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Abstract
Pediatric inflammatory bowel disease (IBD) can affect many areas of psychosocial functioning,
and comprehensive medical care includes consideration of psychosocial issues as well as disease
factors. The purpose of this clinical report is to review research on psychosocial functioning in
pediatric IBD and to provide recommendations for care providers in the areas of psychopathology,
health related quality of life and social, family and school functioning. Youth with IBD are at
increased risk for difficulty in all areas reviewed, and many psychosocial factors are associated
with disease activity, which highlights the importance of monitoring psychosocial functioning as
part of clinical care. Several interventions have empirical support or show promise for addressing
psychosocial difficulty, and recommendations for monitoring and treating these issues are
provided.
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Introduction
Late childhood and adolescence are times of emotional, cognitive and social transition and
also correspond to the peak age of onset of pediatric inflammatory bowel disease (IBD). As
such, a diagnosis of chronic illness such as IBD can have a challenging impact with a range
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of psychosocial adjustment problems. In many youth diagnosed with IBD, appropriate
developmental milestones and normal functional growth is achieved by early adulthood.
However, a child’s overall adjustment may ultimately vary based on factors such as IBD
course (e.g., chronic non-remitting versus remission) and treatment (e.g. high dose steroids,
surgery), and longer term symptoms (e.g., growth and pubertal delay) may play a role. In
addition to disease factors, brain maturation of emotional regulation, cognitive capacity, and
behavioral impulse control across development can also influence the child’s coping style
and adjustment to illness. In general, children developing a chronic illness at a younger age
are better able to incorporate the illness as part of their self-concept. In adolescents, when
self-identity is in flux, dealing with an illness such as IBD can be particularly challenging.
Both children and adolescents may feel embarrassment associated with fecal incontinence,
poor body image due to steroid-induced weight gain, or social anxiety due to school
absences and related loss of social learning opportunities. Of course in addition to age,
factors such as family and social support, degree of disruption of the child’s usual activities,
and degree of stress, both early life and ongoing life stressors, may influence how children
will react to having IBD. It is imperative for pediatric providers to pay attention to such
psychosocial factors in evaluating how a child is coping with IBD.

The purpose of this clinical report is to review research in several areas of psychosocial
functioning relevant to pediatric IBD and to provide recommendations for care providers
(see Table 1). The psychosocial issues of psychopathology, health related quality of life and
social, family and school functioning will be addressed. These psychosocial domains are
interrelated but distinct constructs, so this report will address each separately and refer to
other sections as needed. While the psychosocial topic of adherence/self-management is
important, it warrants its own report to fully cover the research and recommendations in that
area, so it will not be reviewed in this report.

Psychopathology
Overview

Major depression consists of either sadness or loss of interest or pleasure in activities for at
least a 2 week period in addition to at least 5 of the following symptoms: changes in
sleeping or eating habits with changes in weight and energy level (in excess or reduced
when compared to usual habits); psychomotor agitation or retardation; feelings of
worthlessness and guilt; trouble thinking or paying attention; recurrent thoughts of death;
and suicidal ideation, plans, or attempts (see Table 2 for MESSAGE acronym for depression
symptom assessment). In children, sad mood may manifest as labile mood, irritability, low
frustration tolerance and frequent somatic complaints(1). In addition to meeting symptom
criteria, a depressive diagnosis is also accompanied by impaired functioning compared to the
child’s usual baseline. Anxiety disorders represent a spectrum of disorders each with a
unique set of identifying symptoms. In children and adolescents without IBD, separation
anxiety, generalized anxiety (e.g., excessive worrying), obsessive compulsive (e.g.,
repetitive thoughts and or rituals) disorders as well as phobias are most common(2) and have
also been reported in youth with IBD(3–5). Although post-traumatic stress disorder, an
anxiety disorder triggered by an extreme traumatic event, is relatively uncommon in
childhood, the impact of IBD particularly if there is chronic pain, ongoing procedures, and/
or surgery, may cause a milder form of stress disorder symptoms such as nightmares and
increased autonomic response in a vulnerable subset of youth with chronic physical
illness(6). In a small study of adolescents with IBD, IBD-specific anxiety was significantly
associated with lower psychosocial functioning, worsened health related quality of life, and
increased medical visits even after controlling for current IBD symptoms(5).
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Several studies have found adolescents with IBD to be more depressed than youth with other
chronic diseases(3, 7) with rates as high as 25 %(8). When a structured psychiatric interview
for depression was administered, 96% of youth with elevated depressive severity scores
(Children’s Depression Inventory: CDI >10) met Diagnostic and Statistical Manual of
Mental Disorders (DSM-IV)(9) criteria for either major or minor depression. In addition,
depressed youth with IBD have been shown to be at higher risk for anxiety(4, 10, 11) though
the exact rates of disorder have been challenging to quantify. Most studies evaluating
depression and anxiety have used continuous scales assessing severity and not DSM-IV
diagnostic categorical analysis making true epidemiological estimates of incidence and
prevalence challenging. In a meta-analytic review of psychosocial adjustment in 1167 youth
with IBD, higher rates of depressive disorders and internalizing disorders (either depression
or anxiety disorder) were documented(12). Interestingly, depressive or anxiety symptom
severity in youth with IBD was not greater than those reported in healthy controls or other
chronic diseases. These symptoms may not be elevated across the IBD population, but the
patients who develop symptoms may be more likely to experience clinically elevated
symptoms and increased risk for a disorder.

