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ABSTRACT
Background: This scoping review explores the school and school-related experiences of children and adolescents with 
Inflammatory Bowel Disease (IBD), drawing on 10 studies identified from an initial pool of 2676 records published between 2014 
and 2022 across eight countries. The review identifies the following four key themes: school attendance/absenteeism; educational 
outcomes; general school experience; and school functioning and school-related quality of life outcomes.
Methods: This scoping review included studies that were predominantly quantitative in design, with findings synthesised the-
matically across study types, alongside a narrative summary of quantitative indicators such as absenteeism, school functioning, 
and school-related quality of life.
Results: The findings reveal that, while educational outcomes for children with IBD were generally not significantly different 
from their peers (although some studies noted lower academic performance in children with IBD), children with IBD often 
felt that teachers and peers lacked understanding of their condition, which led to increased stress and sometimes bullying. 
Furthermore, children with IBD had lower quality-of-life scores related to school functioning compared with healthy peers. 
Despite these challenges, participation in school activities varied, with some children missing out on physical education and 
extracurricular activities.
Conclusion: Overall, the review highlights the need for more research directly exploring children's perspectives on the emo-
tional and embodied impact of IBD on their everyday lived school experiences. Furthermore, it emphasises the importance of im-
proving school accommodations and understanding for children with IBD among peers, teachers and wider school staff. Future 
studies should consider qualitative approaches, including use of creative methods, to deepen the understanding of the complex 
lived experiences of schoolchildren with IBD.

1   |   Introduction

Inflammatory Bowel Disease (IBD), which includes two major 
subtypes: Crohn's disease (CD) and ulcerative colitis (UC), is a 
chronic condition that causes ulceration and inflammation in 
the gut (Rosen et al. 2015). Approximately 25% of patients with 
IBD are diagnosed as children and adolescents (Borowitz 2023) 

with incidence rates continuing to increase (Henderson and 
Dobson  2024). For children in the United Kingdom, incident 
rates per 100 000 person-years have increased from 13.1 (8.4–
19.5) in 2000 to 25.4 (19.5–32.40) in 2020 (Pasvol et al.  2020). 
This upward trend has continued, with an estimated 49 cases per 
100 000 in 2023, for children under 16 years old (Henderson and 
Dobson 2024). IBD can have a significant impact on children's 
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quality of life (Freckmann et  al.  2018) and can interfere with 
psychosocial and physical development (Duricova et al. 2017). 
In turn, this can have a negative effect on school, potentially 
compromising educational achievement (Mackner et al. 2012).

Evidence suggests that IBD can have an adverse impact on 
the lives of children and adolescents. For instance, IBD can 
negatively impact physical activity and sports participation 
(Werkstetter et al. 2012), which can have long-term effects on 
physical health (i.e., bone growth, strength) and social devel-
opment (Mählmann et  al.  2017). Similarly, IBD can lead to 
feelings of embarrassment and stress with respect to need-
ing to stay near a bathroom, or activity limitations, in turn 
affecting self-esteem through periods of prolonged isolation 
(Capilla-Díaz et  al.  2019). Evidence also suggests that chil-
dren with IBD, compared to those without, have poorer psy-
chological well-being (Mählmann et al. 2017). This is further 
echoed in research with young adults (15–25 years); for exam-
ple, Halloran et al. (2021) found that 41% of young adults with 
IBD reported poor well-being and over one-third were at risk 
of depression, with participants also demonstrating more neg-
ative illness perceptions and a lower internal locus of control 
than peers with other chronic illnesses. Aggregation of these 
aforementioned stressors can lead to poor mental health. 
Mental health problems were 28% higher in children and ad-
olescents with IBD, compared to a matched control (Cooney 
et  al.  2024). In the same review, IBD patients were at signif-
icant risk of posttraumatic stress disorder, self-harm and de-
pression, with 31% at risk of developing one or more mental 
health problem by 25 years old when compared with 25.1% in 
control groups (Cooney et al. 2024). Moreover, IBD has been 
shown to negatively impact body image due to delayed puberty 
(Gasparetto and Guariso 2014), with these feelings already ex-
acerbated during adolescence. Many adolescents place signif-
icant value on bodily appearance and physical attractiveness 
(Barned et  al.  2022) and therefore bodily changes associated 
with medication (i.e., acne, weight loss or gain) can be difficult 
to process. For some, the presence of stoma bags (waterproof 

