacting on 

whether disclosure took place. In addition, the current review considers both paediatric and 

adult literature, offering a broader understanding of disclosure experiences in this population 

and identifying factors perceived to be influencing these decisions, including protection or 
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self-identity and workplace security. Factors aligning with this have previously been 

identified in other chronic illnesses, including diabetes (Ledford et al., 2022).     

As well as identifying experiences of disclosure decisions, the current review highlights 

variations in experiences encountered when the action of disclosing is taken, which based on 

the authors experiences and assumptions, was not surprising. In this review, disclosure was 

identified as a potentially harmful action, with some participants being met with hurtful 

comments or continued misunderstandings (Dibley et al., 2020; Micallef-Konewko, 2013; 

Schwenk et al., 2014).  However, multiple studies reported a positive outcome, with 

disclosure being important for connecting with others, building stronger relationships and for 

accessing support, help and developing coping (Carter et al., 2020; Frohlich, 2014; Micallef-

Konewko, 2013). Disclosure was also identified as an important step in individuals IBD 

journey, with disclosure facilitating general acceptance of oneself and their disease.  This 

highlights the important role that disclosure can have on self-acceptance, which can 

contribute to increased quality of life (Lewko et al., 2007; Potocka et al., 2009). The current 

review supports the existing literature identifying that disclosing chronic illnesses can be both 

a positive and a negative experience (Pathmalingam et al., 2023; Sheridan et al., 2016; 

Venema et al., 2023). Additionally, the DPM’s concept of a feedback loop is supported, with 

the outcome of a direct disclosure experiences, and whether this was deemed positive or 

negative, influencing individuals’ decisions to make their IBD visible, or concealed, through 

future disclosures (Chaudoir & Fisher, 2010). 

Implications of findings  

Clinical Implications  

The current review highlights the factors that influence individuals’ decisions to 

disclose or not disclose their IBD. It was identified that knowledge and understanding of 

IBD, whether from the person living with the disease or within wider society, influences the 
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decision and experiences associated with disclosure. Therefore, clinicians have a 

responsibility to provide knowledge, which is not only factual but also accessible (without 

medical jargon) and adapted to meet individual needs, to support individuals understanding 

of their disease, especially in the time following diagnosis, as per IBD standards (IBD UK, 

n.d.). By ensuring information, is accessible to family members, as well as those living with 

IBD, clinicians can promote the benefits of self-disclosure and encourage more open 

discussions within the family. By encouraging conversations around IBD at a more systemic 

level, it may become a more open and acceptable topic, which is important at reducing the 

stigma assigned to this diagnosis (Taft et al., 2017).   

The barriers to disclosing information, such as perceived stigma, may also influence 

what information patients share, including what they report to clinicians and when they 

engage in help-seeking behaviours (Nuttall, 2019). Non-disclosure to clinicians may 

contribute to individuals’ needs not being met, especially as healthcare professionals may 

underestimate the effect IBD symptoms have on the individuals living with it (Schreiber et 

al., 2012). Therefore, Clinicians should consider how they are supporting their patients to 

discuss their difficulties and ensure that they offer the opportunity for disclosure in a safe, 

non-judgemental way.  Furthermore, healthcare professionals may be in a useful position to 

support individuals to consider their disclosure decisions and the potential benefits of this. 

Supporting individuals with this may contribute to addressing the stress associated with non-

disclosure, which may allow for a better QoL and disease outcomes (Boye et al., 2011; 

Sainsbury & Heatley, 2005). 

Public Health  

This current review highlighted that, although disclosure decisions are often more 

forced in school settings, young people face teasing and bullying. As IBD can have an early 

onset, with between 10 to 20% of individuals receiving a diagnosis before the age of 18 
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(Wilson & Russell, 2017), this review highlights the need to raise awareness and support for 

individuals in this age range. Schools may benefit from receiving workshops which raise 

awareness of IBD or provide education for teachers to ensure they have the knowledge 

needed to support pupils with their IBD (Kim et al., 2019). Healthcare professionals 

specialising in IBD, and IBD charitable organisations, such as Crohn’s and Colitis UK 

(CCUK) and CICRA, could support with the development and/or delivery of these 

workshops to ensure accurate and evidence-based information is provided.  

This review also highlights that, despite the positive impact of disclosure on coping and 

interpersonal relationships, it remains avoided due to it being a “not talked about” topic. 

Healthcare professionals and charitable organisations both play an important role in 

providing information, advice, and guidance not only to the patient with IBD, but also to their 

wider support network who are also impacted by the disease (Shukla et al., 2018; Thapwong 

et al., 2023). Therefore, it is important that these services share information about the 

invisible challenges of IBD more widely. As individuals used social media to gain 

information and discuss their IBD (O’Leary et al., 2020; Zigron & Bronstein, 2018), this 

might provide a useful platform that services can use to both provide information for those 

with IBD and go beyond this to raise public awareness. 

Limitations and future research   

This is the first review to collate information on disclosure across the life span, 

providing a comprehensive synthesis of the individuals’ experiences of disclosure, the 

barriers preventing people from disclosing and the reasons why people want to disclosure. 

However, there are important limitations that must be acknowledged.  

Although including studies which provided qualitative data relating to disclosure was 

seen as a strength of this review, as it offered a wide range of data from different social 

contexts, it was acknowledged that only six studies directly address the topic of the review. 
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Therefore, despite a relatively high number of papers, the amount of data extracted and 

analysed from some studies was limited. Additionally, not having direct aims to explore the 

disclosure experiences resulted in the studies data collection methods not being developed or 

used to elicit information related to this experience, which may have limited, and potentially 

biased, the data extracted (Kvale, 1994). Additionally, this resulted in most data contributing 

to the themes coming from the papers that talked more directly about disclosure. Therefore, 

some themes may be biased by the information presented by these papers.   

Papers were excluded if they contained a sample of different chronic illnesses and did 

not distinguish between those with IBD and those with other diagnosis. As many individuals 

with IBD experience comorbidities with other illnesses, such as IBS, pancreatic disease, and 

coeliac disease (San Román & Muñoz, 2011; Stanisic & Quigley, 2014), the exclusion of 

these studies may result in the understanding of disclosure for individuals with multiple 

diagnoses being lost. This highlights the need for future research to review the experiences of 

disclosure in IBD within a wider sample.  

It is also important to consider the quality of papers included in this review. Although 

these were generally considered high, which suggests that their findings may be considered 

reliable, it is acknowledged that there were several areas of weakness. Despite most papers 

obtaining appropriate ethical approval, the details provided around ethical considerations and, 

how these were addressed, were often limited.  Reflexivity was a weakness across most 

studies, with limited details regarding the researcher positioning or relationship to 

participants being provided.  Although some papers named their positioning or previous 

experience, it was often not detailed how this influenced their approach to research or the 

interpretation of the research. This raises concern around the bias that may emerge due to the 

researchers positioning and experiences, which may influence their methodology and 

interpretations (Braun & Clarke, 2019), especially in those where their theme development 
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was not detailed. This, along with the overall quality of papers, should be considered in the 

interpretation and application of the current review. Although it is acknowledged that papers 

submitted to journals may not provide explicit details on their reflexivity, theme development 

or ethical considerations due to word count limitations, it would be beneficial for future 

research to provide these details to ensure more accurate quality appraisals and to ensure 

reliable interpretations are made in future review papers.    

Within this review, papers exploring disclosure directly were limited. However, 

experiences of disclosure were identified within the wider “experiences” literature, indicating 

that it is an important aspect of the IBD journey. This highlights the need for future research 

to address this phenomenon more directly within IBD, especially given the impact disclosure 

has on personal and social aspects of an individual’s life (Omarzu, 2000). Future research is 

needed to develop the understanding of IBD disclosure across different contexts, including 

school, work, relationships, friendships, and medical settings. Exploring the facilitators and 

barriers of disclosure across these settings, and identifying how experience differs between 

them, can provide useful information, and enable services to implement support measures to 

address these barriers and encourage help-seeking when needed.  

Conclusions 

This review provides a synthesis of individuals’ experiences when disclosing IBD and 

identified contexts and outcomes that are perceived to both encourage and prevent 

disclosures. The findings from this review further highlight the complexity of this decision, 

influenced by the interaction of personal and societal factors and dependent on the believed 

impact of the disclosure.  A paucity of research directly exploring the experience of self-

disclosure in this population was identified, despite disclosure being a frequent occurrence, 

impacting on individual’s social lives and personal identity. Therefore, there is a need for 

future research to focus on exploring factors associated with self-disclosure more directly.  
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Abstract 

Introduction: People with Inflammatory Bowel Disease (IBD) often seek dietary 

solutions to manage their gastrointestinal symptoms. Avoidant/Restrictive intake disorder 

(ARFID) is high in this population, however, understanding of the risk factors for this is 

limited. The current research aims to estimate the prevalence of, and explore the 

biopsychosocial factors associated with, ARFID in the UK IBD population.  Method:  

Participants accessed an online survey containing six self-report questionnaires examining 

IBD symptoms, ARFID symptoms, and several psychosocial factors. A total of 164 adults 

with IBD (70.12% male, 59.8% Crohn’s disease), aged between 23 and 74 (M = 36.08, SD = 

7.94), met the eligibility criteria for participation and were included in the analysis.  After 6-

months, participants were invited to complete a follow-up of these questionnaires. Results: 

123 participants (75%, 95% CI [68.4%-81.6%]) scored within the positive range for ARFID 

symptomology. Regression analysis identified that the psychosocial variables, apart from 

desirability of control, were predictive of ARFID symptoms. When controlling for other IBD 

related factors, visceral sensitivity (gastrointestinal-specific anxiety) remained predictive of 

ARFID. Due to the attrition rate, the longitudinal hypotheses could not be tested, however, 

initial correlations did not find any relationships between the change in variable scores. 

Conclusions: The findings suggest that individuals with IBD may have a high prevalence of 

ARFID, with biopsychosocial factors, particularly visceral sensitivity, potentially 

contributing to this. Areas of future research, including exploring the impact and value of 

screening for and/or delivering interventions to address visceral sensitivity, and the potential 

implications for healthcare and charitable services are discussed. 

 

Key words: Inflammatory Bowel Disease (IBD), ARFID, Disordered Eating, Crohn’s 

Disease, Ulcerative Colitis.   
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Introduction 

Inflammatory Bowel disease (IBD), namely Crohn's disease (CD) and Ulcerative 

Colitis (UC), are chronic gastrointestinal illnesses effecting approximately 0.81% of the UK 

population (Crohn’s & Colitis UK, 2022). Diet can play an important role in managing IBD, 

with some individuals requiring temporary restrictive or liquid diets for IBD-related surgeries 

(Crohn’s & Colitis Foundation, n.d.; Heerasing et al., 2017). For others, complex 

relationships may develop with food, due to individuals associating diet with the 

uncomfortable gastrointestinal symptoms which are characteristic of the disease (Cohen et 

al., 2013; Czuber-Dochan et al., 2020; Di Giorgio et al., 2023; Limdi et al., 2016; Reddavide 

et al., 2018).  

Eating Disorders in IBD  

Individuals living with gastrointestinal disorders, like IBD, are at greater risk of 

developing disordered eating (Peters et al., 2022; Satherley et al., 2015; Wardle et al., 2018), 

with between 16 and 24.5% meeting the criteria for diagnosable eating disorders (ED) 

(Kuźnick & Neubauer, 2021; Robelin et al., 2021; Wabich et al., 2020). The perceived 

association between food and IBD symptoms may lead to people changing their diet in 

attempt to control symptoms and prevent flare ups (Day et al., 2021; Nowlin et al., 2021), 

including eliminating specific foods/whole food groups if they have been perceived as 

harmful by the individual (Czuber-Dochan et al., 2020; Di Giorgio et al., 2023). 

Understanding the risk of EDs in IBD is important as, when these dietary changes are 

implemented independently, and are unsupervised by a dietitian, individuals’ risk 

experiencing physical health complications, including delayed growth and nutritional 

difficulties (Di Giorgio et al., 2023; Ilzarbe et al., 2017) and may be at more risk of 

developing restrictive eating (Ilzarbe et al., 2017; Wardle et al., 2018).   
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Avoidant Restrictive Food Intake Disorder 

Avoidant Restrictive Food Intake Disorder (ARFID) is an ED diagnosis which was 

introduced into the Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition 

(DSM-5) in 2013. An ARFID diagnosis is given to individuals of any age who avoid or 

restrict food due to its sensory properties (“picky eating’), low appetite or limited interest in 

eating and/or due to fear of negative/uncomfortable consequences (e.g., choking or sickness) 

from food (Zimmerman & Fisher, 2017). Despite ARFID potentially contributing to weight 

loss, this diagnosis is distinct from other forms of ED as a focus on weight, or shape 

concerns, are not required within its diagnostic criterion (BEAT, 2024).  Although there are 

limitations to using a diagnostic category (Johnstone, 2018; Kapadia et al., 2020), the current 

research refers to ARFID due to this typically being used within IBD services. 

Due to the perceived relationship between gastrointestinal symptoms and dietary intake, 

individuals with IBD may be at higher risk of developing eating patterns which may, within a 

diagnostic framework, meet the criteria for ARFID. It has been estimated that the prevalence 

of ARFID in those with IBD is between 10.2 – 32.5% (Robelin et al., 2021; Yelencich et al., 

2022; Yin et al., 2023) compared to approximately 1.2-4.7% in the general population 

(D’Adamo et al., 2023; Hay et al., 2017; Van Buuren et al., 2023). The variation in ARFID 

prevalence rates for this population may reflect the differences in participant inclusion 

criteria, with some studies excluding individuals on specific diets, such as vegan and gluten 

free, which may influence self-reports of food avoidance (Yin et al., 2023). Although food 

restriction may be an appropriate response to IBD treatment, especially when advised by a 

dietitian, it has been found that dietary treatments can increase an individual’s risk of 

developing ARFID (Fink et al., 2022).  

Recently, Yelencich et al. (2022) reported 17% of their sample to score within a range 

indicative of ARFID. However, they also found that nearly all participants (92%) avoided 
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one or more foods when experiencing active IBD symptoms, with 74% continuing to avoid 

foods when in remission. Although avoidance of one or more food does not necessarily meet 

the diagnostic criteria for ARFID, this finding suggests that avoidant eating behaviours may 

continue, even in the absence of IBD symptoms, potentially reflecting the beliefs or fears that 

certain food may trigger symptoms in the future (Yelencich et al., 2022; Yin et al., 2023).   

For individuals with IBD, ARFID has been associated with poorer physical and mental 

health outcomes, including a risk of malnutrition (Yelencich et al., 2022) and reports of lower 

quality of life (QoL) (Fink et al., 2022).   However, to date, studies looking at the prevalence 

of ARFID in IBD have been conducted within American and Chinese samples, where there 

may be different perceptions towards IBD and its treatment (Schrieber et al., 2013) compared 

to the United Kingdom (UK).  Therefore, the understanding of ARFID in IBD in the UK 

remains limited. Increasing the understanding of ARFID, and its risk factors, is vital for 

ensuring adequate support and interventions are available, especially given its potential 

impact on physical and mental health for this population.   

Biopsychosocial factors contributing to ARFID in IBD 

The Biopsychosocial model of health (Engel, 1977) theorises the interplay between 

biological factors (genetics, physiology, cell formation), psychological factors (experiences, 

emotions, and behaviours) and social factors (relationships and levels of support) in 

influencing health and the development of illness (Dent et al., 2022; Gatchel et al., 2007). 