There are multiple studies both in pediatric and adult populations showing significant
relationships of depression and/or anxiety with IBD disease activity(8, 13). One possible
explanation for a positive association between IBD severity and depression is a direct effect
of IBD-related inflammation, mediated in large part by pro-inflammatory cytokines.
Depression in the context of visceral hyperalgesia (e.g., pain persisting during periods of
inactive IBD) is also common(14). Exogenous steroids used to treat IBD have also been
associated with depression(8) and this impact is thought to be mediated by the degree of
sleep disturbance(15). There is also growing evidence supporting the relationship between
sleep and inflammation, in fact, in 200 depressed children and adolescents with IBD, a
clinically significant sleep disturbance was found in 65% of the sample(16).

In terms of anxiety, anti-oxidant damage to the autonomic nervous system (ANS) from
chronic inflammation can be one potential mechanism for IBD-related anxiety. Psychosocial
factors such as social isolation and other life stressors, early life adversity, parental conflict,
and low socioeconomic class could also increase risk for internalizing disorders(1). For both
depression and anxiety, it is also possible that a combination of genetic predisposition,
environmental stressors, exaggerated negative reaction to having IBD, and IBD-induced
changes in the brain and ANS could explain the elevated rates of psychopathology. It is,
however, important to note that factors associated with anxiety and depression in youth with
IBD have been found in studies with small samples and other methodological limitations, so
the confirmation of models predicting psychopathology await larger scale studies.

Internalizing disorders are often associated with increased somatization, particularly
involving abdominal pain in this population. Even in remission, IBD patients may still
experience incapacitating abdominal pain that may also be accompanied by other functional
gastrointestinal symptoms such as bloating, abdominal distention, diarrhea, urgency, loose
stools, and constipation. In children with quiescent IBD, rectal sensory threshold for pain
(RSTP) was significantly decreased in comparison with that of healthy controls(17).
Etiological hypotheses about this persistent abdominal pain include visceral hypersensitivity
or autonomic dysfunction due to damage from chronic inflammation, post-infectious
sensitization of the enteric nervous system, dysfunctional motility, or complications due to
surgery (e.g., strictures, obstruction). Changes in neurotransmitters localized in the enteric
nervous system such as serotonin and catecholamines have also been implicated in IBD-
related dysfunction in gastrointestinal motility and nociception(18, 19).
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Treatment of Psychopathology
Psychosocial Treatments—Cognitive-behavioral therapy (CBT) is the psychotherapy
with the most empirical evidence for efficacy in pediatric depression and anxiety(20). CBT
is based on the idea that our thoughts, feelings, and behaviors are all inter-related, therefore,
people can make positive changes in the way they feel by changing what they think or what
they do. In adolescents with IBD, CBT with focus on illness perception has had a favorable
impact on depression and anxiety symptoms in short-term studies that used medical
treatment as the control group(21, 22) and these effects were maintained over a 12- month
period(23). The more positive effects of psychotherapy in adolescents relative to adults may
be due to their less-engrained behavioral tendencies and maladaptive coping strategies. In
addition, other types of psychotherapy such as interpersonal therapy (e.g., exploring social
roles) have been shown to have positive impact in medically healthy youth but have not
been evaluated in pediatric IBD(24). Finally emerging evidence suggests that hypnotherapy
may be useful among youth with IBD(25). While the use of pediatric hypnosis for pain,
anxiety, and coping with a chronic illness is increasing, further empirical validation for
efficacy is needed.