pouches that collect waste from the body) can further impact 
negative feelings towards oneself, consequently leading some 
children and adolescents to feel resentment towards their body 
(Fourie et al. 2018). For these reasons, it is important to under-
stand the school experiences of children and adolescents with 
IBD to reduce these stressors.

School experiences may be negatively affected by IBD and IBD-
related health issues for children and adolescents (Mackner 
et al. 2012). Children with IBD attend school less frequently 
than their healthy peers (Barnes et  al.  2020). For instance, 
Eloi et  al.  (2019) found that children with IBD were absent 
for 4.8% of school days during the year, compared to 3.2% 
for their healthy peers. The main causes of absenteeism for 
children with IBD are the disease itself, hospital attendance 
and school difficulties (Eloi et  al.  2019; Barnes et  al.  2020). 
Regarding the latter connection, school children may feel un-
well during school, have restricted access to toilets, be wor-
ried about soiling themselves, be bullied because of their IBD, 
or have concerns about disclosing their condition (Carter and 
Carter 2024). Recent qualitative work also highlights that re-
turning to school after absence can create challenges in dis-
ease management, school functioning, and peer relationships 
for adolescents with IBD (Peng et  al. 2025), indicating that 
the transition back into everyday school life from a period of 
illness-related absence warrants greater research attention. It 
should be noted that school attendance represents only one 
dimension of school participation. Broader participation also 
includes children's involvement in learning activities, social 
relationships, and everyday school life. For children with 
IBD, participation in school is shaped by interactions between 
health-related factors (e.g., symptoms, treatment demands) 
and environmental conditions within schools, such as access 
to facilities, flexibility of policies and staff, and peer under-
standing of the condition.

As children and adolescents spend most of their waking time in 
school, it is important to understand their school experiences. 
However, no study exploring the embodied (i.e., perception, feel-
ings and actions that shape their bodies and the world around 
them), emotional (i.e., subjective experience that involves a com-
bination of physiological and behavioural response to a stimulus 
and can include bodily feelings and judgements), and affective 
(i.e., an individual's emotional response to a situation) experi-
ences of school life for children with IBD have been conducted. 
Understanding these experiences in a school context has the po-
tential to, among other aspects, promote inclusion and reduce 
stigma, support emotional health and address the physical real-
ities of IBD. Given the limited number of qualitative studies ex-
ploring the first-hand school experiences of children with IBD, 
the existing literature conceptualises ‘school experience’ largely 
through quantitative indicators such as attendance, school func-
tioning and school-related quality of life, often reported by par-
ents or via medical records. This review therefore synthesises 
evidence across quantitative, mixed-methods and qualitative 
designs to characterise school participation and school-related 
experiences among children and adolescents with IBD. More 
specifically, this review addressed the following question: 
What is known about school attendance, school functioning 
and school-related experiences among children and adolescents 
(≤ 18 years) with IBD.

Summary

•	 Children and adolescents with IBD experience re-
duced participation in school life, particularly through 
increased absenteeism and difficulties with school 
functioning.

•	 School participation for children with IBD is shaped 
by interactions between illness-related factors and 
modifiable school environments, rather than by dis-
ease activity alone.

•	 Limited understanding of IBD within schools can act 
as a significant barrier to participation, inclusion and 
well-being.

•	 Existing research focuses largely on attendance and 
academic outcomes, highlighting a need for child-
centred research that captures lived experiences of 
participation in school for children with IBD.