Although the biopsychosocial model has been applied to both EDs (Frank, 2016) and 

gastrointestinal disorders (Dent et al., 2022) independently, there remains limited knowledge 

regarding the biopsychosocial drivers/risk factors for ARFID within an IBD population. 

Biological Factors and IBD related factors 

When living with chronic gastrointestinal disorders, biological factors associated with 

the disease itself, including stomach discomfort, appear to influence eating behaviours, 
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potentially increasing the risk of these individuals developing EDs (Satherley et al., 2015).  

Within IBD specifically, several factors related to the diagnosis, including being diagnosed at 

a younger age and having more IBD-related surgeries, have been associated with a higher 

risk of EDs (Cao et al., 2019; Stoleru et al., 2022; Wabich et al., 2020).  Additionally, having 

a stoma bag may increase the risk of ED’s for individuals with IBD, as it can contribute to 

poorer body image (Bullen et al., 2012; Cooley & Toray, 2001).  

IBD related factors have also been found to predict the risk of ARFID specifically. 

Yelencich et al. (2022) identified that higher levels of IBD activity (the severity and presence 

of symptoms) and higher levels of physical inflammation significantly predicted ARFID 

symptoms, supporting the role of physical factors in this presentation. The finding that IBD 

activity predicts ARFID symptoms has been further supported within Chinese populations 

(Tu et al., 2023; Yin et al., 2023). Although not identified by Yelencich et al. (2022), other 

research has found IBD diagnosis to predict ARFID, with individuals with CD presenting 

higher ARFID symptoms than those with UC (Tu et al., 2023; Yin et al., 2023). It is possible 

that this may reflect the extent of digestive symptoms experienced, which are higher in CD 

compared to UC (Bergeron et al., 2018). However, to date, the findings in relation to the 

IBD-related factors potentially associated with the risk of ARFID appear inconsistent.  

Psychosocial Factors  

For individuals with IBD, specific psychological factors, such as dissatisfaction with 

weight, anxiety, and dietary beliefs, have been associated with a higher risk of ED (David et 

al., 2022; Wabich et al., 2020; Wardle et al., 2018). However, to date, the direct exploration 

of psychological and social factors influencing the risk of ARFID in individuals with IBD is 

limited.  

One psychological construct which may increase the risk of ARFID in an IBD 

population is anxiety, which is generally higher in this population when compared to the 
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general population (Byrne et al., 2017; Neuendorf et al., 2016).  According to Mowrer’s two-

factor theory (1947, as cited in Krypotos et al., 2015), classical conditioning and the 

avoidance of distress are fundamental components increasing and maintaining fear/anxiety 

(except in the short term). Drawing on Mowrer’s theory, Brown and Hildebrandt (2020) 

theorise that anxiety is a fundamental component in the development of ARFID. Within their 

two-stage model, it is proposed that, when an association between food and anxiety is formed 

(such as through a negative experience), avoidance of the food contributes to a reduction in 

anxiety, which further increases the avoidance behaviour through the process of negative 

reinforcement (Brown & Hildebrandt, 2020; Kazdin, 2012).  

For individuals living with IBD, experiencing unpleasant gastrointestinal symptoms 

after the consumption of food may contribute to gastrointestinal-specific anxiety (GSA), with 

this specific food/food group becoming an aversive stimulus (Czuber-Dochan et al., 2020; Di 

Giorgio et al., 2003). By avoiding this food, it not only reduces the GSA, but is also 

perceived to prevent IBD symptoms, which reinforces the avoidance behaviour and 

potentially contributes to the risk of ARFID (Brown & Hildebrandt, 2020). Therefore, it may 

be expected that those with high levels of GSA, as well as those that have lower tolerance of 

emotional distress (Keough et al., 2010), would be at higher risk of developing ARFID 

symptoms, due to the avoidance being reinforced.  

Another psychological factor that may contribute to ARFID within IBD is an 

individual’s desire for personal control. ARFID, which was conceptualised outside of IBD, 

was historically theorised as a method enabling children to seek control over their parents or 

general life (Kring & Johnson, 2018; Zimmerman & Fisher, 2017), suggesting that control 

potentially contributes to the development of these eating patterns. This adheres to the more 

general ED literature, which identifies control, including desirability for control, as an 

important factor in the aetiology and maintenance of ED presentations (Froreich et al., 2017; 
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Sarra & Abar, 2022). For example, those diagnosed with an ED tend to report an external 

locus of control and present with a higher fear of losing self-control (Froreich et al., 2017; 

Tiggemann & Raven, 1998; Williams et al., 1990). The role of control has also been 

associated with disordered eating in Type 1 diabetes, with a lower sense of control, including 

bodily control, being associated with more severe disordered eating (Schwartz et al., 2002).   

Within IBD specifically, the perception of control varies across individuals, with some 

reporting that lower control increases psychological distress, while others use reduced 

feelings of control as a coping mechanism (Cooper et al., 2010; Olbrisch & Ziegler, 1982). 

Although it appears that individuals’ desirability for control influences the risk of ED more 

generally, there is currently no research exploring the relationship between this and ARFID in 

an IBD population.  

Within IBD, the presence of social support is often considered protective, contributing 

to increased QoL, resilience, and acting as a buffer against psychological distress (Katz et al., 

2016; Sewitch et al., 2001). As theorised by the stress-buffering hypothesis, the perceived 

availability of social support can weaken or reduce the negative relationship between stress 

and negative mental or physical outcomes (Cohen & Wills, 1985), with the absence of social 

support contributing to the development of physical/mental health difficulties, including EDs 

(Ghaderi, 2003; Limbert, 2010; Sluzki, 1996, as cited in Leonidas & Dos Santos, 2014).  

Within the ED literature, it has been theorised that a lack of emotional warmth or 

support within a family can prevent children developing the required skills to manage stress, 

with ED’s emerging as a coping mechanism for this psychological distress (Cunha et al., 

2009; Leonidas & Dos Santos, 2014). Additionally, limited social support has been 

associated with poorer outcomes, as it can create a barrier to help-seeking (Ali et al., 2017), 

whereas adequate levels of social interaction contribute to ED recovery (Bertera, 2005; 

Cusack & Hughes, 2014; Hughes-Jones, 2009; Linville et al., 2012). However, individuals’ 
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perceptions of/satisfaction with their support may be more associated with their ED outcome, 

compared to the actual level of support available (Limbert, 2010).    

To date, there is an absence of research exploring the role of social support in ARFID 

directly. However, due to the association between social support and EDs more generally, it 

may be expected that perceptions of social support may be associated with an individual’s 

risk of developing ARFID, especially for individuals with IBD who may experience stress 

related to their disorder (Lix et al., 2008; Sun et al., 2019).  

The current research  

In summary, research has focused on the prevalence of ARFID in individuals with IBD 

within the USA and China and identified key IBD- related factors associated with IBD (IBD 

activity, inflammation, diagnosis) that might increase this risk. However, the prevalence of 

ARFID in the UK IBD population, and psychosocial factors potentially contributing to this, 

have not been researched. Due to the impact ARFID can have on an individual’s physical and 

mental health (Fink et al., 2022; Yelencich et al., 2022), it is important to develop an 

understanding of the biopsychosocial factors associated with it, to inform clinical care and 

support individuals presenting with, or at risk of developing, ARFID symptoms. 

The current research aims to contribute to the understanding of ARFID risk within IBD, 

particularly in the UK, and enhance the knowledge of potential psychosocial risk factors 

contributing to ARFID in IBD. This has the potential to enhance the healthcare services 

supporting individuals with IBD, promote high quality care and improve lives, in line with 

the NHS values (The Department of Health & Social Care, 2023).  There were two main aims 

of this research:  

1.To estimate the prevalence of ARFID in adults with IBD in the UK; and  

2. To identify predictors, including psychological and social predictors, of ARFID risk 

in this population.  
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Regarding the latter aim of this research, based on the research and theory described 

above, the following was hypothesised. 

Hypothesis 1: IBD related factors (the diagnosis received (having CD rather than UC), 

younger age of diagnosis, higher number of IBD-related surgeries, having a 

stoma, and not having access to IBD support team/hotlines) will predict higher 

levels of ARFID. 

Hypothesis 2: a. Greater IBD activity will predict higher levels of ARFID symptoms, in 

cross-sectional data.  

b. Change in IBD activity between two time-points separated by six months 

will predict change in ARFID symptom over the same time period, with an 

increase in activity predicting an increase in ARFID symptoms.  

Hypothesis 3: a. Higher levels of perceived social support will predict lower levels of ARFID 

symptoms, in cross-sectional data.  

b. Change in levels of social support between two time-points separated by six 

months will predict change in ARFID symptom over the same time period, 

with a decrease in social support predicting an increase in ARFID symptoms.  

Hypothesis 4: a. Higher levels of gastrointestinal-specific anxiety, higher desirability of 

control and lower distress tolerance, will predict higher levels of ARFID 

symptoms, in cross-sectional data. 

b. Change in the above-mentioned predictors between two time-points 

separated by six months will predict change in ARFID, in the same direction 

as specified in 4a. 

Hypothesis 5: a. The above-mentioned psychological and social factors will continue to 

predict ARFID symptomatology in the direction specified in 3a and 4a when 

controlling for disease activity and IBD related factors.  
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b. Change in the above mentioned psychological and social factors will 

continue to predict change in ARFID symptomatology between two time-

points separated by six months in the same direction as specified in 3a and 4a 

when controlling for change in disease activity.  

Hypothesis 6: a. The above-mentioned psychological and social factors will continue to 

predict ARFID symptoms (in cross-sectional data) in the direction specified in 

3a and 4a when they are all included in a single predictive model. 

 b. Change in the above-mentioned psychological and social factors will 

continue to predict change in ARFID symptoms between two time-points 

separated by six months when entered into a single predictive model. 

Method 

Design 

This research used a non-experimental, repeated measures survey design, with cross-

sectional and longitudinal elements. The cross-sectional element explored the predictive 

relationship between ARFID symptomology and predictor variables including IBD activity, 

IBD factors (diagnosis, age at diagnosis, number of surgeries, having a stoma, access to IBD 

support/hotlines) and psychosocial factors (distress tolerance, visceral sensitivity (as a 

measure of GSA), desirability for control, perceived social support). The longitudinal element 

examined whether a change in psychosocial factors predicted a change in ARFID at follow 

up (six-months), while controlling for changes in IBD activity.  

Patient and Public Involvement (PPI) 

During design of this study, advertising through Crohn’s and Colitis UK (CCUK) was 

used to recruit PPI consultants. Three consultants met with the author to discuss the research 

and to advise on the design and method. Following these meetings, advice was taken around 
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the length of the online survey and the language used throughout the research (e.g., “living 

with IBD” rather than “suffering from IBD”).   

Participants  

Participants were recruited (Appendix G) from a volunteer sample of adults who 

completed an online survey which was accessible via online Organisation/Charity advertising 

(Crohn’s & Colitis UK, IBD relief, Ileostomy Association, Guts Charity, Colostomy UK), 

support forums on social media and word of mouth. Participants were eligible to take part in 

this research if they met the criteria detailed in Table 1. Participants were offered entry into a 

draw for a prize of £100 as a reward for participating in the research.  

 Criteria 

Inclusion  - Ages 18 and over  

- Obtained a diagnosis of Crohn’s Disease or Ulcerative Colitis from a medical doctor.  

- Currently residing in the UK  

 

Exclusion - Individuals who feel they may become distressed when thinking about aspects of 

their IBD or their eating behaviours.  

 

A total of 558 responses were recorded for the study. Numerous responses (n = 394) 

were removed due to meeting a predetermined exclusion criterion designed to remove 

spurious data, such as that generated by bots or those not meeting the inclusion criteria 

(Figure 1). The final sample consisted of 164 participants (115 male, 49 female). No 

participants identified as non-binary or preferred not to disclose their gender. Participants 

were aged between 23 and 74 (M = 36.08, SD = 7.94) and most identified as White British 

(79.9%), married/civil partnership (79.9%) and in full-time employment (89%). Ninety-eight 

participants had a diagnosis of CD and 66 were diagnosed with UC, with the average age of 

diagnosis ranging between 10 and 63 (M = 28.84, SD = 7.44). There were 111 participants 

Table 1  

Participant inclusion criteria  
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that reported that they were currently living with a stoma. Within the current sample, most 

participants (86.7% CD and 92.4% UC) were identified as having active IBD, as measured by 

a cut-off of >24 for CD and >17 for UC on the Inflammatory Bowel Disease Symptom 

Inventory (IBD-SI, Sexton et al., 2019).  Table 2 displays demographic data for the sample. 

As seen in Figure 1, the attrition rate for the follow up data collection was 91.5% (14 

participants retained). 
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Figure 1  

Screening and selection of data set for inclusion in data analysis  
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Characteristic 
First-time point 

N (%) 

Follow-up  

N (%) 

Gender   

Male  115 (70.12) 6 (42.86) 

Female  49 (29.88) 8 (57.14) 

Ethnicity    

White British 131 (79.88) 11 (78.57) 

Black British 1 (0.61)  

White Irish 21 (12.80)  

Black Caribbean 4 (2.44)  

Indian 3 (1.83) 1 (7.14) 

Pakistani 1 (0.61)  

Bangladeshi 1 (0.61)  

Other Asian 

Background 

1 (0.61) 1 (7.14) 

Another ethnicity 1 (0.61) 1 (7.14) 

Marital Status    

Married/Civil 

Partnership 

131 (79.88) 4 (28.57) 

Living with 

partner/cohabiting 

7 (4.27) 1 (7.14) 

Single 15 (9.15) 5 (35.71) 

Divorced/separated 9 (5.49) 4 (28.57) 

Widowed 1 (0.61)  

Prefer not to say  1 (0.61)  

Employment    

Full time employed 146 (89.02) 6 (42.87) 

Part time employed 4 (2.44) 1 (7.14) 

Self employed 6 (3.66) 4 (28.57) 

Unemployed 1 (0.61) 1 (7.14) 

Retired 6 (3.66) 1 (7.14) 

Student 1 (0.61) 1 (7.14) 

IBD Diagnosis   

Crohn’s Disease  98 (59.76) 5 (35.71) 

Ulcerative Colitis  66 (40.24) 9 (64.29) 

Having a stoma     

Yes  111 (67.68) 5 (35.71) 

No  52 (31.71) 9 (64.29) 

Prefer not to say  1 (0.61)  

 

 

Table 1  

Participant Demographics  
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Measures  

An online survey using Gorilla Survey Software was developed.  Within this survey, a 

demographic questionnaire (Appendix H), developed for the purpose of this research, was 

used to obtain descriptive information about the sample (age, gender, ethnicity, marital 

status) and for identifying IBD related factors which would be included in the regression 

analysis (IBD diagnosis, age of IBD diagnosis, number of surgeries, stoma use and access/use 

of IBD support teams/hotlines). This demographic questionnaire was only administered at 

time-point one. In addition, the following measures, which were administered at both time 

points, were included (Appendices I-N): 

Inflammatory Bowel Disease Symptom Inventory – Long form (IBD-SI, Sexton et al., 

2019) 

 The IBD-SI is a 35-item self-report measure which assesses IBD-symptoms, with higher 

scores indicating higher IBD activity. This scale provides an overall score of IBD-symptoms 

for both CD and UC and has been found to have very good internal consistency, convergent 

validity, and excellent sensitivity and specificity to clinician-rated active disease (Sexton et 

al., 2019), with a cut-off >24 for CD and >17 for UC being recommended for identifying IBD 

activity (Sexton et al., 2019). Within the current research, the IBD-SI was found to have 

strong internal consistency ( = .927). 

