
This article has been accepted for publication and undergone full peer review but has not been 
through the copyediting, typesetting, pagination and proofreading process which may lead to 
differences between this version and the Version of Record. Please cite this article as doi: 
10.1111/imj.15034 
 

Title: The psychosocial burden of inflammatory bowel disease in adolescents and young 

adults 

 

Short Title: The psychosocial burden of IBD in AYAs 

 

Authors: 

Dr Jessica Halloran (Mater Young Adult Health Centre, Mater Health, Brisbane, Queensland, 

Australia) 

Prof Brett McDermott (College of Medicine and Dentistry, James Cook University, 

Townsville, Queensland, Australia) 

Dr Tatjana Ewais (Mater Young Adult Health Centre, Mater Health; Faculty of Medicine, 

University of Queensland; School of Medicine, Griffith University, Brisbane, Queensland, 

Australia) 

Dr Jakob Begun (Department of Gastroenterology, Mater Health; Mater Research Institute – 

University of Queensland; School of Medicine, University of Queensland, Brisbane, 

Queensland, Australia) 

Dr Shamshad Karatela (MRI-UQ, Faculty of Medicine, Brisbane, Queensland, Australia) 

Ms Helen D’Emden (Mater Research, University of Queensland, Brisbane, Queensland, 

Australia) 

Mr Christian Corias (Clinical Trials Unit, Mater Research Institute, Brisbane, Queensland, 

Australia) 

This article is protected by copyright. All rights reserved.

http://dx.doi.org/10.1111/imj.15034
http://dx.doi.org/10.1111/imj.15034
http://dx.doi.org/10.1111/imj.15034
http://dx.doi.org/10.1111/imj.15034


Abstract 

Background and Aim: This study examined the psychosocial burden of inflammatory bowel 

disease (IBD) in young people aged 15-25 years attending a tertiary specialist health centre 

for adolescents and young adults in Brisbane. 

Methods: Young people with IBD provided demographic information and psychosocial data 

via a cross-sectional self-report survey.  Psychosocial data included the Kessler 

Psychological Distress Scale (K-10), Perceived Stress Scale (PSS-10), Brief Illness 

Perception Questionnaire (Brief IPQ), World Health Organisation Wellbeing Index (WHO-5), 

Pediatric Quality of Life Inventory (PedsQL), Short Quality of Life Questionnaire for IBD 

(SIBDQ), Multidimensional Scale of Perceived Social Support (MSPSS), Connor Davidson 

Resilience Scale 2 (CD-RISC2), and the Multidimensional Health Locus of Control Scale 

(MHLC).  

Results:  Surveys were collected from 51 young people with IBD and compared with surveys 

from 210 young people with juvenile rheumatic disease (n=31), phenylketonuria (n=21), 

cystic fibrosis (n=33), renal transplants (n=14), and craniomaxillofacial conditions (n=111).  

On the psychosocial domains, 41% of young people with IBD had poor wellbeing and 37% 

were at risk of depression.  When assessed against the comparison group, young people with 

IBD reported higher depressive symptoms (p=0.04), worse illness perceptions (p<0.01), and 

lower internal locus of control (p<0.01). 

Conclusion: Early recognition and treatment of depression and other psychosocial 

comorbidities within integrated pathways of care is crucial in adolescents and young adults 

with IBD and likely to improve the course of IBD and their overall health and wellbeing.  

Interventions aimed at enhancing self-efficacy and increasing public awareness are also likely 

to be helpful. 
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Introduction 

Inflammatory bowel disease (IBD) is a chronic, autoinflammatory disease of the 

gastrointestinal tract with peak age of onset during adolescence and young adult years 1,2. 

Symptoms include frequent diarrhoea, abdominal pain and weight loss or growth delay, in 

addition to fatigue, perianal disease and delayed puberty 3.  Australia has among the highest 

incidences of IBD with an increasingly large number of young people diagnosed with the 

condition each year 4. 

For individuals living with IBD, the burden is substantial and far-reaching, with 

studies showing poorer quality of life 5,6, higher levels of psychological distress 7, and greater 
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likelihood of depression and/or anxiety compared to the general adult population 8.  The 

relationship between IBD and psychological health has been shown to be bidirectional 7, with 

depression associated with an increase in flare-up frequency and severity 9, and IBD activity 

linked to increased risk of depression and anxiety 8.  

