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Abstract

This year, the European Society for Gastroenterology Hepatology and Nutrition (ESPGHAN) joined
forces with the European Federation of Crohn’s & Colitis Associations (EFCCA) to drive awareness
of the hidden costs of paediatric inflammatory bowel diseases (IBD) and make the invisible visible.
This feature puts the hidden cost of paediatric IBD in the spotlight and the author makes the case for
policy makers to recognise the invisible cost of paediatric IBD. He pledges to take four key steps to
reduce the burden of the diseases on society and improve the lives of children and their families.

INTRODUCTION

Europe has the leading prevalence rates of
inflammatory bowel diseases (IBD) in the world.
It is estimated that 2.5-3.0 million people on the
continent bear the condition,’ and the associated
costs are on the rise. Up to 20% of IBD cases
develop during childhood which equates to a
pan-European figure of 500,000-600,000
children affected by IBD. This has led to substantial
direct costs, such as medications, admissions,
surgeries, and various healthcare expenses. To
make matters worse, indirect costs of IBD include
lost working and school days as well as reduced
productivity of the child and the immediate
family circle. Moreover, the ‘invisible’ costs such
as anxiety, depression and loss of motivation, as
well as lost family time are often left unnoticed
but heavily exacerbate the issue.
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THE PROBLEM

The direct healthcare costs of IBD are posing a
significant challenge with reports of €5.6 billion
across Europe each year. With pan-European
prevalence rates of IBD on the rise, this figure is
expected to further increase.! Park et al.? showed
that IBD patients incurred a direct cost of care
bill that was over three times higher than that
of non-IBD patients,> and for paediatric IBD
patients the cost is on average even higher than
for adults.®> Furthermore, while incidence rates
are declining in adults, they are rising amongst
children.* This is reflected in healthcare services,
where the utilisation of adult gastroenterologists
and surgeons for IBD is decreasing but their
use in paediatrics is increasing. In the extreme
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context, it has been reported that the risk of
death amongst children with IBD when followed
through adulthood is up to three times greater
when compared with the general population.®

In short, IBD is associated with a substantial
strain on the healthcare of western countries, but
perhaps the biggest burden is associated with the
tremendous indirect and ‘invisible’ costs to the
individual, families, and society. It is noteworthy
that the costs of IBD, in children and in adults, are
not exclusively rooted in a healthcare setting.
Studies have suggested that the economic
burden of IBD per patient on society (indirect
costs) account for up to 68% of the total cost,
with the annual direct cost to the patient of
around €750 being dwarfed by the €2,300 cost
to society per year® Based on this calculation
it may be speculated that the true cost of IBD
is in the region of tens of billions of euros per
year. On average, parents and carers of children
with IBD take an additional week off from work
to provide care for their child,” and people with
IBD lose up to 20 days of recreational time
every year due to their condition. Indeed, IBD
patients are sick approximately 4 weeks a year
on average and are 50% more likely to take
sick leave!

Multiple studies indicate that IBD frequently leads
to issues associated with work or school absence,
in addition to social life and psychological
problems such as anxiety and depression. This is
often a consequence of the burdens of IBD, such
as flares, admissions, surgeries, emotional and
body image challenges, issues around growth,
and osteopenia. The ramifications of these costs
may be more significant in children given the
additional age-specific considerations. The impact
on children, living with the condition at such a
key stage of their physiological, social, physical,
mental, and educational development, can be
detrimental. In a recent study, 52% of IBD patients
indicated that their condition negatively affected
their education. Many paediatric patients find the
symptoms of IBD embarrassing and humiliating,
which in turn can cause psychological issues.®
These form part of the invisible costs that are
difficult to quantify but exist on top of both the
direct and indirect costs. When it is considered
that 72% of patients report that they are worried
about their IBD, even when in remission,® we can
begin to understand not just the physical, but
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the psychological battle that many children with
IBD face, and how this struggle can spill over into
their education and every day life. It is thus intuitive
to grasp how important effective management
of those children is, in the goal of achieving
complete and sustained deep remission.

POSSIBLE SOLUTIONS

Solving the issue is not a quick or easy process
but it is realistic if policy makers commit to taking
swift and appropriate action. To achieve this,
four key steps are suggested to help reduce the
burden of IBD on society and improve the lives of
children and their families. Firstly, policy makers
must recognise the true cost of paediatric IBD
and also incorporate the indirect and invisible
costs into economic modelling and public
health decision-making. Acknowledging the real
disease burden will undoubtedly justify more
investments into paediatric IBD and actively
facilitate improved management of the condition
in childhood.® Optimal paediatric treatment
has been proven to reduce both the direct and
indirect costs of IBD."

Secondly, implementation of education and
workplace policies that better consider the
needs of children with IBD and their caregivers.
Schools could play a central role in this motion
by providing flexible food options, cleaner and
readily accessible bathrooms, and a secure
environment where children are comfortable with
their disease, such as when asking to exit the
class to go to the bathroom or going home as
needed. Moreover, schools should provide extra
examination time to children with IBD to account
for the associated multi-level burdens that they
experience. Similarly, workplaces should be
educated about the disease to provide parents
with the necessary flexibility for managing their
child’s chronic disease.

Gradual transitional arrangements between
paediatric and adult care should be a key
stage of the care pathway. Policies that build
on this will ensure and foster an effective and
the least disruptive transition and long-term
management. This is particularly important
given the concerning statistic that as many as
half of adolescents are non-compliant with the
recommended treatment and that the transition
period is especially vulnerable for disease flares.”?
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Finally, children with IBD must be treated by
a competent multidisciplinary paediatric IBD
team,”® and the healthcare community should
play an active role in accomplishing this. Patients
with the condition should be managed at the very
least by a paediatric gastroenterologist trained in
the care of paediatric IBD, a paediatric IBD nurse,
dietitian and psychologist, and more paediatric
IBD referral centres should be established to
provide comprehensive treatment. While a
substantial proportion of children are not treated
in referral paediatric IBD centres, even the most
specialised paediatric IBD centres in Europe
and North America do not offer all necessary
services to provide comprehensive care to
children with IBD."* Multidisciplinary teams and
being part of quality improvement programmes
that monitor disease severity and provide
tailored treatment plans, could facilitate clinically
important outcomes including remission and
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