•	 Educational policies and practices should prioritise 
flexible, inclusive approaches to support meaningful 
participation for children living with chronic illness.
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2   |   Methods

The current review was conducted in accordance with the 
Preferred Reporting Items for Systematic reviews and Meta-
Analyses extension for Scoping Reviews (PRISMA-ScR; Peters 
et al. 2020). A scoping review methodology was selected to enable 
mapping of the breadth and characteristics of evidence exam-
ining school attendance, school functioning and school-related 
experiences in paediatric IBD across diverse study designs and 
outcome measures. Given this descriptive and exploratory aim, 
no formal quality appraisal or risk-of-bias assessment was con-
ducted (Peters et al. 2020).

2.1   |   Search Sources and Search Terms

An initial search of the topic area was conducted to gain insight 
into terms commonly used across different disciplines (e.g., 
medicine, education, psychology and sociology). Synonyms of 
terms were also checked using a thesaurus. The search strat-
egy was designed in accordance with the population-concept-
context (PCC) framework (Peters et al. 2020) and organised into 
three domains: population (children and adolescents), concept 
(IBD) and context (school). From this, a comprehensive search 
strategy was devised, and the search terms were entered as key 
words: (‘Inflammatory Bowel Disease’ OR ‘Ulcerative colitis’ OR 
‘Crohn's disease’) AND (‘Child’ OR ‘Adolescent’ OR ‘Childhood’ 
OR ‘Children’ OR ‘Youth’ OR ‘Young people’ OR ‘Students’) 
AND (‘School’ OR ‘Education’ OR ‘School Life’ OR ‘Classroom’ 
OR ‘School related’).

2.2   |   Database Searches

A scoping review of the literature published over the last 
20 years on school and school-related experiences of children 
and adolescents with IBD was conducted. In order to find the ex-
isting literature between January 2005 and May 2024, a search 
was initiated in the following three electronic databases: ERIC, 
Taylor and Francis Journal and SAGE. These databases were se-
lected as we wanted to capture literature with a specific focus 
on education, schooling and psychosocial outcomes for pupils.

2.3   |   Inclusion and Exclusion Criteria

The inclusion criteria were as follows: (1) articles focusing on 
children and adolescents (up to 18 years old), (2) articles focus-
ing on school or school-related experiences of children with IBD, 
CD or UC, (3) articles in English, (4) peer-reviewed articles and 
book chapters and (5) articles published between 2005 and 2024. 
Exclusion criteria were as follows: (1) articles involving adults, 
(2) articles where any other conditions/diseases were explored 
and (3) conference, abstract or dissertations.

2.4   |   Selection Process

Initially, 2676 articles were found using the aforementioned de-
scriptors: ERIC: 7, Taylor and Francis: 1800, SAGE: 850, man-
ual searching of reference lists of included articles and relevant 

reviews: 19. The title and abstracts of these studies retrieved 
were screened by J.R., who classified each paper as included 
or excluded in accordance with the inclusion criteria described 
above. To enhance transparency and consistency, a second re-
viewer (C.W.) reviewed all full-text inclusion decisions. Any 
disagreements were resolved through discussion. The results of 
the searches were exported into Endnote and duplicates were 
removed. Following this, full text copies of 23 studies were then 
obtained and were read against the full inclusion criteria. Of 
these 23 studies, 13 were excluded as full text copies were not 
available (n = 2), they did not meet the population age (n = 5), 
study outcome (n = 3) and had insufficient focus on the study 
population (n = 4). The remaining 10 studies fully met the inclu-
sion criteria for this review and were subsequently included in 
the data synthesis. Table 1 presents the 10 final articles selected, 
with each one described based on the following categories: (1) 
author and publication year, (2) country of publication, (3) par-
ticipants, including sample size, (4) study design and methods 
(quantitative, qualitative or mixed methods) (5) purpose of the 
study and (6) main findings of the study, including the most 
significant outcomes and their contributions. Data extraction 
and thematic synthesis were conducted by J.R., with regular 
discussion and review with C.W. to support transparency and 
reflexivity.

