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Abstract: Inflammatory bowel diseases (IBD), including Crohn’s disease and ulcerative colitis,
are chronic immune-mediated diseases with a high incidence and prevalence in Europe.

Since these are diseases with associated disability, they require complex management and
the availability of high-quality healthcare resources. We focused on the analysis of IBD care

in selected countries of Central and Eastern Europe (Croatia, the Czech Republic, Hungary,
Moldova, Poland, Romania and Slovakia) targeting the availability and reimbursement of
diagnostic and therapeutic modalities, the role of IBD centers and also education and research
in IBD. As part of the analysis, we created a questionnaire of 73 statements organized in three
topics: (1) diagnostics, follow-up and screening, (2) medications and (3) IBD centers. The
questionnaire was filled out by co-authoring IBD experts from individual countries, and then
the answers and comments on the questionnaire were analyzed. We identified that despite the
financial burden, which still partially persists in the region, the availability of some of the cost-
saving tools (calprotectin test, therapeutic drug monitoring) differs among countries, mainly
due to variable reimbursement from country to country. In most participating countries, there
also remains a lack of dedicated dietary and psychological counseling, which is often replaced
by recommendations offered by gastroenterologists. However, there is adequate availability

of most of the currently recommended diagnostic methods and therapies in each participating
country, as well as the implementation of established IBD centers in the region.

Keywords: barriers, Central Europe, Crohn’s disease, Eastern Europe, healthcare,

inflammatory bowel disease, ulcerative colitis

Received: 31 December 2022; revised manuscript accepted: 20 April 2023.

Introduction

Inflammatory bowel diseases (IBD), Crohn’s dis-
ease (CD) and ulcerative colitis (UC), are chronic
immune-mediated inflammatory diseases of the
gastrointestinal tract, affecting genetically predis-
posed individuals, leading to lifelong disabling
symptoms which impair the quality of life.l:2 At
the same time, due to their increasing prevalence
and the financial aspects of their management,
IBD also represent a significant socioeconomic
burden at the global level.!

In Europe, 1.3 million patients suffer from IBD,
which accounts for a prevalence of 0.2%. In some
Western European countries, the prevalence is
over 0.3% for both CD (Netherlands: 331 per
100,000 people) and UC (Scotland: 432per
100,000 people); on the contrary, the lowest
prevalence is in South-Eastern European coun-
tries.> The latest epidemiological data show that
in some of the Central European countries the
prevalence has already caught up with the West
(Czech Republic and Western Hungary) and that
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Table 1a. Epidemiological data on Crohn’ disease in selected Central and Eastern European countries.

Country Year of evidence  Prevalence (105)  Incidence (10°) Reference
Croatia 2010 111 8.4 Klarin et al., 2013"
Czech Republic 2017 254 22.7 Dusek et al., 2019¢
Jarkovsky et al., 20178
Hungary 2018 236 9.9 Kurti et al., 20225
Gonczi et al., 20224
Moldova 2011 NA 0.8 Vegh et al., 20147
Poland 2020 61 4.7 Zagorovicz et al., 20227
Romania 2010 1,5 1.7 Burisch et al., 201410
Zhao et al., 20213
Slovakia 2013 80,5 4.6 Rencz et al., 20152

Gregus, 201413

the difference between Western and Central
European countries has already disappeared.+©

The reason is the significant rise in the incidence
of IBD in Central Europe observed in the last
years.»57-8 Nevertheless, the incidence of IBD
remains the lowest in the Eastern-European
countries.?%10 Epidemiological data from the par-
ticipating countries are summarized in Table 1(a)
and (b).

For patients with IBD, the quality of care pro-
vided can have a significant impact on the course
of the disease, not only in terms of its complica-
tions and survival, but also by affecting their qual-
ity of life on a psychological and social level.l4
Due to the growing incidence of IBD in Central
and Eastern Europe, the demands on the quality
and accessibility of health care provided in this
region are increasing, both from a medical and
economic point of view. Our aim was to investi-
gate access to IBD care in various Central and
Eastern European countries, to have a better
insight of potential barriers in IBD care, related to
quality and accessibility of diagnostic tools and
therapeutic options in this area.