For adolescents and young adults (AYAs) living with IBD, the psychosocial burden 

appears to be similar to that of adults with the condition.  In a 2006 study comparing AYAs 

with IBD to healthy youth, AYAs with IBD reported more symptoms of anxiety and 

depression, and greater social problems 3.  In this study, 10% of young people with IBD 

endorsed clinically significantly symptoms of anxiety and depression (compared to 2% of 

healthy young people), with the odds of clinically significant symptoms 4.6 times higher 

amongst this cohort.  In a subsequent meta-analysis, Greenley et al. (2010) 10 found that 

young people with IBD reported significantly poorer quality of life compared to healthy peers 

(g = -.35, p = .001) and that they were at greater risk of depressive disorders and internalising 

disorders (anxiety or depression) compared to young people with other chronic illnesses (OR 

= 5.80, p = .007 for depressive disorders; OR = 2.01, p = .02 for internalising disorders).  For 

young people with IBD, daily functioning is impacted greatly by disease burden.  In a 2006 

study by Calsbeek and colleagues 11, young people with IBD reported significantly higher 

physical complaints, disability in endurance (i.e., difficulties running, playing sports, walking 

for a long time), hospitalisation rates, medication use, dietary restrictions, and toilet use 

compared to healthy peers.  With the exception of dietary restrictions, all burden of disease 

characteristics were found to be significantly correlated with school absenteeism and fewer 

friendship activities. For young people living with IBD, navigating the already difficult 
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developmental tasks of adolescence and young adulthood is likely to be further complicated 

and/or impeded by their condition.  It is therefore important to understand the impact of IBD 

on young people in greater depth, to better tailor interventions aimed at alleviating the 

psychosocial burden and improving quality of life amongst this cohort.   

This study aims to examine and describe the impact of inflammatory bowel disease on 

psychosocial wellbeing, broadly defined to include quality of life, wellbeing, social support, 

illness-related and general stress perception, and depression and anxiety symptoms in 

adolescents and young adults.  Additionally, it will compare psychosocial wellbeing in young 

people with IBD to young people with other chronic conditions such as cystic fibrosis and 

rheumatic disease, to identify characteristics and challenges unique to the IBD cohort.  The 

insights gleaned from the current study will assist health professionals and caregivers to 

better support young people living with IBD and inform development of integrated IBD 

pathways of care. 

Methods 

Patient Recruitment 

The current study is part of a larger project exploring the impact of chronic illness on 

adolescents and young adults 12.  This project was approved by Mater Health Human 

Research Ethics Committee (protocol number HREC/14/MHS/124).  Participants were 

recruited from a youth-specific medical centre in Brisbane, Australia between September 

2014 and July 2019.  All young people aged 15-25 years with IBD were approached during 

their clinic-based appointments and invited to participate in the study.  Young people with 

other chronic diseases were recruited from the same centre between September 2014 and July 
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2019 and used as a comparison group.  All patients with sufficient English language skills 

and intellectual capacity to complete study questionnaires were included in the study, with 

parents/caregivers providing research consent for patients aged <18 years.  Participants 

provided demographic information and completed a series of questionnaires assessing 

various psychosocial domains.   

Measurement Tools 

Participants completed a 27-item demographic questionnaire, in addition to a range of 

psychosocial measures.  On all psychosocial measures, participants were required to rate the 

frequency and/or severity of their experiences on a Likert-type scale, with responses tallied to 

yield an overall score for each domain.  The specific psychosocial scales used were: the 

Kessler Psychological Distress Scale (K-10 13), Perceived Stress Scale 10-item Version (PSS-

10 14), Brief Illness Perception Questionnaire (Brief IPQ 15), World Health Organisation-

Wellbeing Index (WHO-5 16), Pediatric Quality of Life Inventory Version 4.0 (PedsQL 4.0 

17), Short Quality of Life Questionnaire for IBD (SIBDQ 18), Multidimensional Scale of 

Perceived Social Support (MSPSS 19), Connor Davidson Resilience Scale 2 (CD-RISC2 20), 

and the Multidimensional Health Locus of Control Scale (MHLC 21).   

