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EXPERIENCE

Patients with rare diseases and complex conditions pose unique
challenges for clinicians, largely due to limited exposure to

their associated anomalies. To overcome clinical obstacles, the

European Commission launched a new Cross Border Health
Innovation involving European experts in urology who have formed

a European Reference Network (ERN) to facilitate knowledge

sharing and skill development amongst healthcare providers.
Recently, Ms Loes Oomen and colleagues in the Department of
Urology at the Radboudumc Amalia Children’s Hospital in The
Netherlands have reviewed the clinical activity and procedures

across this newly established network and identified potential

areas for improvement.

The Need for Knowledge Sharing

Clinicians face challenges in diagnosing
and treating patients with rare and
complex conditions due to limited
knowledge, information, and exposure
to uncommon symptoms and disease
mechanisms. Urology is centred

around the function of the urinary tract
(kidneys, ureters, bladder and urethra)
and the reproductive and related organs
such as the rectum. As with many

other medical specialities, urologists
may encounter unusual variations of
common ailments during their practice.

With this in mind, and following
discussions with patients, politicians
and healthcare specialists, the
European Commission (EC) identified a
need for so-called European Reference
Networks (ERNs) — which are essentially
pools of experts who work closely
together with patient representatives to
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offer innovations in advice and practical
solutions regarding complicated
versions of specific diseases. A group of
leading European urology practitioners
formed ERN eUROGEN to garner
wide-ranging expertise regarding

rare urological diseases and complex
conditions and share knowledge with
healthcare providers across Europe.

Ms Loes Oomen and colleagues in

the Department of Urology at the
Radboudumc Amalia Children’s Hospital
in The Netherlands have presented their
findings following a comprehensive
overview of ERN eUROGEN’s clinical
practices since its inception, and have
identified specific challenges around
data collection and definitions of
disease, which have contributed to
discrepancies in the documentation

of information using the continuous
monitoring system developed by the EC.
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Establishing the ERN eUROGEN
Network

Following a stringent application
process, the newly formed ERN
eUROGEN became operational in 2017
boasting an initial membership of 29
centres across 11 EU Member States. At
present, ERN eUROGEN comprises 57
Healthcare Provider Full Members and
Affiliated Partners from 20 EU Member
States. With a collective mission to

reduce healthcare inequalities across
Europe, the main aims of the network
include facilitating the exchange

of clinical information through a
centralised patient management
system, the production of evidence-
based clinical practice guidelines,

the development of clinical decision
support tools, and a longstanding
patient registry for supportive evidence.
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Additionally, ERN eUROGEN promotes
education, research, and the generation
and sharing of evidence using an
innovative disease registry. To simplify
the network structure as much as
possible, diseases were allocated to
one of three categories, each with an
overarching description of the contents
and with a different team of experts
managing the group. The categories
were separated into congenital
anomalies, functional conditions
requiring specialised surgery, and rare
urogenital tumours.

Improving the ERN eUROGEN
Network

Ms Oomen and the team started by
analysing data on the total number of
patients requiring long-term care, the
total number of new patients, and the
total complex surgeries performed each
year across all pre-determined disease
categories at the 29 initially enrolled
centres between 2013 and 2019.

They noted that effective monitoring
of clinical activity benefits from a
standardised terminology system to




reflect the diagnosis and treatment of rare diseases, which are
defined as clinical conditions affecting =1 in 2000 individuals
and involving =2 organ systems.

Along with the International Classification of Diseases database
maintained by the World Health Organisation, the EC created

a new coding system specifically for rare diseases, and in
combination, these formed unique diagnostic codes to be used
by all members of ERN eUROGEN to classify rare and complex
urological conditions using Orphanet codes (when applicable)
and ICD10 codes.

During the specified period there were variations in the number
of patients and surgical procedures, although overall, >122,000
patients with rare and complex urological diseases required
long-term care, and clinical activity increased year-on-year in
all centres. There were notable differences in the clinical activity
in each category, with some displaying minor decreases and
others showing increases of 2300%.

Reliable data analysis was found to be hindered by inaccurate
coding and record keeping, with some clinics relying on
transcribing details from paper files, thus increasing the
likelihood of errors. The use of some disease codes was also
found to be inconsistent, resulting in further inaccuracies.
Whilst the issues arising regarding patient numbers during
the application process have since been rectified and further
validation of the disease identification codes completed, there
remains a need to ensure that all members of ERN eUROGEN
agree on disease terminology to maximise data quality and
promote meaningful analysis.

Care, Share, Cure

To facilitate easier data extraction and more precise analysis, it
isimportant to achieve further clarity in disease classification
and standardise coding systems, thereby reducing variability.
This will not only validate the findings but also aid in the
ongoing development of ERN eUROGEN and contribute to

a more accurate representation of the European population o
and beyond. Ultimately, this will help achieve the overarching
goal of improving treatment coverage and promoting health
equality.

This insightful study demonstrates how ERN eUROGEN (www.
eurogen-ern.eu) has made great strides in gathering novel
urological knowledge from a swathe of respected clinicians,
analysing data from many thousands of patients with rare and
complex conditions.

With Ms Oomen’s ever-expanding expertise, and a lauded
scientific community working to ensure that high levels of
proficiency are maintained within the network, this impressive
EU Health program for patients with a rare disease or complex
condition can only flourish. The generation of top-quality
data, the streamlined extraction and analysis of information,
and the creation of a centralised patient registry will further
assist in attaining the vital understanding necessary to achieve -
ERN eUROGEN’s ultimate aim to ‘Share. Care. Cure.” (where =
possible), whilst promoting equal access to healthcare for
generations to come.



http://www.eurogen-ern.eu
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