Methods
As part of the literature review, we searched the
Medline database (PubMed) for relevant studies

published on the topic of IBD with a focus on
Central and Eastern Europe. To prepare this work
analyzing the barriers in IBD care in the given
region, the first two authors (from Slovakia and
Romania) were approached, and based on their best
judgment, they formed an international working
group by contacting IBD-specialized gastroenterol-
ogists from tertiary IBD centers from several Central
and Eastern countries Europe: Croatia, Czech
Republic, Hungary, Moldova and Poland. The two
leading authors developed a draft questionnaire
aimed at analysis of availability, utilization and
reimbursement of diagnostic and screening modali-
ties and currently available medications, as well as
analysis of selected critical standards of care points
based on the current European Crohn’s Disease
and Colitis Organization (ECCO) position paper
on quality of care in IBD.1> After the subsequent
comments of the senior authors, the questionnaire
was discussed and supplemented with the com-
ments of co-authors from individual countries, cre-
ating its final version. The final version of the
questionnaire (Supplemental Material) consisted of
73 questions divided into three topics: (1) diagnosis,
follow-up and screening, (2) medications and (3)
IBD centers. The questionnaire was subsequently
completed by co-authors from all participating
countries (with the possibility to respond to the
statements in the ‘yes/no’ form and in the form of a
comment). The completed questionnaires were
evaluated and the results were then compiled.
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Table 1b. Epidemiological data on ulcerative colitis in selected Central and Eastern European countries.

Country Year of evidence  Prevalence (105) Incidence (105) Reference
Croatia 2010 134 8.2 Klarin et al., 2013"
Czech Republic 2017 266 27.9 Dusek et al., 2019¢
Jarkovsky et al., 20178
Hungary 2018 317,8 11.0 Kurti et al., 20225
Gonczi et al., 20224
Moldova 2011 NA 3.9 Vegh et al., 20147
Poland 2020 191 12.5 Zagorovicz et al., 20227
Romania 2010 2,4 2.4 Burisch et al., 201410
Zhao et al., 20213
Slovakia 2013 150,5 6.8 Rencz et al., 20152
Gregus, 20141
Results data from the IBD centers (Table 4) and some of

Based on the questionnaire survey, we compiled
the results from the sections related to IBD care:
(1) diagnostics, follow-up and screening, (2)
medications and (3) IBD centers. We received
answers and comments from representatives of
individual countries to all 73 questions.

Diagnostics, follow-up and screening

The results of the survey on availability, use and
reimbursement of the main diagnostic, follow-up
and screening procedures in IBD centers are
summarized in Table 2.

Medications

We present the results of the survey on the avail-
ability and indications of IBD medications in
Table 3. In most participating countries, biologi-
cal treatment (at least up to the price of biosimi-
lars) is adequately covered by insurance. In
Poland, however, treatment must be partly cov-
ered by a specific ministerial program due to
insufficient insurance coverage. In contrast, in
Romania, as the only participating country, the
administration of biologics in gastroenterology
has a specific reimbursement.

IBD centers
IBD centers are available in all participating
countries. Here we present the epidemiological

their main quality parameters (Table 5). Despite
the existence of IBD centers in these countries,
IBD patients can also be followed-up by general
gastroenterologists. However, patients on biologi-
cal treatment are centralized exclusively in spe-
cialized IBD centers in the Czech Republic,
Hungary and Moldova, while administration of
biologics by general gastroenterologists is possible
in other surveyed countries [only anti-tumor
necrosis factor (TNF) biologics in Slovakia].

Discussion

Although all countries participating in the survey
are members of the ECCO following guidelines
published by this organization,!¢-1° IBD care may
partially differ between individual countries. We
therefore aimed to identify standards and potential
barriers in IBD care in various countries of Central
and Eastern Europe, focusing on the availability
and reimbursement of diagnostic and therapeutic
modalities, differences in treatment options and
strategies, as well as the availability and quality of
care provided by IBD centers in these countries, as
well as postgraduate IBD education and IBD
research. We describe the similarities and differ-
ences in these aspects between individual countries
and try to analyze and evaluate the current situa-
tion to deepen the understanding of some of the
regional differences across Europe.

journals.sagepub.com/home/tag
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Table 2. Availability, utilization and reimbursement of diagnostic, follow-up and screening procedures in IBD centers in individual
countries.

