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UJGM registry of reumatic diseases launched

With the advancing process of digitization
in modern medicine and access to a dynami-
cally growing amount of data, it seems clear
that information technology as well as the pro-
cesses of data collection and management will
play an increasingly important role in improv-
ing the quality of diagnostics and treatment.
Data from randomized clinical trials are now
the backbone of evidence-based medicine and
largely shape current recommendations in all
fields of medicine. However, information from
randomized clinical trials is often very selective
and limited to a small group of patients with
specific entry criteria, which may lead to an un-
derestimation of treatment effects in a wider
patient population. This problem has resulted
in increasing attention to the data collected as
part of Real World Evidence (RWE) [1].

RWE is data from everyday clinical practice
that has been collected to determine the effec-
tiveness and safety of drugs and other therapies
under real conditions of use. RWE provides
a more realistic and useful picture of how drugs
and other therapies work in different patients
and situations. RWE is increasingly important
in modern medicine as it enables physicians and
patients to make more informed and data-driv-
en decisions about treatment and healthcare.
It also supports regulatory processes and helps
assess the safety and effectiveness of drugs and
therapies in the real environment of use [2].

RWE can come from many sources, includ-
ing patients, physicians, disease registries and
healthcare databases. It enables the assess-
ment of the effectiveness of drugs and thera-
pies in patients with various conditions and in
various situations, which is difficult to obtain
in the controlled conditions of clinical trials.

Thus, in order to take advantage of all the
benefits of RWE analyses, it is necessary first of
all to create qualitative clinical data registries

that will allow to collect data on the incidence,
progression and treatment of diseases, better
understand them and improve patient care.

In recent years, many countries in North
America, Europe and Asia have implemented
national registries of rheumatological diseases,
which, thanks to systematically collected pro-
spective data from the daily practice of a rheu-
matologist, enabled not only the creation of
databases and conducting scientific research,
but also significantly influenced the shaping of
health policy.

The ambition of the POLNOR Rheuma
project, launched in 2019 at the Division of
Rheumatology Immunology, Jagiellonian Uni-
versity Medical College, is to improve the qual-
ity of patient care and the effectiveness of their
treatment, as well as to develop scientific re-
search in the field of rheumatology in Poland.
As part of this project, the Division established
international cooperation with the Sorlandet
Hospital in Kristiansand in Norway and with IT
companies, using the experience of Norwegian
centers in the development of the national reg-
ister of rheumatic diseases. The implementa-
tion of this project was based on funds obtained
from a grant under the “Applied Research”
program of the Norwegian Financial Mecha-
nism 2014-2021, operated by the National
Center for Research and Development.

The starting point for the creation of the
Polish register of rheumatic diseases was the
implementation of new IT software allowing
for the collection of key clinical information
in a structured manner. The advantage of this
solution is the possibility of using the software
for everyday medical practice and keeping pa-
tients’ visas, collecting data remotely reported
by the patient as part of the so-called PROMs
(Patient-Reported Outcome Measures) and
simultaneously analyze this data to both assist
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in making clinical decisions and conducting
scientific research.

Despite the progressing digitization in Pol-
ish health care, the data collected in the condi-
tions of everyday clinical practice still does not
allow for the creation of a qualitative register of
rheumatological diseases. The software used in
Polish medical facilities is not adapted to collect
structured data, often does not allow for the in-
tegration and exchange of clinical data and does
not have advanced mechanisms supporting ther-
apeutic decisions. Also, the central treatment
monitoring program introduced along with the
development of therapeutic programs is not
able to provide comprehensive clinical data and
is limited only to a small group of patients with
rheumatological diseases treated with biologics
disease-modifying anti-inflammatory drugs.

The GoTreatIT software, designed by Nor-
wegian rheumatologists, overcomes these diffi-
culties and has successfully served as a platform
for the creation of a qualitative register of rheu-
matic diseases in Norway. As part of the POL-
NOR Rheuma project, we adapted this IT tool
to Polish conditions and successfully implement-
ed it in the daily practice of doctors at the Rheu-
matology and Immunology Clinic at the Uni-
versity Hospital in Krakéw. This resulted in the
registration of over 800 patients of our clinic, in-
cluding the data of some patients have been col-
lected prospectively since 2021. Implementation
of this solution in further rheumatology centers,
including academic units in Poznan, Bydgoszcz
and two in Krakéw together with building an IT
infrastructure for sending anonymized data from
networked units created the basis for launching
the first Polish register of rheumatic diseases.

The development of these solutions will be
crucial for assessing the Polish perspective on
the quality of care for patients with rheumato-
logical diseases and will enable the evaluation
of patients’ treatment in real conditions. The
registry of rheumatic diseases will allow for
a better understanding of the epidemiology,
risk factors, progression and outcomes of rheu-
matic diseases. This will allow physicians and
healthcare teams to monitor the progress of
treatment and adapt to current recommenda-
tions and guidelines, and base their decisions
on the treat to target strategy. The registry will

also make it possible to assess the effectiveness
and safety of the therapies used in a wider pop-
ulation of patients, which will help in making
decisions regarding therapeutic recommenda-
tions in the future.

Another key aspect of implementing the
registry is the ability to monitor and assess the
impact of these conditions on patients’ quality
of life, allowing them to tailor care and sup-
port patients in disease management. The key
role in this process is played by the so-called
PROMs, which make available to assess the
quality of life of patients from their own point
of view. The PROMs used in the project allow
for the collection of information about pa-
tients’ experiences and their symptoms, such as
pain, loss of function, stress and other factors
affecting quality of life, as well as assessment
of the impact of their diseases on productivity
at work, quality of life and mental health. In
rheumatology, PROMs are particularly impor-
tant because rheumatic diseases often affect
a patient’s quality of life and cause permanent
damage to joints and other tissues.

It should also be remembered that access
to real data can significantly improve the man-
agement of public funds allocated to the care of
rheumatological patients. The registers allow for
the monitoring and evaluation of the effective-
ness of the use of public funds for the treatment
of rheumatic diseases, which enables optimiza-
tion of expenses and savings of public funds. In
addition, thanks to the registers, rheumatolo-
gists have access to current data on the effective-
ness and efficiency of therapy, which allows for
the introduction of more effective and effective
therapies and reduction of treatment costs.

Taking into account all these benefits from
the use of the analysis of data collected in the
register, the implementation of such a solution
in the Polish health care system, in addition to
improving the access to modern drug thera-
pies, is currently one of the greatest opportuni-
ties for real improvement in the quality of care
for rheumatological patients.
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