Nine item Avoidant/Restrictive Food intake Disorder Screen (NIAS, Zickgraf & Ellis, 

2018) 

In this study, the NIAS was used to measure the level of ARFID symptoms (outcome 

variable). The NIAS presents nine self-report questions which are rated on a 6-point Likert 

scale ranging from 0 “strongly disagree” to 5 “strongly agree”, with a total score of 24 or 

more reflecting the presence of ARFID symptomology (Ellis et al., 2017, as cited in 

Yelencich et al., 2022). This scale has been found to have high internal consistency 
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(Cronbach alpha = 0.90), test-retest reliability, convergent/discriminant validity for adults 

aged 18-65 (Zickgraf & Ellis, 2018) and good specificity and sensitivity in identifying 

ARFID diagnosis (Burton Murray et al., 2021). In the current sample, the NIAS demonstrated 

good internal consistency (Cronbach alpha = 0.88).  

Distress Tolerance Scale (DTS, Simons & Gaher, 2005) 

This scale consists of 15 items rated on a 5-point Likert scale ranging from 1 (strongly 

disagree) to 5 (Strongly agree). Item 6 “I can tolerate being distressed or upset as well as 

most people” is the only item reverse scored. The DTS examines different theoretical 

constructs related to distress tolerance including an individuals perceived ability to tolerate 

emotional distress, subjective appraisal of distress, attention being absorbed by negative 

emotions and regulation efforts to alleviate distress. Higher scores on this scale reflect worse 

tolerance of emotional distress. This scale has been found to have good internal consistency 

(= .890) as well as validity (Simons & Gaher, 2005) and has previously been used in 

samples of IBD populations (Wright et al., 2020).   Within the current sample, the DTS 

demonstrated good internal consistency ( = . 87). 

Desirability of control scale (DCS, Burger & Cooper, 1979)  

This 20-item self-report scale measures an individual’s general desire for control over 

their life events. The DCS uses a 7-point Likert scale ranging from “The statement does not 

apply to me at all” to “The statement always applies to me” with higher scores indicating a 

higher desire for control. This scale has been found to have internal consistency ( =.80), and 

test-retest reliability ( =.75; Gebhardt & Brosschot, 2002; McCutcheon, 2000), as well as 

discriminant validity from measures of locus of control (Gebhardt et al., 2002). Within the 

current sample this scale demonstrated moderate internal consistency ( = .73).  

The Visceral Sensitivity Index (VSI, Labus et al., 2004) 
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This is a 15-item self-report measure was developed to measure unique aspects of fear, 

anxiety, and hypervigilance to the cognitive appraisals of gastrointestinal symptoms (GSA). 

This scale uses a 6-point Likert scale from 1 (strongly agree) to 6 (strongly disagree) with 

lower scores indicating higher levels of anxiety related to gastrointestinal symptoms. The VSI 

has been validated in samples of adults with IBD (Trieschmann et al., 2021), where it was 

found to have good internal consistency ( = .860). It has also been found to have concurrent 

validity, with a medium effect size correlation being identified between the VSI and another 

anxiety measure (Trieschmann et al., 2021). Within the current sample, the VSI was found to 

have good internal consistency ( = .920). 

The Duke–UNC Functional Social Support Questionnaire (DFSS, Broadhead et al., 1988; 

Epino et al., 2012) 

This eight-item questionnaire is rated on a 5-point Likert-type scale from 1 (much less 

than I would like) to 5 (as much as I would like), with higher scores reflecting better 

perceived social support. Items in this measure examine both emotional aspects of social 

support (e.g., love and affection) and more practical aspects (e.g., help when sick in bed). The 

consideration of practical aspects makes it applicable for use in physical health research. This 

measure has been widely used and has demonstrated good validity and internal consistency in 

adult populations within medical centres ( = .96; Broadhead et al., 1988; Epino et al., 2012) 

and in adults with IBD (=.89, Gick & Sirois, 2010). Within the current sample, this scale 

was found to have good internal consistency ( = .86). 

Procedure  

Participants were able to access this survey by following the online link which was 

provided through the recruitment strategies. Once on the link, participants were provided with 

an information sheet (Appendix O) and a consent form (Appendix P).  After providing 

consent, participant proceeded with the online survey where they were asked to complete the 



 

 

93 

demographic questionnaire and the six self-report questionnaires.  Following completion of 

the survey, participants were presented with a debrief form (Appendix Q) providing details of 

the potential research outcomes and support lines if required. Participants were also offered 

the opportunity to provide their email address and “opt in” to this being used for the prize 

draw and/or contact in 6-months for participation in follow-up data collection.  

Participants who consented to follow-up data collection were emailed another survey 

link 6-months after their initial survey. This link contained an adapted consent form 

(Appendix R) and readministered the six self-report questionnaires. The data from both time 

points was matched by email address and a change score was calculated for all variables. 

Ethical Approval 

Approval was granted by the Canterbury Christ Church University, Salomons Institute 

for Applied Psychology, ethics committee (Appendix S). Particular attention was given to the 

potential psychological distress that may be triggered due to the topic of disordered eating 

patterns this survey explored. To address this, all participants were provided an information 

sheet detailing what details the questionnaires would be collected during the online 

questionnaire. Within this, it was advised that if they felt thinking about their IBD or eating 

pattens could cause distress, then participation should not proceed. Details of support lines, 

including NHS 111, their IBD support team and BEAT, were provided in the event of any 

distress or concern regarding eating or IBD generally. Participants were also informed of 

their right to withdraw and how to do this at different stages of the research and were 

required to provide informed consent.  

 Data analysis and statistical power 

The software IBM SPSS was used to analyse the data. Initial data checks were 

completed to identify normality, outliers and internal consistency using Cronbach alphas. To 

provide an initial overview of the data, descriptive and correlational statistics for continuous 
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variables were conducted. Primary analysis was then completed on the data. To test Aim 1, 

descriptive statistics were used to identify the frequency of participants scoring >24 on the 

NIAS. Due to parametric assumptions being violated when comparing ARFID scores across 

Gender and IBD diagnosis, non-parametric inferential analysis was used to examine 

differences between these groups.  

Aim 2 was explored through conducting regression analysis to examine the predictive 

relationship between the predictor variables (including IBD activity, IBD factors and 

Psychosocial factors) and ARFID symptoms (NIAS scores). The assumptions for linear, 

multiple, and hierarchical regression were checked for each predictor variable in relation to 

the outcome variable. Scatterplots, histograms, and P-P plots, inspected to check for linearity, 

homoscedacity, and normal distribution of residuals (Field, 2013), were deemed satisfactory 

for all predictor variables. Correlation coefficients and variance inflation factors (VIF) were 

checked, all of which were satisfactory for the assumption of multicollinearity.  There 

appeared to be independence of observations between the predictor variables, as measured by 

a Durbin-Watson statistic of between 1 and 3 (Field, 2013).  There were some “unusual 

points” identified by studentised deleted residuals and leverage point values. However, none 

of these had a concerning Cooks distance exceeding 1 (Cook & Weisberg, 1982, as cited in 

Field, 2013) and therefore these points were not deemed to be influential points on the 

regression model. Analysis was run with and without these unusual points, with no difference 

emerging for significance. Due to this, and as they were deemed reasonable values, the 

decision was made to keep these points in the analysis. 

According to the power analysis for regression analysis, a minimum of 98 participants 

is required to obtain a medium effect size (Field, 2013). The current sample exceeded this 

and was considered to have adequate power. 
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Results 

Overview of the variables 

Table 3 displays demographic and correlational data for the continuous variables. There 

appeared to be a relatively wide spread of scores across all variables. Scores were typically 

normally distributed, however, for number of surgeries, most people scored between zero and 

three. 

 

     Correlations  

Variable  Min 

score 

Max 

Score 

M SD 1 2 3 4 5 

 

6 7 8 

1. NIAS  4 41 26.76 7.83 -        

2. Distress 

Tolerance 

20 72 47.20 9.13 .17* -       

3. Visceral 

Sensitivity 

15 83 51.37 13.25 -.34*** .06 -      

4. Desirability 

of control 

57 113 91.51 9.72 .15 -.16* -.00 -     

5. Perceived 

Social 

Support 

8 39 20.67 6.18 -.28*** -.34*** -.26*** .02 - 

 

   

6. IBD 

Activity 

5 96 55.07 21.38 .46*** .04 -.17* -.02 -.24** -   

7. Number of 

Surgeries 

0 11 1.33 1.72 .14 -.06 -.07 .14 .04 .19* -  

8. Age at 

diagnosis 

10 63 28.84 7.44 -.14 .04 .03 .08 .10 -.39*** -.19* - 

Note. *** p<0.001; **p<0.01; *p<0.05. M = Mean score, SD = Standard deviation.  

 

Aim 1: To estimate the prevalence of ARFID in adults with IBD in the UK 

Descriptive statistics for NIAS scores can be seen in Table 3. Yelencich et al. (2022) 

identified a score of >24 on the NIAS as the cut off for positive ARFID symptomology. 

Within the current sample, it was identified that 123 participants (75%) scored within the 

positive ARFID symptom range (Figure 2). If the sample is representative, then a 95% 

Table 2  

Descriptive statistics and Pearson’s correlational analysis for continuous variables.  
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confidence interval (CI) for the prevalence of ARFID within the UK IBD population would 

be 68.4%-81.6%.   

Non-parametric test of difference identified that scores on the NIAS did not 

significantly differ between CD and UC, U = 2978, z = -0.86, p = .39. However, there was a 

statistically significant difference between genders, with males scoring higher on the NIAS 

(Mdn = 28, IQR = 7) than females (Mdn = 25, IQR = 11), U = 1977, z = -3.02, p = .002. The 

effect size was small, r = -.24.  Frequency data identified that 95 males (82.61%, 95% CI 

[75.7%-89.5%]) scored within the positive ARFID symptom range, compared to 28 females 

(57.14%, 95% CI [43.3%-71.0%]), which was a significantly higher proportion (2(1) = 

11.88, p < .001).  

 

 

 

Figure 2  

Distribution of scores on the NIAS  
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Aim 2. To identify predictors, including psychological and social predictors, of ARFID 

risk in this population. 

Hypothesis 1 

To test Hypothesis 1, namely that IBD related factors (IBD diagnosis (CD vs. UC), age 

at diagnosis, number of surgeries, having a stoma, access to IBD support team/hotlines) 

would predict levels of ARFID, these five predictor variables were entered into one multiple 

linear regression model. As can be seen from Table 4, the model containing the IBD factors 

had a significant fit and explained 22% of the variance in ARFID scores. Within this model, 

it was identified that having a greater number of surgeries, having a stoma, and not having 

access to IBD support/hotlines significantly predicted higher ARFID symptoms. 

Predictor 

variable  

R2 Adj. R2 F (df) B t p  95% CI for B 

LL  UL  

Model  .22 .19 8.65 (5, 

154) 

  <.001***  

 

 

IBD Diagnosis    -1.32 -1.13 .259 -3.63  0.98 

Age at 

Diagnosis 

   -0.11 -1.48 .140 -0.26 0.04 

Number of 

Surgeries 

   0.96 2.79 .006** 0.28 1.64 

Having a Stoma 
   -7.33 -5.61 <.001*** -9.92 -4.75 

Access to IBD 

support/hotlines 

   4.95 3.04 .003** 1.73 8.17 

Note. Model = “Enter” method in SPSS statistics; R2 = coefficient of determination; Adj.R2 = adjusted R2; F 
= explained variance; df = degrees of freedom; B = unstandardized regression coefficient; t = parameter 
estimate divided by its standard error; p = significance value; CI = confidence interval; LL = lower limit; 

UL = upper limit; *** p<0.001; **p<0.01; *p<0.05 
 

 

 

Table 3 

Multiple regression Analysis for IBD factors predicting NIAS scores 
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Hypotheses 2a, 3a, 4a 

To test these hypotheses, simple linear regression was used with the predictor variables 

being entered into single models independently. Table 5 displays these findings, with each 

row of the table representing a single analysis. As can be seen, Hypotheses 2a, namely that 

greater IBD activity would predict higher levels of ARFID, was supported, with IBD activity 

explaining 21% of the variance in ARFID scores.  Similarly, Hypothesis 3a was supported, 

since higher levels of perceived social support predicted lower ARFID scores and explained 

8% of their variance. In partial support for Hypothesis 4a, the simple linear regressions 

identified that higher visceral sensitivity (lower scores on VSI) and lower distress tolerance 

(higher scores on DTS) produced significant regression models in predicting higher ARFID 

scores.  However, contrary to Hypothesis 4a, which also stated that higher levels of 

desirability of control would significantly predict ARFID scores, no such relationship was 

found, though it is worth noting that this effect was close to reaching significance (see Table 

5). 

Regression 

analysis  

Predictor 

variable  

R2 Adj. 

R2 

F (df) B t p  95% CI for B 

LL  UL  

Simple Linear 

Regression 

IBD Activity  .21 .20 42.87 

(1, 162) 

0.17  6.55 <.001*** 0.12  0.22  

 Distress 

Tolerance 

.03 .02 4.95 (1, 

162) 

0.15 2.23 .027* 0.02 0.28 

 Visceral 

Sensitivity 

.12 .11 21.38 

(1, 162) 

-0.20 -4.62 <.001*** -0.29 -0.12 

 Desirability of 

Control 

.02 .02 3.65 (1, 

162) 

0.12 1.91 .058 -0.00 0.24 

 Perceived Social 

Support 

.08 .07 13.78 

(1, 162) 

-0.36 -3.71 <.001*** -0.54 -0.17 

Note. Model = “Enter” method in SPSS statistics; R2 = coefficient of determination; Adj.R2 = adjusted R2; F 
= explained variance; df = degrees of freedom; B = unstandardized regression coefficient; t = parameter 

Table 4 

Regression analysis of IBD activity, psychological factors, and perceived social support on 

ARFID scores, with each row representing single analysis.  

  



 

 

99 

estimate divided by its standard error; p = significance value; CI = confidence interval; LL = lower limit; 

UL = upper limit; *** p<0.001; **p<0.01; *p<0.05 

 

Hypothesis 5:  

To test this hypothesis, namely that psychological and social factors will continue to 

predict ARFID symptomatology when controlling for disease activity and IBD-related 

factors, hierarchical regression models were used. For this analysis, IBD activity and IBD 

factors (diagnosis (CD vs US), age of receiving diagnosis, number of surgeries, having a 

stoma, access to IBD support team/hotlines) were entered into the first block as “controls” 

(Model 1). Each predictor (distress tolerance, visceral sensitivity, desirability of control, and 

perceived social support) was then entered independently into block two (Model 2a, 2b, 2c, 

2d).  Table 6 displays the output for each psychological and social predictor.  

 

Model Predictor 

variable  

R2 Adj. 