2.5   |   Analysis

Data were synthesised using reflexive thematic analysis fol-
lowing Braun and Clarke's six-phase approach (Braun and 
Clarke 2021). The data comprised extracted findings from the 
results and discussion sections of included studies, including 
qualitative text and reported quantitative outcomes related to 
school attendance, school functioning and school-related qual-
ity of life. Quantitative findings (e.g., absenteeism rates, group 
differences in school functioning scores) were coded based on 
their conceptual relevance to school participation rather than 
their statistical properties and were integrated narratively 
within themes, rather than pooled meta-analytically. Analytic 
decisions were documented through memo writing and theme 
development was discussed, with the second author (C.W.) act-
ing as a critical friend to further provoke reflexivity and under-
standing of the data within the studies. These themes were then 
finalised and J.R. and C.W. agreed on them. Extracted data in-
cluded qualitative findings and reported quantitative outcomes 
related to school attendance, school functioning and school-
related quality of life. Coding focused on the conceptual mean-
ing of findings in relation to school participation rather than 
on statistical properties. Codes were iteratively reviewed and 
organised into themes, which were refined through discussion 
between authors to support reflexivity and transparency.

3   |   Results

3.1   |   Study Characteristics

The 10 studies located in this review were published between 
2014 and 2022 and were conducted in eight countries. United 
States of America (n = 2), France, (n = 2), Canada (n = 2), United 
Kingdom (n = 1), Sweden (n = 1), Germany and Austria (n = 1) 
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and Brazil (n = 1). Most of the included studies were quantitative 
(n = 7), two were mixed methods and one was qualitative. All 
studies explicitly stated the percentage of the type of IBD patients 
had. Participants in the studies ranged in age from 3 to 18 years 
and the number of participants in the samples ranged from 25 
to 2827. The gender composition of the samples was described 
in all studies, which included both biologically male and female 
participants. One study explicitly stated the ethnicity of the par-
ticipants (Carreon et al. 2018). In addition, two studies specified 
the participants' socioeconomic status (Freckmann et al. 2018; 
Mackner et  al.  2012). Six studies collected data from children 
and parents concurrently. Two studies (Barned et al. 2022; Singh 
et al. 2015) collected data from just children and two studies col-
lected data from other participants (e.g., health agencies). The 
settings in which these studies collected data were hospitals 
(n = 5), IBD participant databases (n = 3), and hospital databases 
(n = 2). One of the studies that collected data from hospitals 
(Silva et  al.  2020) also collected data from health participants 
from schools. The following four main themes were identified: 
school attendance/absenteeism, educational outcomes, general 
school experience, and school functioning and school-related 
quality of life outcomes. Although most included studies were 
quantitative, we synthesised findings thematically across study 
designs and included a narrative summary of quantitative in-
dicators (e.g., absenteeism, school functioning and related 
outcomes).

4   |   School Attendance/Absenteeism

A dominant theme identified from these studies was school 
attendance/absenteeism and, more specifically, high levels of 
school absenteeism among children with IBD compared to their 
healthy peers (n = 6). For example, Mackner et al. (2012) found 
that in a sample of American children with IBD, they had sig-
nificantly more full day absences than their healthy peers. 
Evidence also indicated that 20% of those children missed more 
than 3 weeks of school, compared with 4% for healthy children 
and adolescents. Similar findings were observed in a sample 
of children with IBD in France (Assa et al. 2015). Specifically, 
children with CD and UC missed 24 and 21 days of school, re-
spectively. This was compared to age-matched healthy controls 
who missed 5.1 days of school. In extreme cases of school absen-
teeism, children with IBD were found to have missed 82.6 days 
across the school year (Eloi et al. 2019). Notably, some authors 
found that school absenteeism differed between school years; 
that is, children with IBD in high school were found to have sig-
nificantly greater levels of school absenteeism when compared 
to children with IBD in primary schools (Eloi et al. 2019; Barnes 
et  al.  2020). There was, however, consensus among these au-
thors that there were no significant differences between genders 
regarding school absenteeism for children with IBD.