Pharmacotherapy—Although adjunctive psychotropic medications are routinely used in
clinical care to treat anxiety, depression, and functional pain in patients with IBD, there are
only small case series and case reports and not large-scale randomized trials supporting this
practice. In physically healthy children and adolescents, several serotonin reuptake
inhibitors (SSRI’s) have FDA approval for the treatment of anxiety and depression(2).
Fluoxetine has the most empirical support in double-blind placebo controlled trials for its
efficacy for pediatric depression(26, 27) followed by sertraline(28). One major trial
supported the combination of fluoxetine and CBT over either alone in treating depression in
the short-term(29). As with major depression, SSRI’s are the first line medication for the
treatment of anxiety disorders with fluvoxamine, sertraline, and fluoxetine showing the most
support(1, 30). Venlafaxine ER has been shown to be efficacious in treating generalized
anxiety disorder and social anxiety(31, 32). There is one small trial supporting the use of
citalopram for functional abdominal pain in adolescents(33).

There have been no medication trials completed for anxiety and depression in youth with
IBD. One open trial study showed benefit for adjunctive treatment of anxiety and depression
with SSRI’s or buproprion for patients who did not respond to CBT alone(4). Many other
classes of psychotropic medications are available to treat anxiety, depression, and abdominal
pain in pediatric cohorts but their endorsed use in youth with IBD awaits further study.

Recommendations for Providers
Regardless of the etiology of anxiety and depression, it is important for the treating
physician to recognize warning signs and refer the patient for behavioral treatment as these
have been shown to be effective in improving depression, even in the context of active IBD.
It is important for the medical team to differentiate short-term distress that may be normal
during flares or within a few months of initial diagnosis of IBD and which may be handled
without referral in the context of an empathic provider-patient relationship from more severe
symptoms (e.g., suicidality) or extended period of impaired functioning when referral may
be warranted. Using screening tools such as MESSAGE or quality of life proxies (e.g., well-
being item on the Pediatric Crohn’s Disease Activity Index) at regular GI appointments or
more frequently if the team senses extreme distress can also be a way of identifying at risk
youth. While validated questionnaires like the Children’s Depression Inventory(34) have
also been useful, it is important to note that many such measures are not available in the
public domain and must be purchased.
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In terms of treatment, cognitive behavioral therapy (CBT) has the most empirical support for
the treatment of anxiety and depression in children and adolescents. The provision of CBT
requires training and is best provided by a mental health professional with training in
understanding the unique impact of pediatric chronic illness (e.g., psychologist, therapist,
social worker, counselor). While serotonin re-uptake inhibitors and tricyclic antidepressants
are commonly prescribed for comorbid psychopathology, abdominal pain, and sleep
disturbance, there is little empirical support for their use. Thus careful documentation as
well as frequent follow-up visits are recommended. It is important that pediatric providers
define their threshold of comfort in prescribing psychotropic medications themselves versus
referral to a psychiatrist. For patients who have failed a class of antidepressant, have severe
or co-morbid psychopathologies, extensive life stress, or those who are non-compliant with
medical follow-up, including a psychiatrist as part of the team is highly recommended.

It is also important to consider that psychotropic medications may have drug-drug
interactions with medications used to treat IBD. For example, TNF-α decreases serotonin
transporter function.(35) Psychotropic medications also require monitoring for potential side
effects (e.g., suicidal ideation, akathesia). Finally, in children and adolescents, the long-term
developmental consequences of these medications are not known. In conclusion, the first-
line approach to psychological problems is psychosocial intervention by a mental health
professional, and use of adjunctive psychotropic medication is best managed with the
involvement of psychiatrist or behavioral pediatrician.

Health-related Quality of Life
Overview

The World Health Organization defines health as encompassing physical, mental, and social
well-being, and health-related quality of life (HRQoL) has emerged as a construct which
captures this multidimensional conceptualization(36). HRQoL is defined as one’s subjective
perception of the impact of a chronic medical condition (CMC) on physical, psychological
and social well being(37). HRQoL is a key outcome to consider in the context of adaptation
to CMCs, as evidenced by its recommended use as a patient-reported outcome in medication
efficacy trials and its frequent use as a primary endpoint in clinical trials(38, 39). Multiple
questionnaires exist to assess HRQoL, and these can be broadly grouped as either disease
specific or generic measures(39). Disease specific measures assess the specific symptoms,
functional status, and psychosocial functioning of individuals with a particular CMC and
may be more sensitive to the unique challenges associated with a particular CMC and to
small but clinically significant changes in functioning as a result of treatment(40). In
contrast, generic measures of HRQoL tap domains of physical and psychosocial functioning
that are relevant to both healthy and ill populations, and as such, are generally broader in
their foci than are disease specific measures(39). HRQoL has been typically assessed in
pediatric populations through self-report or via parent proxy report; however, it is
recommended that parent proxy report be viewed as a supplement rather than a replacement
for child report(39, 41).