R2 

F (df) ∆F from 

Model 1 

(df) 

∆R2 

from 

Model 1 

B t 95% CI for B 

LL  UL  

Model 1 

(Controls) 

 .34 .31 12.98 

(6,153)*** 

not 

applicable 

     

 IBD Activity      0.14 5.22*** 0.10 .19  

 IBD Diagnosis      -1.21 -1.12  -3.34  0.92  

 Age at 

Diagnosis 
   

  0.04  0.47  -0.12  0.19 

 Number of 

Surgeries 
   

  0.69 2.15 * 0.06  1.33  

 Having a 

Stoma 
   

  -5.91 -4.77***  -8.36  -3.46  

 Access to IBD 

support/hotlin

es 

   

  4.81 3.19** 1.84 7.79 

Model 2a  
.35 .32 

11.80 

(7,152)*** 

3.46 

(1,152) 

.02 
    

 IBD Activity      0.14  5.11 *** 0.08  0.19 

 IBD Diagnosis      -1.15 -1.07  -3.26  0.97  

 Age at 

Diagnosis 
   

  0.03  0.33 -0.13 0.17  

 Number of 

Surgeries 
   

  0.71 2.21* 0.07 1.34 

Table 5 

Hierarchical Multiple Regression for Psychological and Social predictors 
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 Having Stoma      -5.79 -4.70*** -8.22 -3.36  

 Access to IBD 

support/hotlin

es 

   

  4.18  2.73** 1.15  7.21 

 Distress 

Tolerance  
   

  0.11  1.86  -0.01  0.22 

Model 2b  
.42 .39 

15.79 

(7,152)*** 

21.98 

(1,152)*** 

.084 
    

 IBD Activity      0.12  4.54***  0.07 0.17  

 IBD Diagnosis      -1.04 -1.03 -3.04 0.96  

 Age at 

Diagnosis 
   

  0.02  0.24  -0.12 0.16 

 Number of 

Surgeries 
   

  0.73  2.42* 0.13  1.33 

 Having a 

Stoma 
   

  -6.62  -5.65*** -8.94 -4.31 

 Access to IBD 

support/hotlin

es 

   

  4.46  3.15** 1.66  7.25 

 Visceral 

Sensitivity   
   

  -0.18  -4.69*** -0.25  -0.10  

Model 2c  
.36 .33 

12.26 

(7,152)*** 

5.63 

(1,152)* 

.02     

 IBD Activity      0.14  5.33 *** 0.09  0.19  

 IBD Diagnosis      -1.56  -1.45  -3.66 0.56 

 Age at 

Diagnosis 
   

  0.02  0.26  -0.13  0.17  

 Number of 

Surgeries 
   

  0.56  1.73  -0.08  1.20  

 Having a 

Stoma 
   

  -5.74  -4.69 *** -8.15  -3.32 

 Access to IBD 

support/hotlin

es 

   

  4.78  3.22**  1.85  7.71  

 Desirability of 

Control   
   

  0.13  2.37* 0.02  0.23  

Model 2d  
.35 .32 

11.72 

(7,152)*** 

3.11 

(1,152) 

.01 
    

 IBD Activity      0.13  4.76***  0.08  0.18  

 IBD Diagnosis      -1.17  -1.09  -3.28 0.95  

 Age at 

Diagnosis 
   

  0.04  0.50 -0.11  0.19  

 Number of 

Surgeries 
   

  0.71  2.22 * 0.08  1.34 

 Having a 

Stoma 
   

  -5.55  -4.45 *** -8.01  -3.08 

 Access to IBD 

support/hotlin

es 

   

  4.22  2.75**  1.19 7.25  

 Perceived 

Social 

Support  

   

  -0.16 -1.76  -0.33  0.02  
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Model 2e  
.51 .48 

15.40 

(10,149)*** 

12.95 (4, 

149)*** 

.17 
    

 IBD Activity      0.09  3.56 *** 0.04  0.14  

 IBD Diagnosis      -1.23  -1.29  -3.11 0.66  

 Age at 

Diagnosis 
   

  -0.01  -0.17  -0.14 0.12  

 Number of 

Surgeries 
   

  0.64 2.24* 0.08  1.21 

 Having a 

Stoma 
   

  -5.86  -5.32 *** -8.04  -3.68  

 Access to IBD 

support/hotlin

es 

   

  2.63  1.91  -0.10  5.35  

 Distress 

Tolerance  
   

  0.11  1.98*  0.00  0.21  

 Visceral 

Sensitivity  
   

  -0.22  -6.01 *** -0.30  -0.15  

 Desirability of 

Control  
   

  0.14  2.90 ** 0.04  0.23  

 Perceived 

Social 

Support  

   

  -0.28  -3.25 *** -0.45  -0.11  

Note. Model = “Enter” method in SPSS statistics; R2 = coefficient of determination; Adj.R2 = adjusted R2; F 
= explained variance; df = degrees of freedom; ∆F= difference  in variance between models;  ∆R2 = 
difference in determination coefficient between models; B = unstandardized regression coefficient; t = 
parameter estimate divided by its standard error; CI = confidence interval; LL = lower limit; UL = upper 

limit; *** p<0.001; **p<0.01; *p<0.05 

 

As can be seen in Table 6, higher visceral sensitivity predicted ARFID scores, above 

and beyond the control variables, explaining 8.4% more of the variance than Model 1.  

Despite being significant predictors in simple linear models, distress tolerance (p = .065) and 

perceived social support (p = .080) were no longer significant when entered in the 

hierarchical model. To explore the potential relationships which may have contributed to this 

finding, correlations (as seen in Table 3) and non-parametric tests (due to violating the 

Shapiro-Wilk test, see Table 7) were conducted. This analysis found significant differences 

for access to IBD support/hotlines on both distress tolerance and perceived social support. 

Having a stoma was also significant for perceived social support. 

Despite not being identified as a significant predictor independently, higher desirability 

of control was identified to predict ARFID scores when entered in a model with control 

variables (p = .018), explaining 2.3% of the model variance. It is possible that this represents 
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a suppression effect (Horst, 1941, as cited in Tzelgov & Henik, 1991; Pandey & Elliott, 2010; 

Tu et al., 2008) which is discussed further in the discussion.  

 

Predictor Variable Control Variable  MR U Z 

Group 1  Group 2  

Distress Tolerance IBD Diagnosis (Group 1: CD vs. Group 1: 

UC)  

 

83.20  81.46  3165.50 - 0.23 

 Having a Stoma (Group 1: Yes vs. Group 

2: No) 

 

82.76  80.38  2801.50 -0.30 

 Access to IBD support/hotlines (Group 1: 

Yes vs. Group 2: No) 

 

76.06  105.54  2471.50** 3.00 

Perceived Social 

Support  

IBD Diagnosis (Group 1: CD vs. Group 1: 

UC) 

 

82.28  82.83  3255.50 0.07 

 Having a Stoma (Group 1: Yes vs. Group 

2: No) 

 

76.76  93.19  3468.00* 2.08 

 Access to IBD support/hotlines (Group 1: 

Yes vs. Group 2: No) 

85.03  60.98 1268.50* -2.45 

Note. MR = Mean rank score; U = test statistic; Z = standardised test statistic; *** p<0.001; **p<0.01; *p<0.05 

 

Hypothesis 6a:  

Hypothesis 6 was examined by entering all the psychosocial predictor variables into the 

second block of a regression model (Table 6, Model 2e). This produced a significant model, 

which explained approximately 17% more variance in ARFID symptoms than Model 1 

(control variables). All four psychosocial variables remained significant predictors of ARFID.  

Longitudinal hypotheses (2b,3b,4b and 5b) 

Due to the small sample size, there was not adequate power to complete regression 

analysis (Field, 2013) as required to test the hypotheses. However, to provisionally explore 

the relationships between the variables over time, non-parametric correlations were 

Table 6 

Mann-Whitney U test to explore differences between nominal control variables on distress 

tolerance and perceived social support.  
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conducted (Table 8). As can be seen in Table 8, the findings do not support that the change in 

predictor variables would predict change in ARFID over time, though this may be a Type II 

error arising from smaller sample size.  

 

Variable  1 2 3 4 5 6 

1. NIAS change -      

2. IBD Activity change .29 -     

3. Distress Tolerance change -.28 .33 -    

4. Visceral Sensitivity change -.41 -.25 .50 -   

5. Desirability of control change .29 .64* .38 -.03 -  

6. Perceived Social Support 

change 

.09 -.05 .05 -.01 .32 - 

Note. *** p<0.001; **p<0.01; *p<0.05. Due to the small sample size, Spearman’s Rho correlations were run to 

explore the relationship between the change in predictor variables and change in ARFID scores. Change scores 

were calculated by subtracting scores on scales at time 2 from the score at time 1.  

 

Discussion 

This research aimed to examine the prevalence of ARFID within the UK IBD 

population, and to the author’s knowledge, is the first research exploring the contribution of 

psychosocial factors in predicting ARFID symptomology within this population.  

Prevalence of ARFID in IBD 

The findings from this research identified a high prevalence of ARFID, with 75% of 

the sample scoring above the cut off for ARFID symptoms. This prevalence is higher than the 

10.2 – 32.5% previously reported within US and Chinese IBD populations (Robelin et al., 

2021; Yelencich et al., 2022; Yin et al., 2023). One explanation for these differences may 

reflect the high proportion of participants with a stoma (67.7%), compared to the 10-30% 

previously observed in IBD populations (Ross et al., 2014), as this treatment often requires 

Table 7 

Spearman’s Rho Correlation coefficients between change in predictor variables and change 

in ARFID (N=14) 
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significant dietary changes/restrictions and can make the reintegration of food difficult 

(Migdanis et al., 2023; Mitchel et al., 2023; NHS, 2023). Therefore, it is possible that the 

current sample were more restrictive or fearful around food compared to a more general IBD 

population. This is further supported by the number of surgeries being a significant predictor 

of ARFID in the regression models, which is consistent with the possibility that dietary 

changed linked to surgery may influence dietary behaviours associated with ARFID.  

 To date, the association between gender and ARFID symptoms in IBD remains 

unclear, with Yelencich et al. (2022) reporting no differences. In contrast, Yin et al. (2023) 

demonstrated that those identifying as female presented with higher ARFID symptomology. 

Although the current research supports a significant gender difference, ARFID symptoms 

were more frequent in males compared to females, contrasting with previous findings. It is 

possible that this difference may reflect Yin et al. (2023) using a more stringent exclusion 

criteria for participants, including those with known food allergies and those following 

specific dietary patterns, including low FODMAP, vegetarian or vegan diets. Although 

ARFID must be independent from food avoidance due to dietary or religious beliefs 

(Szymanska, 2022), it is possible that, when providing self-report data, as collected by the 

NIAS, individuals do not exclude these reasons, which may inflate ARFID levels in the 

sample which was predominantly male.  Although this current finding conflicts with the 

existing reports of ARFID in IBD (Yelencich et al., 2022; Yin et al., 2023), it aligns with 

some findings from the general paediatric and adult populations (Cañas et al., 2021; 

D’Adamo et al., 2023), and those within an ED population (Nicely et al., 2014), which report 

that, in contrast to other EDs, ARFID levels are higher in males.  

Predictors of ARFID in IBD  

The physical characteristics of IBD, including activity and inflammation, have 

previously been found to predict the risk of ARFID symptoms in individuals with IBD within 
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the USA and China (Yelencich et al., 2022; Yin et al., 2023). The current findings support 

IBD activity as a significant predictor, indicating that this finding generalises to a UK 

population. In contrast to Yelencich et al. (2022), other IBD-related factors, including having 

a stoma and more IBD-related surgeries, were also found to significantly predict ARFID 

symptoms. This may suggest that, at least within the UK, the diet changes required for IBD 

surgery, such as Exclusive Enteral Nutrition (Crohn’s & Colitis Foundation, n.d.; Heerasing 

et al., 2017), and potential anxiety associated with the reintroduction of foods following 

surgery (Day et al., 2021; Whelan et al., 2021) may contribute to peoples’ risk of developing 

ARFID. However, it is possible that this difference may reflect the sample demographics, 

with 66.46% of the current sample having experienced some form of surgery, compared to 

only 21.18% in the sample used by Yelencich et al. (2022). As the current findings, namely 

that the number of surgeries and having a stoma predict ARFID symptoms, have not been 

previously reported, replication is required to ensure this is not reflecting Type 1 errors.  

In general, the current findings support the application of a biopsychosocial model of 

ARFID within IBD, as the psychosocial variables, when considered together, were predictive 

of ARFID, even when controlling for other IBD-related factors. A key finding was that 

individual’s visceral sensitivity (which measured levels of GSA), predicted ARFID scores 

both independently and when controlling for IBD related factors.  This suggests that, 

regardless of IBD-related factors, experiencing high levels of GSA may result in individuals 

being more likely to present with ARFID symptoms, which may explain the high proportion 

of individuals who continue avoiding food despite being in remission (Yelencich et al., 

2022). Although causation cannot be determined, these findings appear consistent with the 

two-stage model of ARFID (Brown & Hildebrandt, 2020), with ARFID symptoms potentially 

developing due to GSA, with avoidance being an attempt to reduce this anxiety and prevent 

the perceived aversive association between food and IBD symptoms (Godala et al., 2022).  
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 Within the general eating disorder literature, it has been identified that avoidant eating 

behaviours are more present in those less able to tolerate their emotional distress (Anestis et 

al., 2007; Corstorphine et al., 2007). In support of this, the current research identified distress 

tolerance as a predictive factor of ARFID when considered independently, suggesting that 

these eating patterns might develop as an emotion regulation mechanism or attempt to avoid 

emotional distress (Anestis et al., 2007).  However, in contrast to visceral sensitivity, distress 

tolerance was not found to predict ARFID scores when controlling for other IBD-related 

factors. It is possible that access to IBD support/hotlines may account for this finding, as 

those with those with support may be more resilient and better able to cope with distress than 

those without (Hernandez et al., 2020).    

Theoretically, it is believed that higher levels of social support act as a “buffer” against 

stress, protects against the development of disease, and promotes wellbeing (Cohen & Wills, 

1985; Katz et al., 2016; Sewitch et al., 2001). The current findings appear to support this as, 

higher perceived social support was found to predict lower ARFID symptoms, when 

examined on its own. In accordance with ED literature outside of the IBD context (Hughes-

Jones, 2009; Limbert, 2010; Linville et al., 2012), this suggests that feeling supported by 

others may be protective for individuals with IBD and prevent the development of ARFID 

symptoms. However, perceived social support was not predictive when controlling for IBD 

factors. However, access to IBD support/hotlines was a significant IBD-factor, with the two 

groups also differing on scores of perceived social support. It is possible that receiving 

specific IBD support from professionals, including dieticians, as recommended within the 

IBD standards (IBD UK, n.d.), explains this finding as it enables individuals to seek informed 

advice around dietary changes which may reduce the risk of ARFID symptoms, especially as 

misinformation and limited understanding of food and nutrition have been associated with 

food avoidance behaviours (Day et al., 2021; Yin et al., 2023).  
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This research found that although desirability of control was not a significant predictor 

independently, when added into a model that controls for IBD activity and IBD factors, it 

became a significant predictor of ARFID scores.  One explanation for this may be that, when 

in a model with other factors, there is a suppression effect (also known as an enhancement 

effect), whereby a relationship between desirability of control and another variable reduces 

the irrelevant aspects of the variables and increases its predictive effect (McFatter, 1979; 

Pandey & Elliott, 2010). To illustrate this, one possible explanation could be that desirability 

of control relates to IBD diagnosis, with the need for control differing between those with CD 

and those with UC (Boye et al., 2008). Therefore, when added to a control model, the part of 

desirability of control that is not associated with IBD diagnosis, becomes predictive itself. 