Country Croatia Czech Republic Hungary Moldova Poland Romania Slovakia
Procedure Available and utilized/reimbursed

HD endoscopy VIV VIV VIV VIV VIV VIV VIV
MRE IV IV VIV VIbS IV IV IV
SBCE VIV VNG VIV X /X¢ /x4 IV NG
(VS VIV VIV VIV X /X VIV VIV VIV
TRUS VIV VIV VIV VIV IV IV VIV
ARMg VIV IV VIV VX IV IV IV
Biofeedback NINA VX VX X /X X /X X /X VIV
TDM (reactive) VIV VIV VX VX VX VX VX
TDM (proactive)h VIV VIV NI NIo% NIb% NIb% NI
FCP IV IV V/xe IV IV VX IV
FCP home test NI VIV VX X[ X NP X /X VX
TPMT IV IV JIX JIX VIV NIP VIV

aReimbursed only in severe cases; therefore, enterography is not performed in all newly diagnosed patients in Moldova.

bIn the Czech Republic, SBCE is reserved for the indication of high suspicion of CD in patients with negative findings on MRE (same for Slovakia,
where a negative findings on upper and lower endoscopy are also required, as well as individual approval by the insurance company).

Patients from Moldova are examined in Romania.

dPatients from Poland are examined at the expense of their own or their hospital.
eExamination covered by the center or a patient.

fReimbursed only as a part of telemedicine monitoring.

9ln most countries only available in one specialized center.

hUtilization varies between centers (based on preference).

ARM, anorectal manometry; HD, high-definition; IBD, inflammatory bowel disease; IUS, intestinal ultrasound; LTBI, latent tuberculosis infection;
MRE, magnetic resonance enterography; SBCE, small bowel capsule enteroscopy; TDM, therapeutic drug monitoring; TPMT, thiopurine methyl-
transferase; TRUS, transrectal ultrasound.

As the quality of health care depends also on cur-
rent epidemiological data, we identified recently
published studies from Poland, Hungary and
Czech Republic confirming rapidly increasing
incidence and prevalence of IBD in these coun-
tries.*8 However, we also identified the first set-
backin the unavailability of current epidemiological
data from other surveyed countries (Moldova,
Romania, Croatia and Slovakia), where the last
epidemiological studies were done 8—10years ago
and none of them had a national character.®-12

Diagnostics, follow-up and screening
Imaging modalities. Despite the fact that basic
diagnostic modalities [endoscopies, magnetic

resonance enterography (MRE)/computed
tomography enterography] are available in all
participating countries, in Moldova, unlike other
countries, MRE is due to financial reasons reim-
bursed only in acute cases and the examination is
therefore not carried out in newly diagnosed
patients with CD. This may result in misclassifi-
cation and suboptimal management of the dis-
ease, since in over 50% of patients with CD,
performing imaging to evaluate the small intes-
tine involvement led to a change in the therapeu-
tic approach.20:2! The absence of small bowel
capsule enteroscopy (SBCE) in the diagnosis of
CD in some countries (Moldova and Poland —
not reimbursed) can raise issues in patients with
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Table 3. Availability of conventional and advanced IBD medications.

Medication Country

Croatia# Czech Republic¥  Hungary Moldova Poland Romania¥  Slovakia
Conventional medications” v v v v v v v
Infliximab v v Vvt xb VL v Y
Adalimumab v v VL v VL v VL
Vedolizumab v v VAt X VL v JFLY/FL-UC
Ustekinumab N N N4 X VFL-uc N4 N
Tofacitinib v v v X v v v
Darvadstrocel N4 N X X N4 N4
IV cyclosporine v v v X v
*Conventional medications: 5-ASA, azathioprine, methotrexate, 6-mercaptopurine, corticosteroids.
#Free choice of the first-line biological medication.
aMethotrexate unavailable for IBD indications.
bOnly available in exceptional cases or at the patient’s expense.
FL First-line biological treatment option for both indications.
FL-UC First-line treatment in patients with ulcerative colitis.
FL* First-line treatment in patients with comorbidities.
ASUC, acute severe ulcerative colitis; IBD, inflammatory bowel disease; v, available; X, unavailable.

Table 4. Epidemiological data from IBD centers from individual countries.