On the Kessler-10, participants’ scores were also categorised into: non-clinical (total 

score <20, where maximum possible score = 50), mild (20-24), moderate (25-29), and severe 

(total score ≥30).  Similarly, on the WHO-5 measure, young people who obtained a score of 

<13 were considered to have poor wellbeing (maximum possible score = 25) 22.  For further 

details of study questionnaires including psychometric properties, see d'Emden, McDermott, 

Poulson, and McGahan (2018) 12. 
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Analysis   

Data analysis was completed in 2019.  Independent Student t tests were used to compare 

normally distributed data, and Mann-Whitney U tests for comparing nonparametric data.  

Pearson's Chi-squared was used for comparison of categorical data and ANOVA for ordinal 

variables. 

Results 

Patients with IBD 

Data was collected from 51 young people (mean age = 21.4 years), consecutive attenders at 

the IBD clinic, who gave informed consent.  The participation rate was 43%. Females 

accounted for 54% of this group.  The majority of participants were Caucasian (80%) and 

lived with their parents (67%) or partner (21%).  Fifty-one percent of IBD participants were 

in a relationship, 62% were employed, and 37% were enrolled in education.  Nearly 61% of 

participants were diagnosed with Crohn’s Disease, 33% had ulcerative colitis, and 6% had 

indeterminate colitis (see Table 1).  On average, participants had been living with a 

diagnosed inflammatory bowel condition for 3.23 years (SD 2.87). A third of participants had 

been diagnosed at age 16 or younger.  Disease activity scores were recorded for 32 

participants.  For participants with disease activity scores, 31% were found to be in active 

disease phase at the time of study completion.  

<Table 1> 

On the psychosocial domains, 41% of patients with IBD reported poor wellbeing and 

37% were in the at-risk category for depression (see Table 2).  The mean score for quality of 
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life was indicative of a major health condition.  The mean score for IBD-specific quality of 

life was 44.1 (SD 12.4), indicating that, on average, participants experienced difficulties 

related to IBD “a little of the time” to “some of the time”.  Additional items in the 

demographic form asked participants to rate the extent to which their disorder embarrassed 

them, and to indicate whether or not they could manage living and healthcare costs on their 

current income.  For young people with IBD, 25.4% indicated that they felt embarrassed 

often or most of the time.  Thirty-eight percent of this cohort indicated that they struggle with 

living costs and 34% indicated that they struggle with healthcare costs.    

<Table 2> 

IBD vs. Other Chronic Health Conditions 

Young people with IBD were compared to young people with other chronic diseases 

to identify any significant differences.  The comparison group included 210 young people 

with juvenile rheumatic disease (n=31), phenylketonuria (n=21), cystic fibrosis (n=33), renal 

transplants (n=14), and craniomaxillofacial conditions (n=111).  Young people with IBD 

were, on average, older than the comparison group.  Other than this, there were no significant 

differences in sociodemographic variables (gender, ethnicity, living circumstances, 

employment or education) between the IBD and comparison groups, see Table 2.  From the 

perspective of mental health symptoms, young people with IBD were significantly more 

likely to experience moderate and severe depressive symptoms (falling into moderate to 

severe range of scores on K-10) than young people with other chronic health conditions (37.2 

% of AYAs with IBD vs 23.2% in AYAs with other chronic illnesses score on moderate to 

severe range, p = 0.04, see Figure 1). 
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<Figure 1> 

Young people with IBD had a significantly lower internal locus of control compared 

to the comparison group (p < 0.01), suggesting that young people with IBD are less likely to 

believe their illness is influenced by their own actions.  Young people with IBD also reported 

a significantly more threatening view of their illness (p < 0.01) and lower well-being (p = 

0.05) compared to the comparison group.  There were no significant differences on measures 

of quality of life, resilience, external locus of control–chance (degree to which participants 

believe their illness is influenced by chance), or social support.  IBD-specific quality of life 

scores on SIBDQ had a mean of 44.1 (SD 12.4) with 50 accepted as a cut-off for significant 

impairment in IBD-specific quality of life.  Furthermore, SIBDQ scores in the AYA IBD 

cohort in our study were lower than previously recorded SIBDQ scores in adult IBD 

population 23,24. 

