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Patient-reported outcomes (PRO) have become impor-
tant instruments of healthcare and health policy making, 
as these can reflect patients’ feedbacks on healthcare out-
comes. PROs can be used to evaluate the performance of 
healthcare systems and to enhance benchmarking and qual-
ity improvement of healthcare services [1]. There are valu-
able systematic collections of health data on the local and 
EU level that are used to monitor health developments in 
most EU countries. However, classical descriptive health 
statistics need to be complemented by measures that can be 
interpreted by and incorporated in health economic evalua-
tions of new technologies. Applying PROs can make a better 
use of these regularly assessed data to inform health policy 
decisions. PROs are also cornerstones of medical decision 
making. PROs play an increasing role in the drug registra-
tion process being primary or secondary endpoints of multi-
centric clinical trials. Initiation and cessation of treatments 
are based on PRO measurements in an increasing number 
of conditions, cutoff points are stated in international and 
national clinical and financial guidelines.

Despite the increasing need for PROs both on the national 
and European level, there is a scarcity of validated measure-
ment tools and reference data in the Central and Eastern 
European (CEE) regions. Countries that have validated PRO 
measures and reference scores from relevant patient and 
population samples have better opportunities to participate 
in international strategic collaborations, health and innova-
tion programmes, as well as in European health and health-
care research projects. The CEE region is lagging behind in 
this field compared to many other parts of Europe.

In this Supplement, we aim to report a series of recent 
PRO studies from Hungary, Poland and Slovenia and sys-
tematic reviews focusing on the CEE region.

Ageing is a major challenge in Europe. Informal care pro-
vided by family members for individuals having self-care 
problems due to a disease or ageing is significant, especially 
in chronic conditions. Informal care can contribute substan-
tially to the well-being of individuals with functional limita-
tions but may influence caregivers’ quality of life. The inclu-
sion of informal care in cost-effectiveness evaluations can be 
decisive on the results [2]. Baji et al. assessed the quality of 
life of informal caregivers in Hungary, Poland and Slovenia. 
Care-related burden was measured by the preference-based 
CarerQol questionnaire alongside the EQ-5D-5L health sta-
tus measure, providing comparable utility data for health 
economic analyses.

Mutual understanding between patients and healthcare 
providers, as well as patients’ involvement in the formula-
tion of therapeutic goals are key elements of effective and 
cost-effective healthcare. Clinicians and patients often have 
different views or preferences. Subjective over- or underes-
timation of future health by the patients can have significant 
impact on the evaluation of the therapeutic results meas-
ured by PROs and, as a consequence, on patients’ actual 
health-related decisions [3]. Similarly, unrealistic subjective 
health expectations might retain people from considering 
their future needs for health- or long-term care and hamper 
their planning for older ages. Péntek et al. investigated indi-
viduals’ subjective expectations regarding ageing, including 
provisions on health, happiness, labour force participation, 
future care needs and availability of care services. Standard-
ised measurement tools were used to formulate questions on 
subjective expectations allowing comparisons with national 
statistics and population norms.

Previous studies in The Netherlands and Hungary have 
shown that people considered some health problems accept-
able over a certain age, while the worst states were rejected 
at all ages [4, 5]. The EQ-5D-3L questionnaire was used to 
learn the age-dependent acceptability of health problems. 
Zrubka et al. aimed to further develop this methodology and 
put it on a test in an empirical study in Hungary.
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In parallel with increasing abundancy and complexity of 
health information, the involvement of patients in health-
related decisions has become an essential element of modern 
medicine. On the one hand, professional guidelines consider 
shared decision making (SDM) as one of the main principles 
of patient care. On the other hand, the Internet itself and dig-
italisation of healthcare have undoubtedly facilitated access 
to health information and made international sources directly 
available for the public. The possible misinterpretation of 
the information obtained without professional control can 
lead to under- or overuse of healthcare and self-medication, 
resulting in significant health loss and extra costs. Despite its 
significance, little is known about the population’s approach 
to SDM, health information gathering habits and eHealth 
literacy in the CEE region and there is also a scarcity of 
standard measures in the international literature.