In the context of pediatric IBD, HRQoL has been a relatively well-studied construct. In fact,
researchers have developed a disease-specific measure of HRQoL: the IMPACT-III(42–44)
and have established the validity other generic HRQoL measures such as the PedsQL 4.0
Generic Core Scales(45, 46) for this population. Understanding the HRQoL of youth with
IBD is of relevance to clinicians given the physical and emotional demands associated with
management of IBD. Symptoms of IBD such as weight loss, growth delay, fatigue, pain, and
diarrhea have the potential to negatively impact HRQoL, as do nutritional modifications,
medication regimens, and surgical interventions. HRQoL is a dynamic construct among
youth with pediatric IBD, and HRQoL may improve over the course of the first year
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following diagnosis of IBD(47). However, limited research has focused on the natural
trajectory of HRQoL in subpopulations of IBD patients other than recently diagnosed youth.

Data suggest that youth with IBD have lower HRQoL relative to healthy youth on generic
HRQoL measures(12). Specifically, youth with IBD have lower HRQoL in total,
psychosocial, and physical health domains based on both child and parent-proxy reports(12).
Parent proxy-reports of HRQoL are suggestive of greater impairment than child self-reports
of HRQoL(12). Additionally, although differences exist, generally the HRQoL of youth with
IBD is quite high, and relatively few youth with IBD experience clinically significant
impairments in HRQoL(12). Data suggest youth-reported HRQoL in pediatric IBD is
comparable to that of youth with other chronic and acute conditions in overall HRQoL, as
well as in physical health domains of HRQoL and general psychosocial health(12).
However, youth with IBD may be at risk for lower HRQoL in the school functioning
domain relative to youth with chronic and acute illnesses(12).

Several domains of risk factors for impaired HRQoL in pediatric IBD have been examined,
including disease-related, demographic, psychosocial, and relationship factors. Regarding
disease-related factors, higher disease activity is associated cross-sectionally with poorer
child-reported HRQoL as assessed with both disease specific(48–52) and generic(47)
measures, and with poorer parent-reported HRQoL as assessed with generic measures(47).
Additionally, higher disease activity is associated with poorer functioning in both
psychosocial and physical health domains(47, 53) and predicts poorer HRQoL one year after
diagnosis(48). Even when accounting for disease activity, fatigue is an independent
predictor of disease-specific HRQoL(53). The impact of type of treatment on HRQoL has
also been examined. Conflicting evidence exists regarding the relationship between
corticosteroid use and HRQoL in pediatric IBD, with one study finding lower HRQoL
among youth prescribed steroids(54) and another study finding no relationship between
steroid use and impaired HRQoL(48). Similarly, no differences in child-reported HRQoL
have been documented between youth on aminosalicylates, immunomodulators, or anti-TNF
α therapy(53). In one study, adolescents with Crohn’s disesase reported poorer HRQoL than
those with UC(51).

Demographic correlates of HRQoL have received relatively little attention in pediatric IBD.
Older age was associated with lower disease-specific HRQoL in one study(48). Evidence for
an association of sex with HRQoL is mixed, with one study suggesting poorer HRQoL
among males(55) and another suggesting poorer HRQoL among females(50).

Regarding psychosocial correlates of HRQoL, the use of less adaptive coping strategies
(e.g., avoidance) has been associated with poorer HRQoL, whereas higher confidence in
one’s ability to control future situations has been associated with better HRQoL in pediatric
IBD samples(50). In the one study to date which has examined associations between
depressive symptoms and HRQoL in adolescents with IBD, findings suggest negative
associations between these constructs(54).