Although this is one possible explanation, it is acknowledged that the current research does 

not explore this and therefore, future research would be needed to further examine this 

potential suppression effect.  

 Although suppression effects can be beneficial as they allow more accurate regressions 

to be determined, improve the predictive power of the model, and contribute to enhancing 

theory building (Pandey & Elliott, 2010), replication studies are required to further explore 

which parts of the desirability of control are unique within a model controlling for IBD 

factors.   

Implications of Research 

As ARFID, especially in relation to IBD, is an emerging research area, the current 

findings contribute to the academic understanding and provide direction for healthcare 

professionals and charitable organisations working within this area. As there is potentially a 

high prevalence of ARFID within IBD (Robelin et al., 2021; Yelencich et al., 2022; Yin et 

al., 2023), which may put individuals at risk of malnutrition (Yelencich et al., 2022), it 

appears important that healthcare professionals are aware of, and consider the 
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biopsychosocial factors associated with ARFID symptoms in their care for individuals with 

IBD. As psychosocial factors collectively predicted ARFID when controlling for IBD-related 

factors, it is important that services supporting those with IBD ensure a holistic approach, 

considering the individuals psychological health and support systems, within their care.   

This research identifies a relationship between GSA and ARFID symptomology which, 

along with limited knowledge of food and nutrition (Yin et al., 2023) and 

misunderstanding/overestimating the relationship between diet and symptoms (de Vries et al., 

2019; Zangara et al., 2020) may increase an individual’s risk. This highlights the importance 

of IBD teams providing comprehensive information and support around diet, with education 

being a key part of treatment. Due to individuals often seeking support from multiple sources 

(Godala et al., 2022), it is important that IBD healthcare teams and IBD charitable 

organisations provide consistent information around diet to prevent individuals receiving 

contradicting information.   

Within IBD care, patient-reported outcome measures are frequently used within clinical 

practice and clinical trials (Bojic et al., 2017; Pallis & Mouzas, 2000; van Andel et al., 2020). 

By using outcome measures as screening tools, IBD services may be able to identify 

biopsychosocial risk factors that may increase an individual’s vulnerability of developing 

ARFID, and therefore, provide interventions to address these risks. For example, screening 

for biological risk may allow for medical optimisation, which may reduce IBD activity and 

potentially reduce associated GSA. Based on the findings of this research, it also appears 

important to screen for visceral sensitivity. By identifying individuals experiencing high 

visceral sensitivity (GSA), IBD services may be able to provide psychoeducation and/or 

psychological interventions specifically addressing this anxiety (Davis et al., 2020), which 

may reduce individuals attempting independent dietary changes. Additionally, incorporating 

dietitian screening may help to identify those potentially at higher risk of ARFID, such as 
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those who have required dietary changes due to surgery (Day et al., 2021; Whelan et al., 

2021). Research evaluating screening and interventions (such as CBT for GSA) would be 

beneficial for examining how the use of these tools can reduce the risk of ARFID within IBD.  

The findings from this research reinforce the importance of feeling supported and 

having direct access to support networks for individuals with IBD (Katz et al., 2016; Limbert, 

2010; Sewitch et al., 2001). Therefore, it may be beneficial for healthcare services, and 

charitable organisations, to ensure individuals have access to support teams specifically for 

their IBD, as laid out in national IBD standards (IBD UK, n.d.). Outside the context of IBD, 

the perception of social support has often been linked with help-seeking behaviours (Ali et 

al., 2017; Nagai, 2015; O’Connor et al., 2014). Therefore, it is important for all members of 

the IBD team to provide accurate information and to ensure clear signposting to appropriate 

sources, to ensure individuals know where direct support is available. Additionally, it may be 

beneficial for healthcare professionals to support individuals to feel knowledgeable about 

their disease and for them to encourage talking about their disease to others, as self-disclosure 

may increase individuals’ perceptions of support (Carter et al., 2020; Matini & Ogden, 2016; 

Micallef-Konewko, 2013).  

Limitations and future research   

This research is the first to explore the potential psychosocial predictors of ARFID 

within an IBD population. However, there are several important limitations that should be 

considered. Firstly, the validity of the findings from this research may be impacted by the 

recruitment strategy used. Although the online survey provided wide access to a UK based 

IBD population, this approach to recruitment poses the risk of fraudulent data (Bauermeister 

et al., 2012; Levi et al., 2022; Teitcher et al., 2015). To enhance the validity of the current 

data, a protocol was developed for screening data for fraudulent and nonsensical entries. 
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Although, the current findings appear plausible and frequently consistent with existing 

literature, the genuineness of the data cannot be guaranteed.  

Additionally, the recruitment may create bias due to the people who volunteer to 

participate (Buchanan, 2018; Rosenthal & Rosnow, 1975). As seen in Table 2, the sample in 

this research was similar in age to that reported in previous research (Pasvol et al., 2020). 

However, there were more individuals with CD, a higher proportion of individuals who 

reported having a stoma (67.7%) and predominantly those identifying as male (70.12%) 

compared to the sample identified within the wider UK IBD population, which identifies 

more females and higher incidences of UC (Crohn’s and Colitis UK, n.d.; Pasvol et al., 

2020). Therefore, the current sample over-represents males and CD compared to a wider 

population. Although this sample may be representative of those accessing the 

organisations/charities used for recruitment and are a useful sample to research provided that 

males have a higher prevalence of ARFID (Nicely et al., 2014), the demographics may not be 

reflective of the IBD population more generally.  This means that the relationships between 

biopsychosocial factors and ARFID may not be applicable to a wider IBD population, 

especially due to IBD potentially having a larger psychological and physical impact on those 

identifying as female (Greuter et al., 2020 Lungaro et al., 2023). Therefore, caution should be 

taken when interpreting and generalising these findings to the wider IBD population. It is 

important that future research, using more robust data collection methods such incorporating 

the use of IP addresses to prevent multiple entries (Teitcher et al., 2015) and using different 

sampling methods, examines the reliability of the current findings and their applicability to a 

wider IBD population within the UK.  

As the first study to examine psychosocial predictors of ARFID in an IBD population, 

it was not possible to explore all the possible factors. Therefore, the findings are limited to 

those, and the specific scales, that were chosen. To build on the current research and develop 
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a more comprehensive understanding of the psychosocial aspects related to the development 

of ARFID in IBD, future research is needed to explore different psychosocial phenomena to 

ensure a comprehensive understanding of the biopsychosocial factors associated with ARFID 

symptoms is developed.  

Another limitation arises from the attrition rate observed in the longitudinal aspect of 

this research.  As the longitudinal hypotheses could not be tested, the cross-sectional results 

do not allow for causational conclusions to be drawn.  Future longitudinal research is needed 

to support the understanding of ARFID symptoms and the role of psychosocial factors in 

relation to changes in IBD activity. Additionally, to date, there is no research providing an in 

depth understanding of how ARFID develops within IBD, despite this having the potential to 

guide how healthcare professionals support individuals with IBD. It appears that further 

research, preferably qualitative literature or that determining causation, which explores 

experiences of the development of ARFID, is required to provide a more comprehensive 

understanding of ARFID and its development for those with IBD.  

Conclusions 

This research identified a high prevalence of ARFID symptoms in individuals living 

with IBD and offers initial insight into psychosocial predictors. It was found that GSA 

potentially increases the risk of individuals presenting with ARFID symptoms, regardless of 

other IBD-related factors. Therefore, it is suggested that screening for GSA, and potentially 

providing psychological interventions for this, may play an important role in supporting 

individuals with IBD. The findings from this research provide a first step in considering how 

healthcare professionals and charitable organisations can consider and address psychological 

risk factors, such as GSA, to potentially reduce the risk of ARFID within an IBD population.   
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Throughout the thematic analysis, I took a reflexive position which enabled me to think about my 

assumptions and expectations about the process, data, and themes. This helped me to challenge the assumptions 

I previously had around thematic analysis and enabled me to consider the data more holistically and generate 

themes that emerged within it. The reflexive position I took also helped me to remain aware of my prior 

knowledge, assumptions and experiences and enabled me to consider the influence of these on my processes 

throughout the analysis.  

Prior to starting this review, I had no academic or research experience regarding Inflammatory Bowel 

Disease (IBD) or self-disclosure. However, I did have personal experience of both living with an invisible 

illness and having social relationships with others living with chronic illnesses. Due to this, I had assumptions 

and beliefs regarding self-disclosure based on my own experiences of disclosure decisions.  Based on my 

experiences of disclosing and through observations of others in this context, I had prior assumptions of what 

factors may facilitate or prevent disclosures. 

Despite my experiences having influenced my expectations of what possible themes may emerge in the 

data, I remained aware that my experiences were not with IBD, and that IBD presented key differences in 

relation to its symptoms and the potential stigma associated with this. Therefore, I did not have prior experience 

of IBD or disclosing this as an illness and felt able to analyse the data from an outsider perspective. However, 

throughout the completion of this review, I became aware of others in my social context and on my doctorate 

course, who were living with IBD. This further contributed to my experience of other’s self-disclosure of the 

illness, and discussions around this widened my understanding of experiences relating to talking about IBD.  

Being aware of my own knowledge and experiences was important throughout the thematic analysis in 

ensuring that themes were developed from what was data was generating, rather than my own expectations. I 

felt able to consider what the data was saying and having individuals with no prior knowledge of IBD, or 

disclosure, acted as a useful sounding board. Using supervision was also beneficial for this process as it 

provided a space to think about the data, the codes and how these fitted together. Having supervisors both with 

and without experience of IBD was useful for discussing themes and developing these to ensure they were 

meaningful and reflective of the d

Appendix D - Researchers reflexive account  
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Author Aims Methods Research 

Design  

Recruitment Data 

collection 

Reflexivity Ethical 

Issues 

Data 

analysis 

Findings Research 

Value 

Strengths and weaknesses of paper  

Barned et al., 

(2016) 

Y Y Y Y Y P Y  P Y Y Clear details provided on recruitment; however, the paper 

does not provide consideration on why this population was 

chosen. This paper outlined who conducted coding and the 

steps taken, with quotes provided to support their themes. 

However, no information was provided on how 

conflicting/contradicting data was considered. It is not 

made clear what the relationship between the participants 

and what the research positioning was, it is unknown how 

this may have biased the results and findings. Ethical 

approval obtained and additional information provided 

about obtaining informed consent and confidentiality.   

Murphy et al., 

(2022) 

Y Y Y P Y Y Y Y Y Y A strength of this paper was the reflexivity with the author 

detailing their own experiences and how this influences the 

research. Although ethical approval was sought, it is 

unknown what ethical concerns were raised or what 

considerations were taken to address these. A weakness of 

this paper was recruitment, with limited information being 

provided around participant demographics. Therefore, it 

cannot be determined whether this population was 

representative of the female IBD population more widely.  

Savard & 

Woodgate, 

(2009) 

Y Y Y Y Y N Y Y Y Y This paper had strengths across several domains including 

having clear aims. appropriate methods, clear detail of 

analysis. Information was provided on data saturation and 

examples of questions in interview were used. However, 

despite obtaining ethical consideration, and considering 

informed consent, the details around potential issues and 

considerations were limited. A weakness of this paper was 

its reflexivity, with no information being provided about 

the researcher, their position, experience, or their 

relationship with the participants. Therefore, little is known 

about the how this may bias the results and interpretation 

of these findings.  

Saunders, 

(2014) 

Y Y Y Y Y P Y P Y P This paper had strengths in data collection and analysis, 

providing detailed information on how and why 

information was collected and analysed in the chosen way 

with considerations of how this approach helps to identify 

young people’s experiences. It was a strength that 

interview questions were provided, as it could be seen that 
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these allowed for appropriate data to be elicited. However, 

limited information as provided around the theoretical 

approach to analysis and who was involved in this. 

Weaknesses arose in reflexivity, with the research 

acknowledging how the work had been influenced, but 

with little information given about their experiences or how 

this influenced the interpretation of findings.  

Frohlich, 

(2012) 

Y Y P Y Y Y Y P Y P Reflexivity was a strength of this paper, with the research 

identifying their own experience of IBD and how this 

could have biased the analysis. It was also a strength that 

they recognised potential recruitment biases and how they 

overcame this. Weaknesses arose in their data analysis, 

with limited information being provided around how 

information was analysed and how themes emerged. 

Therefore, its uncertain why certain information was 

selected within the text.  

Devlen et al., 

(2014) 

Y Y P Y Y N Y Y Y Y This paper met the criteria for most of the domains, 

however the amount of information was limited, such as 

obtaining ethical approval but not detailing the 

considerations or actions arising. A weakness was 

reflexivity, with no information on the researchers’ 

background, experience, position, or relationship with the 

participants. It was also uncertain whether the researcher 

had appropriately identified why the methodology was 

chosen.  Strengths were identified in their research aims 

and presentation of findings, with clear themes. However, 

there were limited quotes to support these findings and 

therefore it cannot be identified how these themes 

emerged.  

Sammut et 

al., (2017) 

Y Y Y Y Y P Y Y Y Y A strength of this paper was their data collection, as they 

provided example questions and prompts used to obtain 

data. This helped to determine the suitability in relation to 

the research aims. Information regarding ethical 

considerations was also a strength as they provided 

formation regarding obtaining informed consent. However, 

despite detailing considerations of rigor, little information 

was provided about the researcher’s experiences or 

potential bias, therefore the impact of reflexivity could not 

be determined.  

Robertson et 

al., (2022) 

Y Y Y Y Y Y Y Y Y Y Reflexivity was a strength in this paper, with them taking 

action to audit biases that were arising within the process. 

Details of data analysis was also a strength with a step-by-
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step description of how analysis was conducted and the 

process of developing themes.  

Dibley et al., 

(2017) 

Y Y Y Y Y P Y Y Y P The aims and methodology were strengths for this paper, 

with the authors making these explicit and clear. The value 

of the paper was also a strength as the findings was applied 

to a wider chronic illness population. A strength of this 

study was their data analysis, which detailed their 

approaches to saturation. However, a weakness arose in 

their reflexivity as, although it recognised that researchers 

had previous experience with the phenomena, the potential 

impact and biases could not be identified.   

Hall et al., 

(2005) 

Y Y P Y Y N Y Y Y Y A strength of this study was their analysis, with detailed 

information provided, making it easy to determine their 

approach and how their results were created from the data. 

A weakness of this study was the reflexivity, as there is no 

information or evidence of consideration of researcher 

positioning/experiences provided. Therefore, it cannot be 

determined what impact this has on the reported findings of 

the study.  

O'Leary et al., 

(2020) 

Y Y Y Y Y N Y Y Y Y Strengths for this paper arose from clear statements of their 

aims, with authors providing a section on “research focus” 

which explicitly stated research questions.  Additionally, in 

approaching their analysis, details of how randomly 

assigned transcripts were examined by additional 

researchers to enhance inter-coder reliability, contributing 

to this area being a strength of this paper. However, the 

absence of information about the authors or their 

experiences of the phenomenon being examined was a 

weakness, as it cannot be determined whether the 

reflexivity contributed to any bias within their analysis or 

findings.  