Discussion 

In this Australian cohort of adolescents and young adults, young people with IBD were found 

to be more psychologically distressed than young people in the general population, consistent 

with previous research.  Indeed the K-10 scores measuring psychological distress among our 

IBD cohort were approximately 45% higher than the population mean for 16 to 24-year-olds 

who participated in the 2007 Australian National Survey of Mental Health and Wellbeing 

(mean K-10 score of 21.6 compared to 14.9) 25.  Young people with IBD were also more 

likely to be in the K-10 risk category for depression when compared to young people with 

other chronic diseases (p=0.04), indicating more severe depressive symptomatology.   

This article is protected by copyright. All rights reserved.



 
 

The study also showed that AYAs with IBD had lower quality of life scores than 

AYAs with other chronic illnesses, and although these did not reach statistical significance, 

they were lower than scores previously recorded in similar cohorts 26.  For IBD-specific 

quality of life, the mean score obtained in this study (44.1) was lower than the mean scores 

reported in an adult older cohort (52.6 for males; 51.4 for females) and in mixed cohorts 

(patients aged 16 years and above) (mean SIBDQ scores = 48.0, 48.4) 27,28. These findings 

further highlight the significance and magnitude of the impairment in quality of life amongst 

AYAs living with IBD.  In the current study, young people with IBD also had a lower internal 

locus of control compared to peers with other disorders, indicating that they are less likely to 

believe that they have control over their condition.  Young people with IBD may therefore 

experience their condition as unpredictable and difficult to manage.  This was reflected in 

young people with IBD having a more threatening view of their illness compared to peers 

with other conditions.  This indicates that young people with IBD see their illness as more 

severe along dimensions such as severity of symptoms, self-efficacy, efficacy of treatment, 

understanding of illness, and emotional impact of illness.  

Further, our locus of control results are likely to correlate with a sense of helplessness 

and/or powerlessness, an established correlate of depression 29.  Practical challenges that may 

relate to greater likelihood of depression include IBD-related disruption of school attendance 

and social activities 10,11.  Developmental issues include possible difficulty achieving age 

appropriate autonomy and independence due to the unstable nature of their disorder and 

AYAs’ limited capacity to plan for or control it.  These disruptions limit opportunities for 
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peer interactions and other meaningful activities necessary for identity development in 

adolescence and young adulthood.  

Another possible explanation for the increased likelihood of depression in young 

people with IBD may be linked to the types of symptoms experienced by those living with 

the condition.  Whilst it is understandably distressing to experience increased physical pain 

and reduced mobility, such as in rheumatic disease, it is perhaps more embarrassing to 

experience symptoms such as urgency or incontinence due to the taboo nature of symptoms.  

Several studies are in support of this hypothesis:  in a 2008 qualitative study on young 

women (18-22 years) with irritable bowel syndrome and/or inflammatory bowel disease, 

Schneider and Fletcher found that most women felt embarrassed about their disorder 30.  

Here, the young women spoke about a broader lack of awareness about the condition, which 

they felt amplified their shame.  In Saunders’ 2014 study 31, 18-29-year-olds with IBD spoke 

about recurrent experiences of both ‘felt’ stigma (feelings of stigmatisation and shame) and 

‘enacted’ stigma (experiences of being stigmatised).  In Saunders’ study, respondents referred 

to the unstable nature of the condition and of being repeatedly faced with the decision of 

whether or not to disclose their illness to others, particularly when the condition suddenly 

becomes visible through active symptoms.  In the current study, a quarter of AYAs with IBD 

indicated that they felt embarrassed about their condition often or most of the time, 

strengthening the hypothesis that embarrassment and stigma may contribute to increased 

likelihood of depression in young people with IBD.  

  We noted earlier that our IBD cohort was significantly older than the comparison 

group, with 76.5% of IBD participants aged 20+ years compared to 53.1% of the comparison 
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cohort.  With a greater percentage of our IBD participants in early adulthood, it is certainly 

worth considering the role of age and developmental life stage (adolescence vs. young 

adulthood) in AYAs’ experiences of IBD and psychosocial comorbidities.  In early 

adulthood, the emphasis moves away from identity formation and peer relationships towards 

more concrete group affiliations and intimate relationships.  For young adults with IBD, a 

shift towards like-minded individuals and intimate relationships may be protective, with 

others in this developmental stage more understanding of cancellations and rainchecks in the 

context of social events and IBD flare-ups.  On the other hand, the unstable nature of IBD 

may prevent young adults from forming these intimate connections and affiliations in the first 

place.  Additionally, social events in early adulthood are more likely to revolve around food 

and alcohol.  For young adults living with IBD, there are likely to be dietary restrictions 

preventing them from sharing and enjoying culinary experiences with others.  In fact, in 

Schneider and Fletcher's study, dietary restrictions and feelings of exclusion were key 

challenges identified by the young women who participated in the interviews 30.     