In accordance with the above, we identified three subthemes of 
factors related to school attendance/absenteeism for children 
with IBD. Most studies (n = 5) found IBD-related symptoms, 
such as diarrhoea, abdominal pain and rectal bleeding, to be a 
main determinant of absenteeism (Assa et al.  2015; Eloi et al. 
2019; Carreon et al. 2018; Barnes et al. 2020; Barned et al. 2022). 
Across these studies, authors found these IBD-related symp-
toms to account for between 48% and 78% of absenteeism in 

their respective samples. The second subtheme was planned 
care. Planned care included hospital and/or doctors' appoint-
ments, examinations and consultations and was found to sig-
nificantly contribute to school absenteeism (Eloi et  al. 2019; 
Assa et al. 2015; Barnes et al. 2020; Carreon et al. 2018). There 
was evidence across these studies that planned care accounted 
for between 27% and 78% of absenteeism across the school in 
the respective studies. School officials emerged as the final sub-
theme for a factor relating to absenteeism (Barned et al. 2022; 
Barnes et al. 2020; Freckmann et al. 2018). There was evidence 
to suggest that school staff were not accommodating in meet-
ing the children's needs and had very limited understanding of 
IBD and the related symptoms (Barnes et al. 2020; Freckmann 
et al. 2018). One study further detailed how some schools were 
not accommodating in allowing children with IBD to access the 
toilet during school, consequently leading to one child not at-
tending school for the subsequent two years (Barned et al. 2022). 
There was, however, evidence from one study to suggest that 
school absenteeism was not currently an issue for some children 
with IBD, which was partly attributed to the status and manage-
ment of their IBD (e.g., remission vs. flare) (Barnes et al. 2020).

4.1   |   Educational Outcomes

Another theme identified was the educational outcomes of chil-
dren with IBD, which was identified by several authors (n = 5). 
Generally, there is evidence across the studies that IBD did 
not significantly impact educational outcomes (Freckmann 
et  al.  2018; Carreon et  al.  2018; Singh et  al.  2015; Mackner 
et  al.  2012). For example, in the cross-sectional study by 
Freckmann et  al.  (2018), findings demonstrated that poor ed-
ucational marks were rare among children with IBD. That is, 
only 26 out of 675 children with IBD failed mathematics and 
German in the previous academic term, while 189 out of the 
675 children achieved good marks in both subjects. Some fur-
ther studies demonstrated how parents reported their children 
had achieved an average or above-average grade during the last 
school period (Carreon et al. 2018). Although Singh et al. (2015) 
found no significant differences in grade 12 educational out-
comes among children with or without IBD, findings did suggest 
that the prevalence of mental health conditions at the time of an 
IBD diagnosis was a predictor of worse educational outcomes. 
In contrast, however, and although differences were nonsignif-
icant, evidence suggests that children with IBD do have lower 
grade point averages compared to healthy children (Mackner 
et  al.  2012). Similar findings were found in other studies. For 
example, Malmborg et al. (2019) examined school performance 
in 2827 children with IBD, concluding that these children had 
lower grade point averages than their respective siblings and ref-
erence individuals.

4.2   |   General School Experience

General school experiences for children with IBD emerged as 
an overarching theme in some studies (n = 4). There was evi-
dence in the studies that the quality of life in school was rela-
tively low, although this was not consistent across the studies. 
Two subthemes were identified, which related to general school 
experience: (1) satisfaction with the situation at school and (2) 
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participation in school and school-related activities. It was ap-
parent that across the studies, satisfaction with the situation 
at school was generally low, with low satisfaction observed for 
knowledge, attentiveness, and school facilities (Freckmann 
et al. 2018). From a parental perspective, some studies highlight 
how they felt that the school was uninterested in their child's 
condition, emphasising that they felt that their child's disease 
was irrelevant to them. Parents also felt that educational sup-
port during their child's relapse and teachers' knowledge and 
understanding of IBD was insufficient (Freckmann et al. 2018). 
In the same study, children's perspectives were also reported. 
Generally, children felt that teachers had a limited understand-
ing of their condition and, as a result, would not ask them about 
it. Children also felt like other pupils did not fully understand 
their condition, particularly during periods where they appeared 
weak and fatigued because of medication taken to manage their 
IBD (Freckmann et al. 2018). Some studies further detailed how 
the initial stress before school and during school intensified 
their distress and made them feel angry about their condition. 
Finally, the lack of understanding by teachers in school about 
IBD and their reluctance to allow children with IBD to use the 
toilet during and between scheduled lessons resulted, for some 
children, in them having accidents in school. For one child, this 
led to them being bullied in school by peers (Barned et al. 2022).