Gelech et al., 

(2021)  

Y Y Y Y Y P Y Y Y Y The detail provided around the approach to analysis and 

how this enabled the aims of the study to be achieved was 

considered a strength of this review. Additionally, it was a 

strength that there were quotes provided to support their 

findings, as it enabled readers to understand how the data 

contributed to the themes. However, reflexivity was 

considered a weakness in this paper as the consideration 

was given to theoretical underpinnings rather than the 

researchers experiences and biases and therefore it could 
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not be determined how the researchers may have 

influenced the findings or interpretations of this paper.   

Restall et al., 

(2016) 

Y Y Y Y Y P Y Y Y Y A strength of this paper was their clear statement of 

aims/goals of the research which outlined the purpose of 

the paper in a succinct way. Strengths were also noted in 

their approach to data analysis and approaches to make this 

trustworthy, including multiple researchers checking 

transcripts and codes to ensure comparable coding and 

keeping an audit trail to keep track of the processes and 

decisions. Although authors report writing a reflexive field 

note following each interview, which is a strength, the 

outcomes of these are not provided so it cannot be 

determined what the impact of this was.  

Dibley et al., 

(2020) 

Y Y Y Y Y P Y Y Y Y A strength of this study was their design, as their 

philosophical framework was justified and their data 

analysis, with research detailing approaches to saturation. 

The analysis process for this paper was clearly detailed 

with authors providing the theoretical approach to analysis 

along with how they actioned this in their research, which 

makes this paper replicable. Although it is helpful that they 

state discussions around analysis and reflexivity were held, 

there is limited information provided about what the 

positions or biases were that emerged and how this 

influenced the findings. Therefore, it is difficult to 

determine the impact of the researcher positioning on this 

paper.   

Zigron & 

Bronstein, 

(2018) 

Y Y P Y Y Y N Y Y Y A strength of this research was the data analysis, with the 

authors providing details around the theoretical approach to 

analysis as well as details of how this was applied to the 

data. The findings were also clearly provided, and quotes 

were used to support the themes, which made it clear how 

they linked. However, a key weakness was the 

consideration of ethical considerations, with no 

information being provided around potential issues, 

management of ethics or approval from an ethical panel.  

Matini & 

Ogden, 

(2016) 

Y Y N Y Y N Y Y Y P Based on their aims, it could be inferred that the interview 

approach was an appropriate design, it was not explicitly 

justified. A key weakness for this paper was their approach 

to reflexivity, with no information being provided about 

the researchers positioning or relationship between the 

researchers and participants. Therefore, the reliability of 

this paper is unknown as the potential bias from the 
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researchers positioning cannot be determined. However, a 

strength of this paper is their findings which were clearly 

presented, with quotes to support the discussion of 

findings. Quotes also included the age and diagnosis from 

the individual, which helps to understand that type of 

people contributing to each finding.  

Palant & 

Himmel, 

(2018) 

Y Y Y P Y N Y Y Y P A strength of this research was their clear statement of 

aims which clearly outlined what the purpose of the paper 

was. Additionally, their data analysis provided a step-by-

step description of how coding took place, which makes it 

easy for others to replicate this. However, several 

weaknesses arose, including their recruitment with limited 

information being provided about the demographics of 

their sample or why these people were chosen. 

Additionally, reflexivity was a weakness with no 

information being provided about researchers positioning 

or that they had considered their role within the research 

process.   

Salazar & 

Heyman, 

(2014) 

Y Y Y P Y N Y Y Y P This paper provided a clear statement of their aims which 

allowed an understanding of the purpose and overview of 

what the paper would entail. There were also strengths in 

their methodology, with authors providing clear 

information regarding how interviews were conducted 

which allows for replication. However, less details were 

provided regarding recruitment strategies and why 

participants were chosen, leading the reader to 

assume/infer this themselves based on the research aims. A 

weakness arose in their reflexivity, with no information 

being provided regarding the relationship of the researchers 

and participants. Although this paper discuss their findings 

in relation to other summer camps and how they can be 

applied to other settings, there is little information provided 

about how this research informs future research and 

therefore it is uncertain how this paper is influencing future 

papers.  

Nicholas et 

al., (2007) 

Y Y Y P Y N Y Y Y P It was a strength that the full interview questions were 

provided, as it could be seen that these allowed for 

appropriate data to be elicited in relation to the aims of the 

research, which were also clearly stated. A weakness of 

this study was identified in the reflexivity of the 

researchers, as there was no mention of their previous 

experiences, their positioning or potential biases or their 
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relationship with the participants, thus making it difficult to 

ensure the reliability or transparency of the findings.  

Schwenk et 

al., (2014) 

Y Y Y Y Y Y 

  

Y P Y Y This paper provided justification and a description of the 

theoretical underpinnings of their data analysis. This 

helped to understand why they did this and how this 

enabled them to achieve their aims. There was also a clear 

overview of the participants demographics, although 

ethnicity data was not provided. Although this paper 

provided information about the researchers’ previous 

experience which allowed assumptions to be made about 

their positioning, this was not explicitly discussed and the 

potential bias was not detailed. A weakness arose in their 

data analysis as although the process was described, the 

role of the facilitator or how contradictory agreement on 

codes/findings were managed is not identified. Therefore, 

caution should be taken in determining the reliability of the 

reported findings.   

Nehasil, 

(2014) 

Y Y Y Y Y Y Y Y Y Y This was considered a strong paper overall, with the paper 

giving clear, explicit aims and purpose of the study and 

detailed information regarding the rationale for the study 

design. It was a strength that the full interview questions 

were provided, as it could be seen that these allowed for 

appropriate data to be elicited. The author also provided a 

section on reflexivity and positionality, including their own 

experience with CD, with consideration that this influenced 

their approach and interpretation of the findings. It is 

acknowledged that this being a dissertation rather than 

journal article may have allowed for more space to provide 

this information.  

Woodward et 

al., 2016 

Y Y Y P Y P Y Y Y Y It was a strength that the full interview questions were 

provided, as it could be seen that these allowed for 

appropriate data to be elicited. The authors also discussed 

their approach to saturation which provided more insight 

into their data analysis and the rigor used within this. A 

weakness arose in their reflexivity as, although it was 

stated that the analysis was a reflexive process with the use 

of a evidence trail for credibility, there was little evidence 

of this in the report which meant that it could not be 

determined what the researchers positioning was or how 

this potentially influenced/biased the research. A further 

weakness arose in their recruitment as there is no 

information provided about the sample demographics. 
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Therefore, it cannot be determined whether this sample 

was reflective of the IBD population demographically.  

Kluthe et al., 

(2018) 

Y Y Y Y Y N Y Y Y Y This study had strengths in clearly stating the aims and 

design of the research. They also provide a clear summary 

of their findings and use appropriate quotes to support their 

findings. This allows the reader to understand the data that 

informed the findings. A weakness of this paper was their 

reflexivity, as there was no mention of considering this and 

it was unknown whether the researchers had a relationship 

with the participants or what their position was/how this 

influenced their findings.  

Ruan & 

Zhou., |(2019) 

Y Y Y Y Y Y Y P Y Y This paper provided a clear statement of their aims, design, 

recruitment strategy and approaches to analysis. This paper 

also demonstrated that they had considered certain ethical 

issues including informing participants, confidentiality and 

storing of data.  This paper also had a strength in 

reflexivity, with it being clear how the researchers were 

related to the participants and consideration given to the 

influence their positioning and demographics, such as age, 

might have influenced the findings.  A weakness in this 

paper arose in their data analysis as it was unclear how 

they considered contradictory findings, and it was 

uncertain how the development of themes emerged.  

Vaughan & 

Jolliffe., 

(2023) 

Y Y Y Y Y Y Y Y Y Y This paper was considered strong across all domains of 

quality appraisal. From the start of the paper, it clearly and 

explicitly states the aims, which makes it clear to the reader 

what the purpose of the research will be. There is also 

strength in the consideration of the researchers own 

positioning, with a statement of personal experience being 

given for the authors. This allows readers to understand the 

history of the researchers and consider how this influences 

the researchers approach to analysis and interpretation of 

findings. This paper clearly states their approach to data 

collection and analysis, providing a diagram of how themes 

were developed. This transparency makes the paper 

replicable and also provides it with rigor.  

Micallef-

Konewko, 

(2013) 

Y Y Y Y Y Y Y Y Y Y This paper was considered strong across all domains, and it 

was acknowledged that being a dissertation provided more 

space to provide information about the research compared 

to journal articles. It was a strength that the full interview 

questions were provided, as it could be seen that these 
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allowed for appropriate data to be elicited. Reflexivity was 

a particular strength with the authors not only providing 

information about their own positioning and experiences 

but also acknowledged this in relation to the findings as 

well. This paper had clear aim, comprehensive recruitment 

and data analysis and appropriately supported its findings 

with quotes, so it was clear to the reader how the research 

was conducted and how themes were formed.  

Carter et al., 

(2020) 

Y Y Y Y Y N Y P Y P This study had strengths in their clear statement of aims, 

design and recruitment strategy, which clearly provided a 

sample inclusion/exclusion criterion and how recruitment 

was approached. There was also a clear description of their 

method and ethical considerations, including how they 

attempted to reduce ethical concerns and supported 

participants to manage their distress. However, there were 

weaknesses in their data analysis and their reflexivity, as it 

could not be determined how themes were agreed or 

whether consideration had been given to the researchers’ 

experiences and the impact of this on the interpretation of 

findings. Additionally, the value of the paper was 

considered a weakness as there was no details on future 

research or how the findings from this paper inform future 

investigations.  

Lolli, (2022) Y Y Y P Y Y Y Y Y Y It was a strength that the full interview questions were 

provided, with these appearing appropriate in relation to 

the clearly stated aims of the paper. It is acknowledged that 

the dissertation style allowed for this paper to report more 

on the reflexivity and personal reflections compared to 

other papers that were potentially limited by word count as 

required by the chosen journal. This allowed the author to 

provide a detailed account of her own experience and link 

her findings back to differences/similarities in her own 

experiences.  However, a weakness of this paper emerged 

in the recruitment as, although details of how participants 

were recruited was provided, there was little information 

given about who the participants were. Therefore, it is 

difficult to determine whether the sample was reflective of 

the IBD population more generally.  

Kitchen et al., 

(2020) 

Y Y P Y Y N Y Y Y Y This study had strengths in clearly stating their aims, using 

an appropriate method to meet these aims and in their 

analysis/findings, with detailed themes being discussed and 

appropriate quotes provided to support these findings. 

There were also strengths in the value of this paper, with 
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the authors discussing how the findings can be used to 

inform future clinical practice and making 

recommendations of how their findings inform future 

research. However, a key weakness was their reflexivity, 

with no information being provided regarding the 

researchers’ relationship with the participants or their 

previous experiences/positioning. Therefore, it cannot be 

determined whether this creates a bias in how the research 

has been conducted or interpreted.  

Wang et al., 

(2023) 

Y Y Y Y Y Y Y Y Y Y This research was considered to meet all quality criteria. 

There were strengths in their reflexivity with a statement 

recognising that authors kept a reflective journal and 

considered their previous experiences to help reduce the 

impact this had on their approach to the research. There 

were also strengths in ethics, with the authors receiving 

appropriate approval and providing details on participants 

ability to withdraw, procedures of informed consent and 

consideration of supporting individuals if experiencing 

emotional distress. This study provided clear findings and 

appropriately used quotes to support these, making it clear 

how the data informed the development of themes.  

Rouncefield-

Swales et al., 

(2020) 

Y Y P Y Y N Y Y Y Y This paper had had strengths in its methodology, clearly 

describing the approaches to data collection they used and 

a justification for this. They also clearly provided details of 

their ethical considerations, including how they approached 

informed consent. There was also a clear overview of their 

recruitment procedures, including demographics of their 

sample which allowed for readers to consider this sample 

in relation to their representation of the wider IBD 

population. There were weaknesses in their research 

design, as there was no justification for why this approach 

was used. Reflexivity was also a weakness as the 

researchers do not provide information regarding their 

positioning, experience, or relationship with the 

participants. Therefore, it cannot be determined whether 

the interpretation of findings or approach to research was 

biased due to the researchers’ previous experiences or 

expectations.  

Peters & 

Brown, 

(2022) 

Y Y Y Y Y N Y Y Y Y This study had strengths in explicitly stating their aims and 

hypotheses, describing, and justifying their research design 

and using appropriate methodologies to meet their aims. 

This study also provided a clear overview of their 

recruitment strategy and detailed the demographics of their 
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sample, allowing the reader to interpret whether this was 

representative of the wider IBD population. There was also 

a clear diagram displaying their thematic map, which 

supported the understanding of the theme development and 

interactions.  However, there was a weakness in their 

reflexivity. Despite using open-ended questions, their 

results were analysed using thematic analysis. However, no 

information was provided about how the researchers 

experiences or positions influenced their analysis of the 

data.  

Colmer, 

(2021) 

Y Y P P Y N Y Y Y Y A strength of this paper was the findings which were 

clearly presented, with quotes to support their findings. 

There was also a good justification of the value of this 

paper, with authors discussing both the theoretical and 

practical implications of their work as well as providing 

direction for future research. Although stating that data was 

collected through surveys including open-ended questions, 

there was no justification provided for this and therefore it 

was unknown why this approach was chosen over other 

methods such as interviews. This study also had 

weaknesses in their recruitment as it could not be 

determined how or why the sample was selected and there 

was limited information provided to describe the final 

sample. Despite being a dissertation, there was no 

information provided on the reflexivity of the authors or 

how their experiences, expectations, or positioning may 

have biased the analysis and interpretation of the findings.  

Wåhlin et 

al., (2017) 

 

Y Y Y P Y N Y Y Y Y This paper had clearly justified their qualitative design in 

relation to their aims which were clearly stated. Although 

there was information on the demographics of the sample 

and clear information on how data was collected, there was 

limited information provided around why this population 

was chosen for this research. This paper had strengths in 

their ethical considerations which were approved by an 

appropriate board, and they provided information on 

specific considerations such as informed consent. Although 

authors report participants opportunity to reflect with the 

interviewer about their experience, there is no information 

provided about the researchers positioning or experiences 

or how this may have influenced/biased the interpretation 

or analysis.  
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           Summary of strengths and weaknesses: 

 

Papers generally identified appropriate aims and used 

designs/methodologies to meet these. Most also had 

strengths in detailing how data was collected, 

including information on the type of interviews that 

took place. However, details varied with most not 

providing the full interview schedule. Therefore, it 

cannot be determined if the questions appropriately 

collected information relevant to the research aims.  

Most papers appropriately described their 

recruitment strategy; however, it was noted that some 

papers did not provide details on the demographics of 

their sample, making it difficult to determine whether 

the samples used in these studies was representative 

of the wider IBD population. Although the papers 

appropriately sought ethical approval, there was 

often limited information on the potential issues 

arising and the approaches considerations taken to 

address the ethics. A weakness across most studies 

was the consideration of reflexivity and information 

researcher positioning and the potential bias/impact 

this has on the analysis and interpretation of findings. 

Although some papers named their positioning or 

previous experience, it could not be determined how 

this had been held reflexivity throughout the research 

or the impact of this on the wider findings.  