Parameter Country

Croatia Czech Republic  Hungary Moldova Poland Romania Slovakia
IBD centers (n) 4 14 20 1 31/52* 12 13
Centralization of patients on X N4 N4 N4 N4 X X
biologics
Patients followed by IBD 2300 7500 6000 20 3600 N/A 3500
centers, on biologics (total, n)
Patients followed by IBD centers 8000 20000 30000 300 N/A 2800 N/A

in total, (n)

*In 2021, 31 centers treated patients with UC and 52 centers treated patients with CD (data from the System and Implementation Analysis Database

Platform, BASIW, https://basiw.mz.gov.pl/analizy/zpa/)

N/A, information not available due to the absence of a national IBD database.
CD, Crohn’s disease; IBD, inflammatory bowel disease; UC, ulcerative colitis.

involvement of the proximal small intestine, for
which SBCE seems superior to other diagnostic
tools such as MRE.2?2 As for the intestinal ultra-
sound (IUS), its regular use in IBD centers of
almost all participating countries is proof of its
increasingly important position in the manage-
ment of IBD. The IUS has an effective use in the

follow-up of IBD, both in the evaluation of dis-
ease activity and treatment effectiveness and in
the diagnosis of complications (especially con-
trast-enhanced), but also in tight-control strate-
gies.10:23 TUS may also be a more accessible and
cheaper alternative to MRE in the diagnosis and
follow-up of small bowel involvement in CD, as it

journals.sagepub.com/home/tag
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Table 5. Quality of care parameters of IBD centers in individual countries.

Parameter Country

Croatia Czech Republic Hungary Moldova Poland Romania Slovakia
IBD center(s) v v v v v v v
MDT meetings v v v v v* v v
Centers led by gastroenterologist v v v v v v v
IBD specialist v v v v v v v
IBD endoscopist v v v v v v v
IBD nurse NE Ve JE X X X X
IBD surgeon v v v v v v v
Psychologist X X v X X X X
Dietician/nutritionist v* v v % % % %
Disability recognition® v v v v v v v
Serological screening® v v v v v v v
LTBI screening (IGRA)¢ v v v v v v v
HD endoscopy for IBD CRC screening Vv v v v v v v
Chromgendoscopy for IBD CRC v v v v v v v
screening
Endoscopic therapye v v v v v v v
Intestinal failure unit* N4 v X X X X X
Virtual clinic (telemonitoring) X v v v v % v
Acute helpline X N4 N4 N4 X v* N4
National IBD study group v v v v v v v
National IBD registry X N4 N4 X X X
National IBD guidelines v v v v v v v
Specialized IBD training for X v v v X X X
gastroenterologists
Clinical trials v v v v v v v
National patients’ organization v v Ve X v v v

*Not available in all centers in the country.

aPostgraduate training organized at the national level, but without official certification.

bPerformed in various forms (anamnesis, quality of life questionnaire, mobile app). Serological screening for viral infections (hepatitis A, B, C, HIV,
Epstein-Barr virus, cytomegalovirus, measles) performed at the baseline or before starting immunosuppressive treatment.

<Serological screening for viral infections (hepatitis A, B, C, HIV, Eppstein-Barr virus, cytomegalovirus, measles) performed at the baseline or
before starting immunosuppressive treatment.

4|GRA used only based on the initial chest X-ray result for high-risk patients.

eEndoscopic therapy: balloon dilation, stricturotomy, or stenting.

Not affiliated to the European Federation of Crohn’s and Colitis Associations (EFCCAJ.

HD, high-definition; IBD, inflammatory bowel disease; IGRA, interferon-gamma release assay; LTBI, latent tuberculosis infection; MDT,
multidisciplinary team.
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has similar diagnostic accuracy in these cases in
expert hands.!® The centralized availability of
transrectal  ultrasonography and anorectal
manometry for the diagnosis of anorectal disor-
ders (fecal incontinence, defecation dyssynergia,
symptoms of functional diseases) is also gratify-
ing, given the increasing data and awareness of
anorectal disorders in IBD patients.?425 However,
due to the presumed unavailability of specialists
in the region, the use of biofeedback therapy is
still lagging, despite its high effectiveness in the
treatment of defecation disorders.?>

Fecal calprotectin. Given the potential for non-
invasive and cost-effective monitoring of disease
activity, the routine availability and full reim-
bursement of fecal calprotectin (FCP) examina-
tion should be standard of care for all IBD
patients.26-30 The unavailability of calprotectin
examination can worsen disease control and thus
increase treatment costs even more, which should
be a decisive reason for its routine reimbursement
in all countries.31-33