Rencz et al. developed and validated the Hungarian ver-
sion of Shared Decision Making Questionnaire (SDM-Q-
9), Zrubka et al. implemented the Hungarian version of the 
eHealth Literacy Scale (eHEALS) and tested its psycho-
metric properties in an online population-based survey in 
Hungary.

In the past years, besides the penetration of PRO meas-
ures as assessment tools in healthcare, patient-reported expe-
rience measures (PREMs) came into focus. PREMs are regu-
larly reported by the OECD, however, there is a shortage of 
data on patients’ experiences in the CEE region. Access to 
health care and patients’ experiences in the outpatient sector 
have been studied in an online survey done in Hungary by 
Lucevic et al. and Brito Fernandes et al. using the standard-
ised PREM tool recommended by the OECD. Results were 
compared to available data and the OECD average.

A set of valuable PRO studies were performed involv-
ing specific patient samples, focusing on costly diseases. 
There is an increasing body of literature arguing that the 
benefit of treatments expressed in quality adjusted life years 
(QALY) should be based on both patient and general public 
preferences in health technology assessments (HTA) [6]. In 
line with this concept, Rencz et al. compared patient and 
general population values for luminal and perianal fistulis-
ing Crohn’s disease health states using the time-trade-off 
method. Recently, subjective well-being has gained increas-
ing attention in health policy. Mitev et al. evaluated satisfac-
tion with life in patients with pemphigus, and analysed its 
relationship with clinical severity and health-related quality 
of life (PRO) through a path analysis.

In most CEE countries, HTA has been implemented and 
QALY-based economic evaluations are required to support 
reimbursement decisions. The EQ-5D is by far the most 
commonly used preference-based measure to calculate 
QALYs in the region [7]. However, up-to-date population 
norm with the EQ-5D-3L is only available in Hungary, 
Poland and Slovenia. Moreover, country-specific value sets 

are available only in Poland and Slovenia in the CEE region 
(and studies are ongoing in another few). Therefore, gen-
eralizability of the data within the region is a main issue 
for countries with no country-specific norms, and not less 
important is a clear understanding of the impact of value 
set choice.

Zrubka et al. performed a detailed comparison of the 
three CEE EQ-5D-3L population norms and developed a 
common norm considering socio-demographic character-
istics of the three countries. Furthermore, a comparative 
analysis of the 4 different EQ-5D-3L value sets (UK, Pol-
ish, Slovenian and European) was conducted for the assess-
ment of 18 chronic illnesses. Weszl et al. pointed out in 
their systematic literature review that EQ-5D is the second 
most commonly applied PRO in device studies in Europe. 
However, few device studies including PROs were done in 
the Central and Eastern European regions. Prevolnik-Rupel 
et al. highlighted the limited use of the EQ-5D-5L version of 
the questionnaire in neurological diseases in the CEE region. 
This is in line with findings in other clinical fields and calls 
for new studies. The surveys detailed above involving the 
new EQ-5D-5L are valuable contributions to fill this gap.

A systematic literature review by Brodszky et al. involv-
ing eight CEE countries provides an insight into cost-of-
illness studies in the region. Whilst productivity loss was 
quite often reported, informal care was included only in half 
of the studies indicating that the importance of this type 
of care is still underestimated. Heterogeneities across the 
studies hampered the comparability and transferability of 
the results, another important signal for the urgent need for 
standardisation and harmonisation of studies in the region.

In conclusion, despite the clear increase in interest in 
PROs both on the researchers’ and the health policy mak-
ers’ level in the CEE over the past years, there is still a long 
way to go. I personally strongly believe that if researchers 
from CEE countries are able and start to work systemati-
cally on PROs, in collaboration with each other and with key 
opinion leaders of the field forming a strategical network, 
these shortcomings can be transformed into qualities within 
the foreseeable future. The fact that a number of prestigious 
researchers from CEE countries and international experts 
have joined with this research and are writing this Supple-
ment proves that this is the right way to go.
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