Relationship factors such as social support or family functioning rarely have been explored
as influencing HRQoL in pediatric IBD, despite the well-established data suggesting these
factors play a key role in promoting optimal adjustment in the context of chronic pediatric
illness(56). Social support was positively associated with HRQoL in one study of youth with
IBD(57). Similarly, family problems related to problem solving, communication, and
general functioning have been cross-sectionally associated with disease-specific HRQoL
among adolescents with IBD(51).
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Recommendations for providers
Several general recommendations for assessment of HRQoL among youth with IBD can be
surmised from the existing literature. In general, we endorse broad screening of HRQoL
among all youth with IBD at periodic intervals as a useful tool in screening for adjustment to
condition and the functional impact of the condition. Specifically, we recommend that
HRQoL be assessed each time there is a change in disease status (e.g., disease flare, hospital
admission, etc.), a change in treatment regimen, or at regular intervals which coincide with
routine clinical follow up. Although medical intervention is often successful in remediating
disease-related symptoms, it can also produce adverse side effects, and changes to physical
appearance which may influence HRQoL. Moreover, management of IBD and its symptoms
has the potential to interfere with school and social functioning, and create additional stress,
offering additional support for the importance of HRQoL assessment. To this end, we offer
several suggestions for assessment of HRQoL. First, the use of developmentally appropriate,
validated, and psychometrically sound measures is key in obtaining reliable data. Several
such measures exist, including the PedsQL 4.0 Generic Core Scales (a generic HRQoL
measure)(45, 46) and the IMPACT-III (a disease specific measure)(42–44). These measures
may yield valuable data when used at key times in the IBD treatment process including near
the time of diagnosis (as an index of baseline HRQoL) and at periodic intervals during the
course of treatment including following initial remission of symptoms or at subsequent
times of relapse or remission (as a means of assessing subjective impact of the disease and
its treatment). Since most HRQoL instruments can be completed in less than 5 minutes, they
are feasible for incorporation into clinical practice. Second, evidence suggests value in the
assessment of both generic and disease-specific HRQoL. Third, it is recommended that
HRQoL assessment focuses primarily on youth report, and that parent-proxy report viewed
as a supplement to youth report except in situations in which youth are unable to reliably
self-report (e.g., youth younger than 5 years, youth with significant cognitive or
developmental delay; youth who are too ill to complete the measure). Fourth, the inclusion
of patient-reported HRQoL as a primary endpoint in randomized clinical trials, efficacy
studies, or quality improvement efforts should be continued. Doing so may yield
information about functional impact of disease, which may not be adequately assessed by
disease activity measures. It may also provide information about the desirable and
undesirable effects of various intervention approaches on domains of functioning outside of
those specifically influenced by disease processes(39).

When impairments in HRQoL are documented, providers may benefit from monitoring
these closely to determine the extent to which these are situational-based decreases (i.e., due
to a recent disease flare), or more reflective of a consistent pattern of impairment. For youth
who evidence a pattern of impaired HRQoL across repeated assessments, then referral to a
mental health professional such as a pediatric psychologist is recommended to identify
strategies for enhancing physical and psychosocial functioning and improving subjective
sense of well-being. At present, evidence-based intervention strategies to enhance HRQoL is
limited in pediatric IBD. Among adults with IBD, self-management training has resulted in
improved HRQoL in the short term,(58, 59) as have psychosocial intervention(60, 61);
however, research is needed to document their efficacy in enhancing HRQoL in pediatric
IBD populations.

Social Functioning
Overview

The symptoms and treatment of IBD can be conducive to social limitations, and problematic
social functioning is a significant predictor of difficulties later in life.(62, 63) Thus, it is
important to consider social functioning as part of psychosocial assessment. Social
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functioning encompasses several domains, including social skills, social behavior, and social
adjustment.(64) Social skills are the abilities needed to behave competently in social
settings, such as assertiveness and empathy. Social behavior refers to actual behaviors in
social interactions, and social adjustment encompasses the quality of adolescent’s
relationships and the extent to which they attain socially desirable and developmentally
appropriate goals. Social behavior and adjustment include peer acceptance and
victimization, and participation in developmentally-appropriate social activities such as
sports and romantic relationships. Most of the research in pediatric IBD has investigated the
domains of social behavior and adjustment. In a meta-analysis of eight studies examining
social behavior and adjustment, youth with IBD reported significantly worse social
functioning than healthy children but similar functioning compared with children with other
chronic illnesses.(12) Parents reported no significant differences when compared with
healthy children, although children may be better informants about what is socially
important to them than their parents. Rates of clinically significant social difficulty ranged
from 2 – 22% in two studies.(65, 66) In one study investigating social skills, there was no
significant difference between healthy children and those with IBD.(67)

A few studies have identified factors that put youth with IBD at increased risk for social
difficulty. Boys with IBD have more social difficulty than girls with IBD or healthy
children, including social problems that reach clinical significance. Onset of IBD during
adolescence is also associated with worse social functioning.(66)

Although social functioning can be challenging for youth with IBD, no interventions have
focused solely on this area. A few interventions focusing on other issues have briefly
addressed social difficulty and may hold promise for the development of more
comprehensive interventions. Szigethy and colleagues(21) conducted cognitive behavioral
therapy aimed at improving depression symptoms in depressed adolescents with IBD. One
of the individual therapy sessions addressed problem-solving for social situations and
planning social activities. Social functioning improved after treatment ended. Szigethy and
colleagues(23) also evaluated a support group for adolescent girls and their mothers. An
hour of unstructured social time was followed by educational topics, including the social
topic of dating and intimacy. The social subscale of a health-related quality of life measure
improved after the 10-month series. Finally, attending an IBD camp was associated with
improvement in social quality of life.(68) The findings from the support group and camp
studies suggest that less-structured social opportunities with similar peers may be beneficial.