 

 

Y = Criterion met, P = Criterion partially met, N = Criterion not met  
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Theme Subtheme Example Quotes 

Its an invisible, 

stigmatized 

illness 

It’s a taboo 

subject  

“They can be such disgusting aspects, having diarrhoea and the other things, I just think, do people really 

want to hear about that, about someone else?" 

 

“…it was just a thing we didn’t talk about”. 

 

"Everyone gets a little squeamish when you start talking about your bowel habits."  

 

"I know it's like really an old school taboo subject thing that people should talk about but…I dunno, I don't 

talk about going to the bathroom with people." 

 

“…she was not happy to discuss anything poo-related. So I felt that I was not allowed to talk about it.” 

  

"…people don’t talk about colons or going to the bathroom and it is very hush hush, you don’t hear a lot 

about it. " 

 

"Some felt there was a stigma attached to the illness and, therefore, felt more comfortable not talking about it 

to others". 

 

 Its unseen by 

others  

"…relative invisibility of IBD allowed participants to keep their condition successfully concealed much of the 

time." 

 

"…it’s something for me that’s private". 

 

"It’s only when you tell people that you’ve got Crohn’s disease and the fact that nobody had a clue, oh what’s 

that then, you know what I mean, that’s the sort of response you get, and nobody actually thinks there’s 

anything wrong with you, and it’s one of those invisible illnesses that you look OK on the outside but on the 

inside is a totally different story." 

 

Appendix F - Additional quotes contributing to theme development. 
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Reluctance to 

disclose 

Talking is 

difficult and 

Embarrassing  

"…conversations even with close friends are emotionally taxing. Concealing one’s illness, therefore, 

understandably appears as a safer, less demanding option". 

 

"…it was very difficult for me to explain, to cross this line and say that I’ve got this condition, and how I feel 

and everything. It took me a lot of time because it was not easy to explain how it is." 

 

 "‘Yeah, because I think it’s very embarrassing. It’s just that, oh, couldn’t I just have something wrong with, I 

don’t know, my eyes or my…? This is all a bit like, it’s just too, it’s just too personal". 

 

“I find it’s, I don’t know, may be a bit embarrassing sometimes”. 

 

“…it’s not that I can’t tell people, it’s that I choose not to because of my own emotions, feelings in general”. 

 

 Telling burdens 

others   

"I don't want to make a lot of noise... (because) I'm a burden on my family". 

 

"Some attempted to protect close others and reduce their own guilt by limiting what they shared".  

 

" I always felt like it was going to fail, that it was going to be something. I say too much, and he would just 

leave."  

 

"…could not openly discuss IBD in their families to the extent desired sometimes because they were worried 

about their parents and or families". 

 

"…finds it challenging to express why she requires time off due to feeling a burden because of increased 

absences". 

 

"I am constantly thinking about it (IBD)... but it makes me feel guilty because my family worries about me". 

 

"I don’t really want to think there’s someone worrying about me all the time […] [mum]’ll say, “how’s your 

stomach?” and I’m like “yeah, yeah it’s fine” and she’s like, “you wouldn’t tell me if it wasn’t would you?” I 

was like, “No!”)" 
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 Maintaining the 

appearance of 

normality 

"They might not know the illness very well, and I didn’t want to make myself seem particularly different 

because of the illness." 

 

"I just don't want to be ‘Holly with Crohn's’, I just want to be ‘Holly’”. 

 

“I don't want things to really change, where my friends think […] that all I like to talk about is my illness, 

because that's all I can talk about." 

 

“I sometimes think maybe it might get too depressing or too boring for them and I don't want them to see me 

now, as oh I’ve been diagnosed with an illness so now I can't have fun, now it's all I talk about.” 

 

"Knowing myself I couldn't do things, but not wanting others to be telling me I couldn't," 

 

“I just didn’t want anyone to think that I was different … And I didn’t want to be the girl with the disease." 

 

"The learning competition was extremely fierce in our   

college, and no one wanted to be a weak person. In this environment, even if I was ill, I told none of my 

classmates." 

 

 Avoiding Pity  “…feel[ing] sorry for me – a sympathy friendship”. 

 

“Sometimes I don't want people to know I've got an illness. I don't want people to start the whole pity party, 

you know, ‘Oh, you poor thing! I feel really sorry for you’"'. 

 

“Sometimes it feels like I'm being handled with kid gloves.” 

 

"I have brought up my colostomy and Crohn’s in Uni… it just turns people feeling sorry for me and which 

then puts me off talking about it more because I don’t want them to feel sorry for me". 

 

“In the beginning I actually thought, […] well at least they [peers] care. They realise that I'm capable of 

knowing when I'm not feeling well and they will stop asking. But they didn't. And it just made me feel like a 

little child.” 
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 Fear of teasing 

and bullying 

"I'm afraid to tell my friends about the disease. I'm afraid they will laugh". 

 

“I felt scared about the way they [teachers] would react. And if they [teachers] would go around telling 

everyone, and then I would get bullied by people, because of my friends then telling everyone.” 

 

"…worried about being judged or teased by their peers, and for that reason, hesitated to tell." 

 

“I didn't want them [peers] to hear […] because some stupid stuff might happen […] like making nasty 

remarks about it.” 

 

"If people did tell other people, they might come to my school to bully me about the symptoms that I had, like 

the diarrhoea. That's my worst fear". 

 

A need to 

disclose 

Its emotionally 

difficult not 

telling   

"I didn’t tell anyone. I hid that for years, believe it or not. And that was agony". 

 

"When I could not tell (I had Crohn's disease), I felt really stressed” . 

 

 “It was such a relief after I told them,” 

 

“bottling up” one’s IBD struggles often led to social isolation and anxiety."  

 

"I think if I had tried to hide all the time, the stress levels would just make it so much worse." 

 

 The symptoms 

can't always be 

hidden  

"I talk about it less now, because in primary school, I couldn't really hide it, because I couldn't eat." 

 

"Decisions concerning who to tell and when to tell based on considerations related to the seriousness of their 

illness". 

 

“…you get to a certain point where you can’t keep it secret.” 

 

"They would clearly know that something was wrong, and I couldn't keep that from them anymore." 
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“…there’s no point in trying to hide it”. 

 

 To excuse or 

justify behaviours  

"I would have told him [referring to her husband] because he was thinking that I was making up excuses". 

 

"I fear the regular days off I need for treatment or sudden emergency flares may be misconstrued as skipping 

work without reason. And this could be another reason for my employer to fire me." 

 

“If I tell my boss ‘I can’t come into work’ and she’s like ‘you look perfectly fine.’ I’m like ‘well guess what I’m 

not.’" 

 

"I didn’t want to tell them at first but then they realized ok he’s not here a lot of days and then he shows up 

with a bandage on his arm so either he stays at home and stabs himself or he goes to the hospital". 

 

"I feel like you know, at work I bring all of my own food and people see me eating and I get those like squeeze 

pouches of baby food. Like they are small, and they are delicious, and I love them, but I had a co-worker one 

time, he’s like, Noelle why are you eating baby food? Like literally my infant child eats those. And I was like 

well ‘cause I can’t digest my foods and so this is my go-to." 

 

 "I felt like weird having to tell my professors because like a lot of them looked at you like, well what is wrong 

with you that you think you need to be out of school for a month, like you look fine to me type of thing”. 

 

 Educate and help 

others  

"I can help somebody else with questions. Somebody needing help in something I had trouble with and found 

a way to help to make it work. I love sharing any of that if someone asks." 

 

"They [friends] associate you with wanting to go to the toilet, and I’m like, ‘No, it’s not always about that’. 

There’s a lot of different aspects, like, it goes from your mouth, like, to your bum, it goes all the way down, 

and so it’s just trying to get that across”. 

 

"Telling people] was definitely a challenge. I think it’s better when you explain it to people, because then they 

understand”. 
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“…in my caption maybe explain that I’ve had a bad day or what symptoms I’ve experienced and try and use 

that as a call to action or a positive message for other people who might be feeling the same,” 

 

Balancing the 

need to disclose 

and the 

reluctance to 

disclose 

 

Forced vs 

voluntary 

disclosure  

"…disclosing to actual or potential romantic partners often shifted as the young people got older". 

] 

 

"I talk about it less now, because in primary school, I couldn't really hide it, because I couldn't eat."  

 

“…if something bad has happened, I will tell a few months afterwards”. 

 

 

 

“Some people might come up to me after class and go, ‘Oh Will, why are you allowed to go to the toilet?’, 

and then I’d have to tell them. Well, I wouldn’t have to tell them, but I’d feel like, I was lying to them.” 

 

 

 How much to 

share 

"…because it's just telling someone about […] a part of you […], it’s easier telling people like what I have to 

have done.” 

 

"…just like because I wasn’t sure if if I’d like said something that wasn’t actually how like if I said it was bad 

when it wasn’t actually so bad or something".  

 

"So I tell them just enough to satisfy them really. Like, I say it has something to do with my stomach, it causes 

pain and that it makes me feel sick and that's it. " 

 

“I do not mind telling them how often I go to the bathroom either. I have no restrictions.” 

 

 Some people are 

easier to tell 

"…like an actual friend that I know that won’t tease me about it or something like that so umm yeah I have 

really good friends that they all know that I have Crohn’s".  

 

“I wanted to keep it a secret so that no one else knows, except my best friends whom I trust."  
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"…comfort in talking to peers or members of staff at school (teachers, dinner lady) who had the same or 

similar diagnoses to them." 

 

"So, uh, I couldn’t trust him; so I didn’t share anything with him.” 

 

“But the annoying thing with that is I don’t care about informing him but then there’s like all of my peers from 

my work group that I don’t think it is any of their business to know and now I have to like disclose in front of 

all of them and so I think that is frustrating” 

 

Varied 

Consequences 

of disclosure  

Support and 

building 

relationships  

“I was like, ‘I’ve got this’ and they were like, ‘Oh’ and supportive of me and stuff” 

 

“I think if anything those friends have become closer because I think they feel I’ve shared a lot”. 

 

"…the three that I told were […] making sure I was actually okay, okay." 

 

“It [talking to friends] feels good because […] I know that they would listen to me and I know I can speak to 

someone about it and they won't go telling other people that I don't want to know.” 

 

"…it helps a lot to talk about (IBD) with someone who has it". 

 

“Transparency about their illness allowed many participants to form beneficial social connections, including 

relationships with other students with IBD”. 

 

 Initial Shock and 

overreaction  

"When it’s explained to them, they either don’t take it seriously at all or they are profoundly shocked." 

 

"…then you get new random people who find out and they’re really shocked". 

 

"…tell you they’d be so shocked if they did find out ’cause that’s people’s reaction generally". 

 

"…new people’s reactions that are the weirdest (.) it’s like oh my god (.) at work and stuff they just don’t get it 

the comment I had yesterday was ‘isn’t it really sad you’re so young’ and it’s like ‘so young what?’ and 

they’re like ‘so young to be like this’ and I don’t think like that”.  
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 People can be 

mean and 

misunderstanding  

“They [peers] would say things like, “You’re a bit like a cripple really, aren’t you?” and […] then, they 

would start talking about bowel movements. I could take all of the other things but, for some reason, them 

[sic] making comments associated with bowel movements, that really upsets me. That's too much for me to 

deal with.” 

 

“…cause people were just (.) so childish in school (.) you know (.) giggle about it and things like that (.) " 

 

“…[they] tease me about the things I drink.” 

 

“…some people think that because it’s a disease, Crohn’s - they say ‘Oh my God can I catch it off you?” 

 

“Regularly and openly ridiculed due to embarrassing nature of the condition." 

 

"…it kinda like offended me that saying that it shouldn’t she’s like “it shouldn’t hurt it shouldn’t do this, my 

friend doesn’t have” but your friend is different though, not everybody feels pain not everybody does". 

 

"…she was like well my friends got Crohn’s and she’s alright. But I’m like its different levels".  

 

"He still does not understand the true nature of my condition, and does not always take me seriously when I 

express need for time off to rest.” 

 

“Oh, I don’t know . . . you’re a bit complicated, it’s very complicated isn’t it?” I said, “No, not really, I have 

already told you.” There’s just no thought there at all." 

 

"I wish I could have talked to my mum, but she didn’t seem to understand my illness. She was always brushing 

it aside as if, “Oh no, it’s not a problem.” Only it was a problem." 

 Growth, 

Acceptance and 

coping 

 

"You kind of have that freedom once you tell people. You don’t have to hide it anymore". 

 

"Because my parents and I talk things through about my IBD, I can deal with it". 
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"I feel like I’ve spoken about it much more to my friends. I feel like I’ve been much more honest about it," 

 

"If I hadn't given them [teachers] enough information, they wouldn’t know that I had diarrhoea. If they hadn't 

already sussed it out, and if I needed to go to the toilet and they said no, then that would have been a 

problem. " 

 

““…open up” to supportive friends who knew and understood was described as being “quite heartening”” . 
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What is your age in years: (typed answer) 

 

How would you describe your gender: (multiple choice) 

- Male 
- Female 

- Non-binary 

- Another Gender (please describe) 
- Prefer not to say 

 

How would you describe your ethnicity: (multiple choice)  

- White British 

- Black British 

- White Irish 

- Black Caribbean 
- Black African 

- Indian 

- Pakistani 
- Bangladeshi 

- Chinese 

- Other Asian background 
- Other black, African or Caribbean background 

- Arab 

- Another ethnicity (please specify)  

 
What is your marital status: (multiple choice) 

- Married/Civil partnership  

- Living with partner/cohabiting 
- Single 

- Divorced/separated 

- Widowed  

 

What is your employment status: (multiple choice) 

- Full time employed 
- Part time employed 

- Self employed  

- Unemployed 

- Retired 
- Student  

 

What is your IBD diagnosis: (please select all that apply) 

- Crohn’s disease 

- Ulcerative Colitis 

 

At what age did you receive a diagnosis? (typed answer) 

 

 

How many surgeries FOR YOUR IBD have you had? (Typed answer)  

 

 

Do you have a stoma: (multiple choice) 

- Yes 

- No 

- Prefer not to say  
 

Do you have access to a support team or hotline related to your IBD? (multiple choice) 

- Yes  

- No 
- Prefer not to say 

Appendix H - Demographic questionnaire   
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Appendix I - Inflammatory Bowel Disease Symptom Inventory (IBD-SI) 
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Appendix J - Avoidant/Restrictive Food intake Disorder Screen (NIAS) 
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Appendix K - Distress Tolerance Scale (DTS)  
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Appendix L - Desirability of control scale (DCS) 
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Appendix M - The Visceral Sensitivity Index (VSI) 
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Appendix N - The Duke–UNC Functional Social Support Questionnaire (DFSS) 
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Salomons Institute for Applied Psychology 

One Meadow Road, Tunbridge Wells, Kent TN1 2YG 

          www.canterbury.ac.uk/appliedpsychology 

 

 

Information about the research 

Thank you for considering taking part in this survey which is looking at eating behaviours in Inflammatory 

Bowel Disease (IBD). My name is Emma Harriman and I am completing this research as part of my doctoral 

thesis which goes towards my qualification as a clinical psychologist.  On completion of the survey, you will be 

entered into a prize draw for your chance to win a £100 Amazon voucher.  

 

In order to participate, you’ll need to be an adult (aged 18 and over) residing in the UK who has received a 

diagnosis of either Ulcerative Colitis or Crohn’s disease from a doctor. 