Therapeutic drug monitoring. Therapeutic drug
monitoring (TDM) in the management of IBD is
the standard of care during anti-TNF treatment
based on studies confirming its therapeutic value
and cost-effectiveness.?*37 The ECCO guidelines
do not establish a clear recommendation for the
implementation of TDM in clinical practice,
because of insufficient evidence for clinical out-
come.18:19 Tts use and form of implementation in
the monitoring of anti-TNF treatment is therefore
still a debated and debatable issue, but the most
recent meta-analysis shows significant benefits of
proactive monitoring (improved endoscopic
remission and response, reduced treatment fail-
ure, need of surgery and hospitalization).3® In the
surveyed countries of Central and Eastern Europe,
TDM is used, despite the fact that it is not covered
by insurance in most countries and centers or
patients pay for it at their own expense. The pref-
erence of reactive and proactive monitoring here
also depends on the choice of the center, but reac-
tive TDM is generally used more frequently.

Medications

Conventional medications: when and how do we
use them? Despite the fact that aminosalicylates
are not indicated in the treatment of CD, their
prescription for this indication is very high. In
Europe, aminosalicylates are used by up to 60%

of patients with CD, while in Eastern Europe it is
up to 90%.3 According to some studies, there is a
group of CD patients with mild course, that may
benefit from aminosalicylates monotherapy and
do not require a short-term therapeutic step-
up.4041 However, unlike thiopurines, the benefit
in the prevention of colorectal cancer (CRC) is
uncertain.4?43 The reason for the massive pre-
scription of aminosalicylates for CD in Eastern
Europe was probably associated with the poorer
availability of biologics in this region in the last
two decades.

Biologics and small molecules: availability, reim-
bursement and therapeutic strategies. While in
the past the main healthcare costs for IBD patients
were driven by hospitalization and surgeries,
today it is biological therapy that accounts for
48-73% of costs for a patient having a 5-year
diagnosis of IBD in Europe.4* Data from the Epi-
IBD study showed that between 2010 and 2015,
patients in Western European countries were
treated with biologics twice as often as in Eastern
European countries.3® Nevertheless, no difference
in outcomes such as disease progression, hospital-
izations or surgeries, was observed between the
two regions. Due to the current adequate avail-
ability of diagnostic and advanced therapeutic
options in the countries of Central and Eastern
Europe, we do not anticipate the future emer-
gence of significant interregional differences
within Europe, but rather their disappearance.

As the pool of biologics approved for the treat-
ment of IBD has expanded based on the latest
ECCO guidelines, additional drug cost challenges
arise. Certain restrictions apply in the surveyed
countries, mainly in terms of limiting indications
and financial coverage of treatment. A step for-
ward, related to the costs of and access to biologic
was brought about by the introduction of anti-
TNF biosimilars, which are currently readily
available and reimbursed in all of the countries
participating in the survey. However, the availa-
bility of treatment options could increase even
more with the arrival of biosimilars of non-anti-
TNF drugs (ustekinumab, vedolizumab, tofaci-
tinib) and also with new drugs currently arriving
on the market (upadacitinib, ozanimod, risanki-
zumab and others). In this effervescent context
of medicines, it is essential to keep up with the
clinical availability of already approved medi-
cines, together with the possibility of free choice
of first-line biological treatment, which is still a
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challenge in some countries of Central and
Eastern Europe, as expressed according to the
participating countries. Moreover, the relatively
long time between the approval of a new drug by
the European Medicines Agency and its imple-
mentation into clinical practice remains a stum-
bling block in the availability of new drugs in the
region (up to 24months in the surveyed
countries).

IBD centers: quality of care and limitations
Ensuring adequate IBD care should include the
existence of expert IBD centers that should meet
several quality indicators: specialized staff availa-
bility, multidisciplinary team (MDT) collabora-
tion in a form of regular MDT meetings,
availability of an infusion facility for parenteral
drugs, available outpatient clinic or acute helpline
and telemonitoring.!> IBD centers operating in
this way are widely present in the region of Central
and Eastern Europe (Table 4). Detailed analysis
of their functioning from the international per-
spective is very difficult and may be subject to
quality assessment biases. We therefore decided
to select objectively evaluable parameters and
focus on their comparison between individual
countries.