Given the high rates of comorbid depression and anxiety in youth with IBD, 

significantly impaired quality of life and the bidirectional link between IBD and mental 

health, it is important to include psychosocial screening and care in IBD treatment pathways. 

Current research evidence supports the efficacy of treatments for psychosocial comorbidities 

in IBD, with studies suggesting that antidepressants are effective in improving depression, 

anxiety and quality of life as well as reducing IBD activity, whilst psychological treatments 

are effective at improving depression, anxiety and quality of life but their impact on IBD 

activity has been inconclusive 32-34.  Our findings suggest that interventions supporting self-

This article is protected by copyright. All rights reserved.



 
 

efficacy and shifting locus of control and perception of the illness, such as education about 

the microbiome-gut-brain-axis and stress management, may be particularly relevant to this 

patient cohort. 

In a recent study by Lores et al 2019 35, IBD patients were six times more likely to 

engage in psychological support offered internally rather than externally.  Thus, it is highly 

recommended that mental health interventions are offered by in-service clinicians where 

possible.  Broader interventions aimed at enhancing public awareness and normalising 

symptoms of IBD may assist in the reduction of stigma associated with IBD.   

Strengths and Limitations 

Given it is established that youth with chronic illness have more psychosocial challenges than 

healthy controls, a strength of this study was comparing the IBD group with other AYAs with 

chronic illness.  Further, the range of psychosocial measures was comprehensive and 

included mental health symptoms as well as measures of wellbeing and quality of life.  Study 

limitations include that this was a single centre study with relatively low participation rate 

and for some analyses the IBD sample size was insufficient. For example, it would be worth 

investigating correlations between psychosocial measures and exploring the impact of disease 

activity (remission vs. active disease) and IBD medications such as steroids.  It would be also 

beneficial to compare and contrast each illness group, as some illnesses may be similar in 

terms of their impact on AYAs, with interventions able to be replicated for particular groups 

(e.g., are there similarities between “hidden” illnesses such as IBD and rheumatic disease?  

Are there similarities based on age of onset or course of illness?).  Whilst it is beyond the 

scope of this paper, these are questions that are likely to be addressed in future, with the 
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authors intending to publish a paper on investigations utilising the whole sample rather than 

focusing on one illness group.   

Conclusion 

Compared to adolescents and young adults with other chronic illnesses, those with IBD were 

relatively more at risk of depression, reported worse illness perceptions and felt less in 

control of their illness.  This provides empirical support for psychosocial screening of the 

IBD adolescent and young adult group and where indicated the provision of evidenced based 

mental health interventions. 
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Figure 1.  Comparing young people with inflammatory bowel disease to young people with other chronic 

diseases: Percentage of participants who scored in Nil, Mild, Moderate and Severe ranges on the Kessler 

Psychological Distress Scale (K-10). 
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Table 1 

Disease Characteristics for Young People with Inflammatory Bowel Disease (n=51) 

 n (%) 

Diagnosis          

     Crohn’s disease 

     Ulcerative colitis 

     Indeterminate colitis 

 

31 (60.8) 

17 (33.3) 

3 (5.9) 

Age at diagnosis 

     ≤ 16.99 years 

     ≥ 17 years 

 

17 (33.3) 

33 (64.7) 

Disease activity 

     In remission (Mayo ≤ 2 and/or a HBI <5) 

     Active disease 

 

22 (68.8) 

10 (31.3) 

 mean ± SD 

Duration of IBD (years) 3.23 ± 2.87 

Mayo = Mayo Score for Ulcerative Colitis Activity. HBI = Harvey-Bradshaw Index for Crohn's Disease. 
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Table 2 

Demographic Information and Psychosocial Data for Young People with Inflammatory Bowel Disease vs. Young 

People with Other Chronic Diseases 

 
IBD (n=51) 

n (%) 