Recommendations for Providers
Social functioning should be monitored, and particular attention should be paid to boys and
those diagnosed in adolescence. Patients and parents should be asked about any social
withdrawal, interpersonal difficulty with peers, and difficulty participating in usual social or
athletic activities. Since school is an important social arena for youth, school attendance
should be monitored. If support groups are available for youth in the area, they may be a
useful resource for providing social opportunities with other youth with IBD. The Crohn’s
and Colitis Foundation of America’s (CCFA) Camp Oasis is another resource for these
opportunities. Youth can also become involved in IBD-related activities such as CCFA’s
Take Steps walk. Several websites exist that may help increase social connectivity. For
example, the CCFA-sponsored www.ucandcrohns.org website is a site for youth, and
popular social networking websites have several different pages for IBD, including one that
has the support of over 22,000 people. Social problem-solving can include ways to manage a
social life while experiencing active symptoms. The www.ucandcrohns.org website offers
many tips for handling social situations, and children can add their own tips to the site.
Bathroom finder websites and cell phone applications also exist and can be useful for social
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problem-solving. If the social difficulty significantly affects a child’s life and/or causes
significant distress, a referral to a mental health professional is warranted.

Family Functioning
Overview

Pediatric IBD can also impact parents and siblings and be a source of increased stress among
family members. This can disrupt overall family functioning and adversely impact the
physical and psychosocial health of youth with IBD. Family functioning is thereby a key
component to understanding the overall functioning of youth with IBD.

Research findings on family functioning in pediatric IBD have largely been mixed. Some
have documented significantly greater family dysfunction among families of patients with
IBD compared to healthy controls(69), while others report no differences relative to healthy
comparisons(66). Although, on average, families report healthy levels of family functioning,
many endorse clinically elevated family dysfunction with communication, family roles/
responsibilities, and the degree to which family members are involved in one another’s
lives(51). These findings may reflect the natural course of IBD (i.e., alternating periods of
remission and flare-ups) and the consequent impact on family life. IBD demands may
constrain families’ ability to communicate effectively with one another, and family roles/
responsibilities may change to accommodate any symptoms due to disease flares (e.g., one
caregiver stays with ill child in hospital, while other caregiver cares for healthy children and
household tasks).

In fact, there is evidence that family dysfunction is related to more frequent bowel
movements and greater pain/fatigue among youth with IBD(70). Family functioning may
thus account for some of the variability in health status among youth with IBD, but little is
known about the relationship between family functioning and the disease course of pediatric
IBD, highlighting the need for further research.

The relationship between family functioning and psychosocial health in pediatric IBD also
remains unclear. However, adaptive family relationships among other pediatric groups have
been linked to positive psychological functioning and better health-related quality of life
(HRQOL)(71, 72), while disruptions in family life have been related to poorer emotional
and behavioral functioning(73). Research is thus needed to improve our understanding of the
impact of family functioning on the psychosocial adjustment of youth with IBD. Given the
pertinence of family functioning, family-focused interventions that target communication
and problem-solving around disease management have shown great promise for improving
health and psychosocial outcomes, particularly in the area of adherence(74, 75).

In the context of a child’s chronic medical condition, the parent’s own functioning can also
play a key role in the child’s psychological adjustment(76). In pediatric IBD, parents are
found to exhibit heightened levels of emotional distress(77), and increased rates of
depression(78). Poorer psychosocial functioning among mothers of adolescents with IBD
has been linked to greater adolescent depressive symptoms and more negative IBD health
outcomes(70). Moreover, worse psychosocial functioning among mothers of adolescents
with IBD has been associated with greater IBD-related functional disability in daily
activities (i.e., school, extracurricular activities)(69). Another study of adolescents with IBD
showed that higher levels of parenting stress significantly predicted poorer youth
HRQOL(51).

Parents of youth with IBD also report significantly lower perceived social support compared
to parents of healthy children, despite feeling equally integrated in social networks(79). This
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suggests that while parents of youth with IBD have available social support networks, they
may not derive adequate levels of support from them. Parents may consequently be missing
out on this key protective factor, which has long been identified as facilitating parents’
adjustment to caring for a child with chronic medical needs(80, 81).

Little is known about the functioning of siblings of youth with IBD. Siblings of youth with
IBD may similarly be at risk of psychosocial difficulties. Some evidence suggests that
siblings of youth with IBD are at greater risk of symptoms of anxiety and depression,
compared to siblings of healthy children(82). Siblings may also experience difficulties
adjusting to their ill sibling’s disease. In fact, siblings of youth with IBD voice primary
concerns with parents keeping information from them about their sibling’s IBD, their ill
sibling being bullied at school, and being fearful about their sibling’s disease and
treatment(83). The management of pediatric IBD should thus consider the functioning of
siblings.