The first obvious difference between the individ-
ual countries is the centralization of the care of
IBD patients on biological therapy. It is subject to
the Czech Republic, Hungary and Poland, which
are also countries with a functional national regis-
ter of IBD patients on biological treatment.
Centralization of care can be beneficial in terms
of quality of care for more challenging patients,
tracking epidemiological trends and conducting
studies at the national level, and also in easily
obtaining centralized data related to treatment
and patient outcomes.

Our analysis of IBD centers thus represents an
evaluation of the level of care provided especially
to demanding patients in the given countries,
while the level of care for a large group of patients
followed by general gastroenterologists remains
unclear.

The role of MDTs. Because patients’ particular dis-
ease profile can highly differ among individuals,
the options for treatment choice and patients’
management can vary among various types of cli-
nicians; therefore, the multidisciplinary approach

is important for reaching consensus regarding
patient management and contributing to stan-
dardizing IBD care. This kind of approach
involves various types of specialists in IBD care:
gastroenterologist, nurse, surgeon, radiologist,
pathologist, dietitian, psychologist, etc. Together
with patient empowerment through dedicated
organizations and MDT, the approach to IBD
management can lead to improving IBD care.%
The implementation of MDT's dedicated to IBD
patients could be useful in several clinical set-
tings, such as surgery-related decisions, deter-
mining the appropriate timing or selection of
medications, therapeutic approach for patients
experiencing extraintestinal manifestations, offer-
ing nutritional, psychosocial support and the
transition from pediatric to adult clinical care.%®
IBD centers in all participating countries cover
most of the essential specialties. The limitation
remains, in almost all countries, the unavailabil-
ity of integrated dietary and psychological
counseling.

The limited availability of dietitians within the
MDT can be an important drawback, consider-
ing their role in assessing nutritional status,
measuring dietary intake and offering personal-
ized recommendations on oral/enteral or paren-
teral nutritional support in both, inpatient and
outpatient care. The European Society for
Clinical Nutrition and Metabolism (ESPEN)
guidelines underline the importance of the
active contribution of a dedicated dietician or
nutritionist as part of the MDT, offering indi-
vidual recommendations to each IBD patient.4?
The availability of a dedicated dietician was
reported only in Croatia, Hungary and the
Czech Republic, while in the other participating
countries the nutritional aspects of IBD care are
covered by the gastroenterologists, during regu-
lar visits for disease evaluation. However, due to
the need to cover several aspects during the
visit, counseling provided by a gastroenterolo-
gist can be significantly limited by the special-
ist’s time availability and thus the insufficient
depth of the consultation and subsequent fol-
low-up. Therefore, it is important that special-
ized clinical nutrition guidelines, such as the
ESPEN guidelines and the International
Organization for the Study of Inflammatory
Bowel Disease dietary guidance, offer the scien-
tific background and support to gastroenterolo-
gists to take this role in the absence of a dedicated
nutritionist.4’
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Specialized psychological support is needed to
improve identifying and managing psychological
distress among IBD patients, to minimize its neg-
ative impact on patients’ care. This should espe-
cially include addressing concerns of patients who
are newly diagnosed, such as disease impact, inti-
macy issues, stigma, but also to promptly identify
and optimally manage psychological burden asso-
ciated with this chronic disease.*® In the scenario
of the unavailability of a specialized psychologist,
this position is taken over by a doctor or a nurse,
who, however, are often unable to replace the
patient’s need for professional advice. The excep-
tion in the region is Hungary already offering
integrated psychological assistance for IBD
patients in the IBD centers. However, there are
several initiatives to promote psychological sup-
port for IBD patients, involving psychologists, cli-
nicians and the patients’ association, as is the case
of the Romanian IBD patients’ association, which
has launched a dedicated support program.

The availability of intestinal failure units is also
gaining importance, since there are reports on
increasing numbers of home parenteral nutrition
(HPN) patients in the context of IBD.4° However,
availability of intestinal failure units was limited
in most of the countries, except Croatia and the
Czech Republic, that have intestinal failure units
in place. Considering the epidemiological trends,
we assume that the region will gradually see an
increase in patients requiring HPN, and the need
for specialized care, including intestinal failure
units, will gradually be optimized.