Regarding the second subtheme, findings related to participa-
tion in school and school-related activities are presented. There 
was evidence that children with IBD struggled to keep up with 
their homework. For example, Carreon et al. (2018) found that 
40% of parents reported difficulties with their child with IBD 
keeping up with schoolwork, while only 11% had recent diffi-
culty with reading or doing their homework. One study noted 
that children and adolescents with IBD had to sacrifice partici-
pation in meaningful activities, such as participation in school 
sports, due to their condition (Barned et al. 2022). Similar find-
ings were observed by Assa et  al.  (2015), who found children 
with IBD were less likely than their healthy peers to participate 
in school activities such as gym classes and after-school sport 
activities. In the same study, there was also evidence that there 
was no significant difference between children with IBD and 
healthy peers in relation to social activities in school (i.e., school 
trips) and out-of-school social activities (Assa et  al.  2015). In 
contrast, Freckmann et al.  (2018) found that some parents re-
ported that their child struggled going on school trips and when 
they found the courage to attend, they were taken back early 
due to panic attacks and diarrhoea, a key IBD symptom. There 
was also evidence to suggest that schools were reluctant, and in 
some instances refused, for children with IBD to participate in 
exchange programmes because of their condition (Freckmann 
et al. 2018).

5   |   School Functioning and School-Related Quality 
of Life Outcomes

A final theme, although less prevalent across the included stud-
ies, highlighted the impact of IBD on school functioning and 
school-related quality of life outcomes (Mackner et  al.  2012; 
Silva et  al.  2020). Across the included studies, psychosocial 
outcomes were operationalised primarily as school function-
ing (e.g., attention/concentration, keeping up with work) and 

school-related quality of life (quality of life school functioning do-
mains). Few studies directly measured mental health outcomes 
within school contexts; where mental health conditions were re-
ported, they were typically examined as correlates or predictors 
of educational outcomes rather than as school-based endpoints. 
Compared with healthy controls, children with IBD had poorer 
school functioning (Mackner et al. 2012). This included paying 
attention in class, forgetting things, keeping up with school-
work, and missing school because of illness or going to visit the 
doctor and/or hospital. However, the authors noted that there 
was only a significant difference between healthy controls and 
children with IBD for school absences. In another study, Silva 
et  al.  (2020) found that school functioning for children with 
IBD was significantly lower compared to healthy peers (Silva 
et al. 2020). Furthermore, when children experienced symptom 
onset below the age of 2, the differences become even more sig-
nificant. In relation to psychosocial scores, children with IBD 
also scored significantly lower compared to healthy peers (Silva 
et  al.  2020). Similarly to school functioning, these differences 
become more pronounced when symptoms onset before the 
age of 2. Some studies found similar results, suggesting that the 
quality of school life for children with IBD was significantly 
lower than those of healthy peers.