Recommendations for providers
Overall, family functioning is a critical factor to consider when caring for young patients
with IBD, including the functioning of patients, siblings, and parents alike. Providers can
achieve this by asking families how they are coping with the IBD diagnosis and disease
management tasks, and asking about the presence of any family stress and the availability of
support networks. This may identify families in need of support services, as well as patients
who may be at heightened risk of psychosocial difficulties. Families may further benefit
from guidance about what they might expect from the point of diagnosis and forward
(anticipatory guidance), particularly around coping with chronic illness demands (e.g.,
remaining in open communication with child’s GI providers, seeking support from friends,
using CCFA resources). Collaboration between pediatric providers and mental health
professionals is thus crucial to ensure that families have access to support resources and
their needs are appropriately met.

School Functioning
Overview

School functioning includes academic performance, school attendance, educational
attainment, and psychosocial functioning in the school context. Much of what is known
about school functioning in pediatric IBD is based on descriptive cross-sectional studies
employing small samples or retrospective reports. Thus, our understanding of how school
functioning in pediatric IBD is limited at present. Most youth with IBD perceive their
condition has caused academic underachievement or adversely impacted their education(84–
86). However, objective data suggest similar levels of academic performance of youth with
IBD compared to the general population, and similar or higher levels of educational
attainment compared to healthy controls(87–89).

Some evidence for impairments in school attendance among youth with IBD exists. Youth
with IBD report higher rates of school absences than comparison youth(90). In one study,
youth with IBD missed an average of three months of school in the past year(84). In another,
the mean estimate of lifetime school absences was 13 weeks, a rate that was significantly
higher than that of a comparison sample(90). Although the magnitude of differences was not
evaluated statistically, mean lifetime school absences of those with IBD were nearly two to
three times that of individuals with other GI disorders. However, individuals with IBD did
not significantly differ from control participants in percent of classes failed or in final
educational level(89).
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Perceived impairments in school functioning domains of HRQoL have been reported by
adolescents with IBD and their parents relative to healthy youth, youth with other chronic
illnesses, and acutely ill youth(47). Finally, one recent study offers evidence for poorer
college adjustment among those with IBD relative to healthy controls and suggests that
youth with active disease may be at particular risk for poor outcomes(91).

Several factors may be associated with impaired school functioning in the context of
pediatric IBD. First, disease-related processes or symptoms may directly influence
neuropsychological functioning thereby influencing academic performance. For example,
anemia or nutritional deficits may impair cognitive functioning in IBD(92, 93) In addition,
research suggests that adults with IBD display cognitive deficits that appear to be organic in
nature(94) which are not explained by depressive symptoms, cognitive load, or medication
effects(95, 96). The specific implications of such deficits for school functioning, however,
have not yet been explored.

In addition, other disease symptoms such as fatigue or pain may influence school
functioning via increasing the likelihood of school absences or concentration difficulties at
school. Among youth with IBD, fatigue has been reported as an impediment to academic
performance(85). Abdominal pain is a common symptom among youth with IBD, even
those with no clinical disease activity(97); however, links between pain and school
functioning have not been empirically examined. In addition, certain treatment regimens,
such as corticosteroid use, may adversely impact school functioning via impairing cognitive
functioning(15).

Recommendations for providers
Given the paucity of research on school functioning in pediatric IBD, our ability to make
evidence-based recommendations is limited. At present, data suggest that youth with IBD
may perceive their school functioning to be impaired; however objective data have not
supported this. Nonetheless, a perceived impairment in school functioning may set the stage
for the development of adjustment problems and may warrant clinical attention. Obtaining
objective data on number of school absences, as well as school grades is likely to yield
useful information for providers, and patients who report frequent absences may benefit
from a referral to a mental health professional to address any possible school avoidance
issues. In addition, given that youth with greater disease activity may be at risk for perceived
impairments in school functioning, special attention to this subgroup may be of benefit.
Since transitions to new schools will require families to inform a new set of school
personnel about the child or adolescent’s condition and obtain support from the school in
any necessary educational modifications, we recommend that health care professionals
provide anticipatory guidance to families at these times and monitor absence rates and
academic performance after the transition. For children or adolescents who have ongoing
academic performance difficulties, referral to a psychologist for a comprehensive evaluation
of neuropsychological strengths and weaknesses may be of benefit in identifying strategies
to optimize the youth’s learning environment.