IBD endoscopy. Both UC and CD affecting the
colon are associated with an increased risk of
CRC; therefore, the CRC screening strategy for
this group of patients is guided by specific recom-
mendations. Based on European Society of Gas-
trointestinal Endoscopy guidelines from 2019, it is
recommended that patients with long-standing
colitis should undergo neoplasia surveillance by
pancolonoscopy with the routine use of chromo-
endoscopy.>® According to the results of our sur-
vey, high-definition (HD) endoscopy is available
and regularly used in the detection of dysplasia at
least in IBD centers in all participating countries
of our survey, with a clear preference for virtual
chromoendoscopy over dye-enhanced chromoen-
doscopy. It should also be mentioned that in all
surveyed countries, IBD endoscopies, including
surveillance colonoscopies, are also performed by
general gastroenterologists. Although, based on

the Spanish study, there was no significant differ-
ence in dysplasia detection between expert and
non-expert endoscopists (18.5% versus 13,1%),%!
the availability of HD endoscopy and chromoen-
doscopy may be lower among general gastroenter-
ologists in our region due to the financial burden.
Therefore, the question arises whether IBD sur-
veillance colonoscopies in this high-risk patient
group should be performed outside IBD centers.

IBD centers are led by gastroenterologists. What is
the role of a nurse in our region? The presence of
IBD nurse positions has been included to a
greater extent to represent standard of care within
specialized IBD clinics and implementing a ser-
vice with IBD nurses has been reported to
improve the outcomes of IBD care.>?53 However,
their value in the acute hospital setting is still
questioned in the context of available IBD centers
with dedicated gastroenterologists. It has been
debated whether the addition of IBD nurses
improves outcomes, since most data are based on
short-follow-up studies after implementation.>%5>
The positive outcomes of the addition of IBD
nurse were supported by one study with a longer
follow-up period (8years) of the IBD nurse posi-
tion in a well-established setting, by reducing hos-
pital admissions, providing advice and evaluation
through virtual clinic (phone and email).?¢ In all
participating countries, IBD centers are led by an
IBD specialist and the nurse is mainly responsible
for direct patient care, documentation and admin-
istration. Due to the above-discussed lack of psy-
chological and dietary counseling in the region, it
is often the nurses who partially participate in
patient education and often psychological sup-
port as well. At the same time, in most centers,
they are responsible for the virtual clinic, where
they provide patients with basic advice and are
thus often the first line in their care. Adequate
education should therefore be an essential part of
their specialization. In our region, the concept of
IBD nurses is only starting to spread slowly, and
postgraduate training organized at the national
level is only available in a few countries and that
without official certification.

IBD education and research. In the United States,
as part of the IBD specialization, it is possible to
complete a dedicated IBD training, entitled IBD
fellowship, which is a specialized 1- and 2-year
combined clinical and research training program
for gastroenterologists. In Europe, such structured
programs do not exist, and doctors-in-training are
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dependent on only a few weeks of experience dur-
ing internships in university hospitals. Short-term
IBD trainings are organized in this way in some of
the participating countries to this survey. How-
ever, 2- to 3-month internships mediated by
ECCO are available in Europe (only for a few par-
ticipants a year). As for IBD study groups, they are
available and organized with the support of
national societies in most countries. Their role
should consist in the unification of procedures at
the national level, the preparation of national rec-
ommendations and the organization of scientific
work, including the management of the IBD regis-
try. However, national registries of IBD patients
on biologics are only available in the Czech
Republic and Hungary.

Conclusion

Regarding the quality parameters we focused on,
we identified that IBD care is in accordance with
international guidelines in most of the participat-
ing countries from Central and Eastern Europe,
including the presence of established IBD cent-
ers, but mainly with limited access to expert die-
tary and psychological counseling. Although there
is evidence that updated epidemiological data,
available patient registries as well as diagnostic
and monitoring tools (FCP and TDM) not only
increase the quality of the provided health care,
but also reduce the financial burden in the IBD
care, there is suboptimal availability of some of
these tools in most countries of Central and
Eastern Europe, although currently without indi-
cations of impact on disease outcomes. The
financial burden appears to be the main setback
in the availability of non-essential diagnostic and
monitoring methods and of newer therapeutic
agents in some of the countries.
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