Other 

(n=210) 

n (%) p 

Demographic information    

Gender                   

     Male 

     Female 

 

23 (45.1) 

28 (54.9) 

 

107 (51.0) 

103 (49.0) 0.45 

Age 

     Less than 17 years 

     17 to 19 years 

     20 to 22 years 

     23 years and older 

 

2 (3.9) 

10 (19.6) 

19 (37.3) 

20 (39.2) 

 

10 (4.8) 

87 (42.0) 

71 (34.3) 

39 (18.8) <0.01* 

Ethnicity (Caucasian)  

     No 

     Yes 

 

10 (20.0) 

40 (80.0) 

 

48 (24.0) 

152 (76.0) 

 

0.55 

Lives with             

     Parents 

     Partner 

     Friends 

     Other 

 

31 (60.8) 

10 (19.6) 

5 (9.8) 

5 (9.8) 

 

120 (58.3) 

25 (12.1) 

15 (7.3) 

46 (22.3) 

 

 

0.15 

In relationship            

     No 

 

25 (49.0) 

 

143 (68.8) 

 

0.06 
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     Yes 26 (51.0) 65 (31.2) 

Any employment       

     None 

     Part-time 

     Full-time 

 

76 (36.9) 

82 (39.8) 

48 (23.3) 

 

19 (37.3) 

20 (39.2) 

12 (23.5) 0.99 

Current education      

     No 

     School 

     TAFE/University 

 

32 (62.8) 

5 (9.8) 

14 (27.4) 

 

87 (44.4) 

22 (11.2) 

87 (44.4) 

 

 

0.06 

Not in education, training or 

employment 

      No 

      Yes 

 

 

177 (84.3) 

33 (15.7) 

 

 

41 (80.4) 

10 (19.6) 0.50 

Embarrassment associated with 

chronic health condition 

     Never / Not applicable 

     A little or some of the time 

     Often or most of the time 

 

 

16 (31.4) 

21 (41.1) 

13 (25.4) 

 

 

78 (38.4) 

94 (46.3) 

31 (15.3) 

 

 

 

 

0.20 

Difficulty managing living costs 

     No  

     Yes 

 

31 (62) 

19 (38) 

 

133 (66.5) 

67 (33.5) 

 

 

0.55 

Difficulty managing healthcare costs 

     No 

     Yes 

 

33 (66) 

17 (34) 

 

147 (74.2) 

51 (25.8) 

 

 

0.24 

Psychosocial data    
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K-10                         

     Nil 

     Mild 

     Moderate 

     Severe 

 

23 (45.1) 

9 (17.6) 

10 (19.6) 

9 (17.6) 

 

118 (57) 

41 (19.8) 

14 (6.8) 

34 (16.4) 0.04* 

K10 At Risk of Depression 

     No 

     Yes 

 

32 (62.7) 

19 (37.3) 

 

159 (76.8) 

48 (23.2) 0.04* 

 mean (SD) mean (SD) p 

WHO-5 12.53 ± 4.81 14.11 ± 5.25  0.05* 

PedsQL    

     Psychosocial 

     Physical 

     Total 

 

68.47 ± 19.83 

70.47 ± 22.21 

69.46 ± 19.21 

 

72.87 ± 18.26 

76.52 ± 23.82 

74.57 ± 18.16 

 

0.13 

0.10 

0.08 

SIBDQ 44.08 ± 12.42   

Resilience                   6.02 ± 1.46 5.96 ± 1.71 0.82 

Perception stress 17.56 ±7.25 16.49 ± 7.22 0.35 

Locus of Control 

     Internal 

     Chance 

 

23.40 ± 5.23 

20.64 ± 4.06 

 

26.41 ± 5.35 

19.12 ± 5.50 

 

<0.01* 

0.07 

Illness perception 43.02 ± 12.33 34.81 ± 14.24 <0.01* 

Social Support 67.30 ± 14.20 67.84 ± 13.83 0.81 

*Significant at p<.05 level. K-10, Kessler Psychological Distress Scale; WHO-5, World Health Organisation 

Wellbeing Index; PedsQL, Pediatric Quality of Life Inventory; SIBDQ, Short Quality of Life Questionnaire for 

Inflammatory Bowel Disease. 
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