Finally, all children and adolescents with IBD would benefit from having a system in place
to allow for necessary accommodations that may arise due to symptoms of IBD. Many
school districts work with families to develop medical plans in conjunction with school
nurses to address needs of youth with chronic medical conditions. An alternative
arrangement is for a 504 plan to be implemented within the local public school district. A
504 plan is a legal document that is designed to assist students with special physical and/or
emotional needs who are in regular classroom settings and require accommodations within
the regular educational setting. It is distinct from an Individualized Education Plan (IEP)
which provides for formal special education services. 504 plans are designed to ensure that
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youth with special needs receive appropriate accommodations within the school setting, and
they provide a formal mechanism for ensuring educators are aware of the special needs of a
given student. Youth with IBD benefit from accommodations including unrestricted
bathroom access and extended time to complete school assignments during periods of
absence related to disease symptoms. Encouraging parents to contact the school about
establishing a medical plan or a 504 plan at the time of diagnosis is a key manner in which
health care providers can encourage optimal school functioning. The process of initiating a
504 plan request must be done in writing to the child’s local school system and should
outline the specific accommodations that the parent is requesting. Once a formal 504 plan
request has been submitted, the school will conduct an evaluation of the student, convene a
meeting with the parents to discuss the findings, and formalize a written plan for
accommodations.

Conclusions
Pediatric IBD affects many areas of psychosocial functioning. Youth with IBD are at
increased risk for internalizing disorders (e.g., depression, anxiety), poor HRQoL, social
problems, and difficulty with school-related functioning. Additionally, family dysfunction
may be evident during disease flares, and both parents and siblings of a child with IBD often
report distress. Many psychosocial factors are significantly related to disease activity, which
suggests that assessing psychosocial problems is particularly important when the disease is
active. Several interventions have empirical support or show promise for addressing these
issues. If a child or family is experiencing significant distress in any area of psychosocial
function and/or psychosocial problems are interfering significantly with life, referral to a
mental health professional is warranted (see Table 2). Future directions include conducting
large, prospective studies to provide further support for specific psychosocial difficulties,
developing brief screeners that can be easily used in clinical practice, and developing
additional interventions that are evaluated in this population, including prevention efforts.
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Table 1

Summary of Recommendations for Providers

Psychosocial Area Recommendations

General/All areas • Differentiate short-term, situational distress (e.g., diagnosis or flare related) from extended period of
impaired functioning

• If the difficulty significantly affects a child’s life and/or causes significant distress, refer to a mental health
professional with training in understanding the unique impact of pediatric chronic illness (e.g., psychologist,
therapist, social worker, counselor)

Psychopathology • Use screening tools (e.g., MESSAGE) or QOL proxies (e.g., well-being item on PCDAI)

• Cognitive behavioral therapy (CBT) has the most empirical support for treating anxiety, depression

• Little empirical support for serotonin re-uptake inhibitors and tricyclic antidepressants

• Frequent follow-up visits recommended

• Include a psychiatrist if patient:

– Fails a class of antidepressant

– Has severe or co-morbid psychopathologies or extensive life stress

– Are non-compliant with medical follow-up

HRQoL • Assess HRQoL with changes in disease status or treatment regimen, or at regular intervals coinciding with
routine clinical follow up

• Assess generic and disease-specific HRQoL

– PedsQL Generic Core Scalesa

– IMPACT-IIIb

• Focus primarily on youth report except when youth are unable to reliably self-report (<5 years, significant
developmental delay, too ill to complete)

• Continue using HRQoL as primary endpoint in RCT’s and efficacy and quality improvement studies

• Self-management training and psychosocial interventions improve HRQoL in the short term

Social • Assess multiple areas: Social withdrawal, interpersonal difficulty with peers, difficulty participating in social
or athletic activities, school attendance

– Especially patients diagnosed in adolescence and boys

• CBT may improve social functioning; support groups and IBD camp may improve short-term social
functioning

• IBD-related activities and websites and bathroom finder websites and phone applications may be helpful

Family • Assess family coping with diagnosis and disease management, family stress, availability of support networks

• Anticipatory guidance may be helpful, particularly regarding family coping with chronic illness demands

School • Since a discrepancy between perceived and actual functioning may exist, obtain objective data on school
functioning if concerns are reported

– Especially youth with worse disease activity

• Providing anticipatory guidance to families during school transitions and monitoring absences and academic
performance after the transition may be helpful

• A 504 plan for “Other Health Impairment” may be helpful

– Unrestricted bathroom access

– Accommodations for absences

a
Available from http://www.pedsql.org
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Table 2

MESSAGE acronym for depression screening

M Mood (depressed or irritable) and Motor (hyper or hypo)

E Energy (fatigue)

S Sleep (insomnia or hypersomnia)

S Suicide and Self Esteem

A Anhedonia (lack of pleasure)

G Guilt

E Eating (change in appetite)

Courtesy of Eva Szigethy, MD, PhD
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