 

Before taking part, please read the information below and then click in the boxes at the bottom of the page if 

you understand the statements and freely consent to participate in the study. 

 

What is the purpose of this survey? 

 

This survey is part of a psychology research project looking at which psychological factors are involved in the 

development of avoidant or restrictive eating patterns in individuals living with IBD.  

 

If you take part in this survey, you will be helping us to develop an understanding of eating behaviours which 

can help improve the psychological support available for individuals experiencing IBD.  

 

This survey is being carried out by a research team primarily based at Canterbury Christ Church University and 

has been approved by a university research ethics committee. 

 

  

Do I have to take part? 

 

This research is completely voluntary and, therefore, it is up to you to decide whether to complete the survey or 

not. If you agree to take part, you are free to withdraw at any time, without giving a reason, by simply closing 

the internet browser during completion of the survey.  

 

If you complete the survey but then want to withdraw your responses, you can do so by emailing  

[redacted] until two weeks after you initially completed the online questionnaire. There will be no consequences 

for you if you choose not to participate or choose to withdraw from the study.  

 

To withdraw after submitting the online survey, you can do so by emailing [redacted]. 

If you wish to withdraw, you will need to have provided your email address at the end of the survey. The 

researchers need your email address to be able to identify your data and remove it. If you choose not to provide 

an email address, then you will not be able to withdraw your responses after submission. 

 

What will I be asked to do if I take part? 

 

This is an online survey (taking approximately 20 minutes) which will include questions about your IBD, such 

as age of onset, diagnosis, historical surgery and management. You will also be asked to complete several 

questionnaires about your gastro-intestinal symptom, feeling of control, eating behaviours, tolerance of distress 

and social support.  

 Appendix O - Participant information sheet  
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You will also be asked to provide some information about you, for example your age, gender and ethnicity. This 

information will help us know whether the people who have responded to the survey are representative of the 

population as a whole.  

 

Nearly all the questions will be multiple choice questions. If you take part in this survey, we ask that you answer 

all questions as honestly as you can. The responses you give will be anonymous and not have any impact on the 

care you receive from your current healthcare providers.  

 

We hope that you will take part so that we can collect information from a wide range of people. However, if you 

think that answering questions about your IBD experiences or eating will be distressing, we advise you not to 

participate. Similarly, if you start the survey, but begin to experience discomfort or distress while completing it, 

we'd advise you to stop.   

 

At the end of the survey, you may submit your email address for a chance to win £100 of Amazon vouchers. 

You do not have to be entered into the draw if you do not want to be. 

 

You will also be offered the option of completing a second survey about 6 months later, for another chance to 

win £100 of vouchers. 

 

At the end of this research, you will be offered the opportunity to hear about more research into IBD being run 

by the university by providing your email address. If you agree to this, your email address will only be retained 

for this purpose until the end of 2023. Prior to then, if you'd like to withdraw your email address, please contact 

Emma Harriman [redacted]. 

  

 

What are the risks and benefits of taking part? 

 

We cannot promise the study will help you directly. However, it has the potential to help improve the treatment 

of people with IBD in the future.  You will be able to receive the results of the research at the end of the project 

if you wish. 

 

As mentioned above, it is possible that some people may find answering questions about IBD and eating 

upsetting. If you think this will likely be true for you, please don’t take part. 

 

Where can I obtain further support? 

 

If you feel participating in this research has caused distress, or identified a problem you were not previously 

aware of, you might wish to speak with your GP about what further support could be helpful, or contact NHS 

111, by dialling 111 or using https://111.nhs.uk. Alternatively, please talk to those involved in your IBD 

treatment regarding any difficulties that are identified from participating in this survey.  

 

 

How will my information be used? 

Your answers to the survey will be kept confidential and stored on secure systems. More specifically, the 

surveys are being run on a platform called Gorilla. Details of Gorilla’s security can be found here: 

https://app.gorilla.sc/gdpr. 

 

Once the survey is complete, your answers will be downloaded from this software to a secure university 

filespace and at the end of the study they will be deleted from Gorilla.  

The survey will not ask for your name, date of birth or address. However, if you wish to be entered into the prize 

draw, complete the follow up part of the research or receive a copy of the study’s findings, we will need your 

email address. At the end of the research, your email will be removed from the data file.  

 

Once the prize draw is complete and after we have emailed a summary of the study's findings to all the 

participants who choose to receive this, we will delete all the email addresses, making the data completely 

anonymous.  

 

You can ask for your answers to be withdrawn from the study for up to 2 weeks after submitting your answers 

online. After this time, data analysis will begin and you will not be able to withdraw. However, we will only be 

able to withdraw your answers if we can identify them through your email address.  

https://111.nhs.uk/
https://app.gorilla.sc/gdpr
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If you choose not to provide an email address, your responses cannot be withdrawn after submission.  

 

This research is due to be completed by April 2024 and may be published in an academic journal.  

 

Any reports or publications that we produce will only include anonymous findings, averaged across participants. 

We will keep your anonymous survey answers for 10 years after the study is complete.  

 

For more information about data protection, please see the University’s research privacy notice: 

https://www.canterbury.ac.uk/university-solicitors-office/docs/research-privacy-notice.docx This privacy notice 

explains your rights and the legal basis on which we process research data. It also provides contact details in 

case you have any questions or complaints about how we handle your data. 

 

What if I have any questions, feedback and complaints? 

  

If you have any questions or feedback about the study, please contact the researcher team using [redacted]. This 

project is being supervised by Fergal Jones (Research Director, [redacted] and Alexa Duff (Clinical 

Psychologist, [redacted]. 

 

If you wish to make a complaint about the study, please either contact the study team using the above email 

address or Prof. Margie Callanan, Director of Salomons Institute of Applied Psychology, via [redacted] 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.canterbury.ac.uk/university-solicitors-office/docs/research-privacy-notice.docx
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Salomons Institute for Applied Psychology 

One Meadow Road, Tunbridge Wells, Kent TN1 2YG 

            www.canterbury.ac.uk/appliedpsychology 

 

Debrief Sheet  

 

Thank you for taking part in my research looking at the physical and psychological predictors of avoidant 

and restrictive eating patterns in individuals living with IBD.  

 

This research is looking at whether IBD related factors (including IBD activity, diagnosis received, age 

of onset, surgical history, having a stoma, access to support team/hotlines) or psychological factors (including 

Symptom anxiety, personal control and perceived emotional support) predict the development of 

Avoidant/Restrictive Food intake disorder (ARFID). ARFID is a form of disordered eating pattern where people 

cut out or limit certain food types or meals, which can put them at risk of malnutrition.  By understanding the 

physical and psychological predictors of individuals developing this eating pattern, it provides information of 

area’s where physical or psychological support can be offered to prevent the development of this.  Therefore, 

this research hopes to provide insights that can improve the psychological care for those living with IBD and 

help prevent the development of mental health difficulties.  

 

Within this questionnaire, you were asked questions relating to your eating behaviours. Although this is 

not being used as a diagnostic tool, it can highlight concerns.  If the answers you gave during this questionnaire 

have raised any concerns regarding your eating behaviours, we recommend you contact your GP regarding this 

or seek support from healthcare professionals within your IBD team. You can also get support from BEAT, a 

charity offering support for disordered eating, by using the following details:  

 

Website: https://www.beateatingdisorders.org.uk/get-information-and-support/get-help-for-myself/i-need-

support-now/helplines/ 

 

Contacting from England: Telephone on  0808 801 0677 or email on help@beateatingdisorders.org.uk 

Contacting from Scotland: Telephone on  0808 801 0432 or email on Scotlandhelp@beateatingdisorders.org.uk 

Contacting from Wales: Telephone on 0808 801 0433 or email on Waleshelp@beateatingdisorders.org.uk 

Contacting from Northern Ireland: Telephone on 0808 801 0434 or email on 

NIhelp@beateatingdisorders.org.uk 

 

Appendix Q - Debrief form  

https://www.beateatingdisorders.org.uk/get-information-and-support/get-help-for-myself/i-need-support-now/helplines/
https://www.beateatingdisorders.org.uk/get-information-and-support/get-help-for-myself/i-need-support-now/helplines/
tel:0808%20801%200677
mailto:help@beateatingdisorders.org.uk
tel:0808%20801%200432
mailto:Scotlandhelp@beateatingdisorders.org.uk
tel:0808%20801%200433
mailto:Waleshelp@beateatingdisorders.org.uk
tel:0808%20801%200434
mailto:NIhelp@beateatingdisorders.org.uk
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If you have any questions regarding the information, please get in touch via email. Additionally, if you 

wish to withdraw your data, please send an email providing your individual identification code and your data 

will be deleted. Please note, you do not need to provide any reason for withdrawing.  

 

Researcher: Emma Harriman [email redacted] 

Project Supervisors: Fergal Jones and Alexa Duff  
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Appendix R - Adapted consent form for follow-up data collection 
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Eating Patterns in Inflammatory Bowel Disease 

Dear Participant,  

Thank you for taking part in my research which was looking at avoidant and restrictive eating 

patterns, particularly those associated with Avoidant and Restrictive Food Intake Disorder 

(ARFID), in individuals living with Inflammatory Bowel Disease (IBD). I am writing to give 

you a summary of my research and share the results from this with you.  

Aims:  

• To investigate how common symptoms associated with Avoidant and restrictive food 

intake disorder (ARFID) are in adults with Inflammatory Bowel Disease (IBD) in the 

UK. 

• To identify factors that may predict levels of ARFID symptoms in this population.  

Methods: 

Participants took part in an online survey which explored ARFID symptoms, IBD 

activity, gastrointestinal-specific anxiety, desirability of control and perceived social support. 

After a period of 6-months, participants were invited to complete these questionnaires again.  

Results: 

• A total of 164 participants were included in this research. 

• The analysis showed that a high proportion of participants (75%) scored as having 

ARFID symptoms. 

• It was found that ARFID symptoms were higher in those identifying as male, compared 

to females. However, there were no differences in ARFID symptoms between those 

with Crohn’s disease or those with Ulcerative Colitis.  

Appendix T- Report to feedback to participants   
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• Certain factors related to IBD, including more active IBD, having a higher number of 

surgeries, having a stoma, and not having access to IBD support/hotlines, significantly 

predicted higher ARFID symptoms. 

•  Psychosocial factors, including a lower ability to tolerate emotional distress and lower 

levels of perceived social support, significantly predicted ARFID symptoms. However, 

these factors were not found to predict ARFID over and above the IBD-related factors 

mentioned above.   

• The findings showed that anxiety about gastrointestinal symptoms also significantly 

predicted ARFID symptoms. This anxiety was found to predict ARFID symptoms over 

and above the IBD-related factors. This suggests that gastrointestinal-specific anxiety 

may increase the risk of people developing symptoms of ARFID, regardless of factors 

associated with their IBD (such as levels of active symptoms, number of surgeries or 

whether they have a stoma).  

• As the response to the follow-up data collection was small (14 participants), full 

analysis could not be conducted.  

Conclusions: 

The results from this research suggest that avoidant and restrictive eating patterns may be 

common in those with IBD. Although it was found that this may be linked to disease related 

factors, such as more active symptoms or more surgeries, it was also found that having high 

levels of anxiety around gastrointestinal symptoms may also increase the risk of these eating 

patterns. Due to this, it is suggested that healthcare services should be aware of, and offer 

support, for individuals with high levels of this specific anxiety. Future research should 

explore whether providing support for gastrointestinal anxiety helps with ARFID symptoms 

an in IBD population. Additionally, future research should focus on continuing to develop the 

understanding of ARFID, and its risk factors, for those living with IBD.   
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Thank you again for participating in my research project. I really appreciate the time you 

have taken to complete my online survey and contribute to this research.  

 

If you have any questions about the research, please contact me using the details below. As 

this is my final year, I will only have access to this email until October 2024.  

 

Best wishes,  

Emma Harriman 

Trainee Clinical Psychologist (Salomons Institute of Applied Psychology) 

Canterbury Christ Church University  
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Prevalence and Predictors of developing Avoidant and Restrictive Food Intake 

Disorder in Inflammatory Bowel Disease 

 

 

Aims:  

• To estimate the prevalence of Avoidant and Restrictive Food Intake Disorder (ARFID) 

in adults with Inflammatory Bowel Disease (IBD) in the UK. 

• To identify predictors, including IBD-related factors and psychosocial factors, of 

ARFID risk in this population.  

 

Methods: 

Participants took part in an online survey which was accessible via online 

Organisation/Charity advertising, support forums on social media and word of mouth. This 

online survey included questions about participants demographics, ARFID symptoms, IBD 

activity, gastrointestinal-specific anxiety (visceral sensitivity), desirability of control and 

perceived social support. Participants were invited to complete these questionnaires again, 6-

months after the initial data collection. Descriptive statistics and confidence intervals were 

used to test the prevalence of ARFID within the sample. Regression analysis was used to 

examine whether IBD activity, other IBD-related factors (IBD diagnosis, age of diagnosis, 

number of surgeries, having a stoma, access to IBD support/hotlines) and psychosocial 

factors (visceral sensitivity, distress tolerance, desirability of control, and perceived social 

support) were predictive of ARFID symptoms when entered in single models. Hierarchical 

regression analysis was used to examine whether the above-mentioned psychosocial factors 

continued to predict ARFID, while controlling for IBD activity and other IBD-related factors.  

 

Results: 

 

• There were 164 adults with IBD included in this research. 

Appendix U - Report to feedback to ethics  
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• There was a high proportion (75%) of participants scoring above the “cut-off” for 

ARFID symptoms.  

• It was found that those identifying as male scored significantly higher for ARFID 

symptoms compared to those identifying as females. No differences were found for 

IBD diagnosis.  

• IBD-related factors explained 22% of the variance in ARFID scores, with higher 

number of surgeries, having a stoma and not having access to IBD support/hotlines, 

significantly predicting higher ARFID symptoms. 

• IBD activity, distress tolerance, visceral sensitivity and perceived social support were 

all significant predictors of ARFID when entered in single models.  

• When controlling for IBD activity and other IBD-related factors, visceral sensitivity 

remained a significant predictor of ARFID symptoms. Distress tolerance and perceive 

social support were no longer significant, whereas desirability of control became 

predictive.  

• Due to a low follow-up response rate (14 respondents), full analysis could not be 

completed. Correlational analysis identified no significant relationships between the 

change in psychosocial predictors and the change in ARFID scores. However, this may 

reflect a type II error due to 91.44% attrition rate. 

 

Conclusions: 

 

The results from this research suggest that individuals with IBD may present with a high 

prevalence of ARFID.  As well as factors associated with IBD, including IBD activity, 

psychosocial factors also appeared to predict ARFID symptoms. In particular, higher 

gastrointestinal-specific anxiety predicted higher levels of ARFID symptoms, even when 

controlling for IBD factors. This finding suggests that within healthcare services, staff should 

be aware of the impact psychosocial factors have on the potential development of ARFID in 
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those living with IBD. It is also suggested that screening for, and offering psychological 

interventions/education, to support individuals with gastrointestinal-specific anxiety, may be 

an important action in managing/preventing the risk of ARFID for this population.  These 

findings may guide future research, including studies evaluating the value of screening and 

intervention for gastrointestinal-specific anxiety in managing ARFID. It was also identified 

that future longitudinal research would be valuable to further the understanding of ARFID 

symptoms in relation to the change in psychosocial and IBD-related factors over time.  
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