6   |   Discussion

This scoping review explored the school and school-related ex-
periences of children and adolescents with IBD. Overall, the 
findings suggest that school experiences for children with IBD 
are shaped by a complex interaction of illness-related, psycho-
social and environmental factors. These include the nature and 
current state of the disease (e.g., remission vs. flare), the pres-
ence and severity of symptoms such as abdominal pain, diar-
rhoea, fatigue and rectal bleeding, and the extent to which these 
symptoms are accommodated within the school environment. 
Together, these factors influence school attendance, engage-
ment and broader participation in school life. School atten-
dance emerged as a key area of difficulty, particularly for older 
children and adolescents attending secondary school (Barnes 
et  al.  2020; Schwenk et  al.  2014). Increased absenteeism was 
commonly attributed to disease flares, medical appointments 
and hospitalisation. However, while several studies quantified 
school absence, they provided little insight into children's expe-
riences of returning to school following periods of illness-related 
absence, including how missed learning, social disruption and 
anxiety are managed. This represents an important gap in the 
literature, as returning to school may pose distinct challenges 
that are not captured by attendance data alone.

Recent qualitative work begins to address this gap. A study by 
Peng et al. (2025) explored adolescents' experiences of returning 
to school after IBD-related absence and identified ongoing chal-
lenges associated with symptom management within the school 
environment, impaired school functioning, and difficulties 
maintaining friendships. These findings are particularly salient 
during adolescence, a developmental period in which peer rela-
tionships and social belonging are central to well-being (Yang 
et al. 2025). For young people with IBD, physical symptoms and 
emotional concerns such as embarrassment, fear of stigma, or 
anxiety around disclosure, may act as barriers to forming and 
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sustaining friendships, compounding the impact of illness on 
school participation. These experiences can be situated within 
the broader literature on schooling and chronic illness, which 
highlights how health-related absences, symptom unpredict-
ability and environmental barriers shape children's participa-
tion and experiences at school (Jay et  al.  2025). For children 
with IBD, these challenges may be further exacerbated by the 
often-invisible nature of symptoms and limited understand-
ing of the condition among school staff and peers (Rice and 
Wilkinson 2025). Viewed through the lens of the International 
Classification of Functioning, Disability and Health (ICF), school 
attendance and engagement can be conceptualised as forms of 
participation that arise from interactions between health condi-
tions and contextual factors, rather than as direct consequences 
of illness alone (World Health Organisation 2007). Difficulties 
sustaining peer relationships may therefore have implications 
not only for social well-being but also for school engagement, 
identity development and long-term educational participation 
among adolescents living with IBD.

The review also highlights the importance of the school envi-
ronment itself in shaping the experiences of children with IBD. 
Several studies reported that school staff often lack understand-
ing of IBD, leading to inadequate accommodations and limited 
support (Schwenk et al. 2014; Barnes et al. 2020). In some cases, 
children were denied access to essential facilities such as toilets 
during lessons or between classes, which exacerbated symptoms 
and contributed to emotional distress. These findings illustrate 
how everyday school policies and practices can act as signifi-
cant barriers to participation for children managing a gastroin-
testinal condition (Wilkinson and Budworth 2025). Although 
some studies reported no significant impact of IBD on academic 
performance, the psychosocial aspects of school life emerged as 
particularly important. Children with IBD frequently reported 
lower satisfaction with their school experience, citing difficul-
ties participating in school activities, lack of understanding from 
peers and teachers, and insufficient support as contributing fac-
tors (Mackner et al. 2012; Schwenk et al. 2014). These findings 
suggest that academic attainment alone does not fully capture 
the impact of IBD on children's educational experiences, as chil-
dren may continue to achieve academically while experiencing 
emotional or social difficulties at school.

It is also important to consider the role of contextual and struc-
tural differences across countries represented in this review. 
The included studies span eight countries with differing educa-
tional systems, healthcare models and approaches to supporting 
children with chronic illness in school. Variations in access to 
healthcare, flexibility of school attendance policies, availability 
of learning support services and legal requirements for school 
accommodations may all shape children's experiences of attend-
ing school with IBD (Heijink et al. 2017; Kaarsen 2014). As this 
scoping review aimed to map the breadth of evidence rather 
than compare national systems, these contextual influences 
could not be examined systematically. However, future research 
would benefit from explicitly exploring how educational and 
healthcare contexts interact to influence school participation 
and support for children with IBD.

Comparisons with other chronic illnesses further contextual-
ise these findings. Research consistently shows that children 

with chronic illnesses are more likely to experience school ab-
sence and disruption than their healthy peers (Jay et al. 2025). 
However, evidence suggests that children with gastrointestinal 
conditions, including IBD, may report particularly high levels of 
unmet school-related needs and dissatisfaction with school sup-
port compared to children with other chronic conditions, such 
as diabetes or asthma (Bechara et al. 2018; Langton et al. 2020). 
This may reflect the unpredictable and socially sensitive nature 
of IBD symptoms, which can be difficult to accommodate within 
standard school routines (Wilkinson and Budworth 2025). At 
the same time, similarities across chronic conditions are ev-
ident, including challenges related to keeping up with school-
work, maintaining peer relationships and managing stigma 
(Lum et al. 2017; Runions et al. 2020). Together, these findings 
highlight the need for both condition-specific understanding 
and broader inclusive approaches to supporting children with 
chronic illnesses in school settings.

An important contribution of this scoping review is its exam-
ination of how school-related issues in paediatric IBD have been 
studied. Of the 10 included studies, the majority were quanti-
tative, focusing primarily on attendance, educational outcomes 
and school-related quality of life. While these studies provide 
valuable insight into the scale and distribution of school-related 
difficulties, they are limited in their ability to capture the com-
plexity of children's everyday lived experiences at school. The 
relative lack of child-centred qualitative research means that 
children's own perspectives on managing symptoms, navigat-
ing social relationships and coping with school demands remain 
underrepresented. Where qualitative data are included, they are 
often secondary to quantitative measures or rely on proxy re-
porting from parents, which may obscure aspects of school life 
that are most salient to children themselves. This highlights the 
need for further qualitative and mixed-methods research that 
prioritises children's voices and explores school experiences in 
greater depth.

7   |   Strengths and Limitations

This scoping review provides an overview of how school atten-
dance, school functioning and school-related experiences in 
paediatric IBD have been examined across diverse study designs 
and outcomes. By synthesising evidence from quantitative and 
qualitative studies, the review identifies key patterns and gaps in 
the literature. As the purpose of the review was descriptive, for-
mal quality appraisal was not conducted. Findings should there-
fore be interpreted as a mapping of existing research rather than 
as an evaluation of the strength or quality of individual studies.

8   |   Conclusion and Future Directions

This scoping review highlights clear patterns and gaps in how 
school attendance, school functioning and school-related expe-
riences in paediatric IBD have been examined. The existing lit-
erature places strong emphasis on quantitative indicators such 
as absenteeism and educational outcomes. While valuable, 
this focus provides limited insight into the emotional, social 
and embodied experiences of school life for children and ad-
olescents with IBD. There remains a notable lack of research 
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that directly captures children's everyday lived experiences 
of attending school with this condition. Where qualitative re-
search has been conducted, it has largely relied on traditional 
interview-based methods, with little use of creative or partici-
patory approaches that may be more accessible and meaning-
ful for children.

Future research should prioritise in-depth qualitative exploration 
of children's school experiences and consider the use of creative 
and participatory research methods, such as drawing (Noonan 
et  al.  2016), diaries or participatory approaches (Rice and 
Wilkinson 2025), alongside care-full methods (Budworth 2023; 
Wilkinson 2025), which have been shown to support children in 
expressing embodied and emotional aspects of chronic illness 
experiences. Such methods may generate insights that are di-
rectly relevant to educational practice, including the design of 
flexible attendance policies, bathroom access arrangements and 
peer and teacher education initiatives to support inclusion for 
children with IBD. In addition, none of the studies included in 
this review explicitly examined online, hybrid or distance edu-
cation as a mode of schooling for children with IBD. Given the 
increasing availability of digital learning and its potential rele-
vance during periods of illness or treatment, this represents an 
important area for future research. Addressing these gaps will 
be essential for developing support that promotes meaningful 
school participation and well-being for children and adolescents 
living with IBD.
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