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In this keynote lecture, an overview of the epidemiology of ME/CFS in Europe will be provided. The aims of the lecture will be: 
I. To summarise previous findings on the prevalence and incidence of ME/CFS in European countries (past). 
Rationale: Previous systematic reviews on the prevalence and incidence of ME/CFS included studies from many parts of the world [1–4]. However, these previous reviews were conducted more than five years ago and either did not report the incidence of ME/CFS or did not include children or adolescents. Also, by having different inclusion criteria regarding the case definition of ME/CFS, previous reviews yielded highly variable and non-comparable findings. Thus, the EUROMENE working group 1, which focuses on epidemiology, led a systematic review to estimate the prevalence and incidence of ME/CFS in Europe [5]. 
II. To present and discuss the preliminary set of recommendations for standardised data collection for epidemiological research of ME/CFS in Europe (present). 
Rationale: Currently, there is no single validated tool to measure all the different aspects of ME/CFS. Most researchers use a combination of various tools, without any real standardization, making it difficult to compare data and to replicate findings across studies. The issue of variability has prompted researchers from EUROMENE to consider the critical data that should be collected and to make recommendations that will facilitate consistency in methodologies and interpretability of results. Led by the EUROMENE working group 1, a multidisciplinary team of epidemiologists, clinicians, statisticians, and researchers have provided preliminary recommendations to guide data acquisition for ME/CFS research, which will ultimately improve epidemiological research. In order to ensure scalability of the suggested assessments, including applicability in population-based studies, most of them are based on self-reports. In addition to questionnaires and when circumstances (both resources and needs) allow it, additional objective measurements are suggested in order to obtain a more comprehensive picture of ME/CFS. A discussion about this set of recommendations will be carried out. 
III. To suggest future perspectives for epidemiological research of ME/CFS in Europe (future). 
Rationale: It will be discussed how to implement the developments of EUROMENE (e.g., set of recommendations for standardised data collection for epidemiological research of ME/CFS in Europe) in order to overcome the current caveats in the field. 
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Investigating the availability of data on ME/CFS patients in Latvia
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Research is performed in framework of COST (European Cooperation in Science and Technology) Action 15111 EUROMENE (European Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) Research Network) to investigate the availability of data on ME/CFS patients in Latvia. There are no Europe-wide prevalence data, but it is assumed that
more than two million people suffer by ME/CFS in Europe. The prevalence in developed countries appears to be within the range of 0.2–1 %, but this is dependent on case definition
and criteria used by general practitioners (GP) and specialists to recognise ME/CFS. In accordance with the data from the Latvian Centre for Disease Prevention and Control (CDPC)
and The National Health Service (NHS) of Latvia, the patient-related data are classified by ICD-10 code G93.3 (Postviral fatigue syndrome), R53 (Malaise and fatigue) and B94.8 (Sequelae of other specified infectious and parasitic diseases). CDCP data from primary care
indicated that approximately 700 patients had ICD-10 code G93.3 assigned, while there were
approximately 15,000 with ICD-10 code R53, and about 70 with code B94.8. In total, these constitute about 0.8 % of the Latvian population, which is considerably higher than the prevalence found in other comparable populations. Therefore, it is likely, though unconfirmed, that the category R53 includes a great many patients with illnesses other than ME/CFS. Category G93.3, by contrast, looks like a significant underestimate of the true population prevalence. A study was undertaken in Latvia to explore to what extent GPs manage ME/CFS disease. Data received by the GPs survey, with 91 responders, show that 13 responders use Fukuda definition and criteria, and mostly ICD-10 code R53 (Malaise and fatigue) is used by GPs to denote a diagnosis. GPs participated in the survey confirm that there are many undiagnosed patients, and the total number of CFS patients in their practices could be more than 10,000 patients. As a total number of GPs operated in Latvia currently is 1,340 practitioners, the received data demonstrate that the distinction between ICD-10 used diagnosis codes for ME/CFS is not clear. This produces inaccurate data on the true number of ME/CFS patients. Completive, in Latvia the patient-related data are dispersed between categories of G93.3, R53 and B94.8 of ICD-10, so the epidemiological data show the considerably higher prevalence of ME/CFS than found in other comparable populations. The situation may be supported by the intended implementation in 2022 of ICD-11, in which it is proposed to list “Post-viral fatigue syndrome” in Chapter 08 (Diseases of the nervous system). Additionally, the disease register would be required for disease management, as the ME/CFS patients’ registries could facilitate the work of GPs, establish patients’ pathways and improve disease monitoring.












Diagnostic criteria for Myalgic Encephalomyelitis or Chronic Fatigue Syndrome (ME/CFS) – Recommendations from the EUROMENE’s Clinical Working Group
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Introduction: The European Network on Myalgic Encephalomyelitis or Chronic fatigue syndrome (EUROMENE), aims to address the challenges related this disease, such as unknown aetiology, clinical variability, lack of diagnostic biomarkers, limited treatment options, and high associated economic burden. The network is organised into distinct working groups. The Clinical Working Group was set to survey and consider the existing procedures for diagnosis, management of symptoms and therapeutic approaches; and, to recommend a set of standardised procedures for the care of those with ME/CFS. The initial survey on clinical criteria used in European countries to diagnose ME/CFS [1] showed a paucity of standards and lack of integration of guidelines in European countries.
Aim: The aim of the study is to examine the main diagnostic criteria for ME/CFS, and to develop guidelines for standardising and optimising clinical diagnoses at both clinical and research settings.
Methods: The Clinical Working Group used a pragmatic strategy, working at face-to-face meetings complemented by remote communications to agree on key documents on clinical
definitions of ME/CFS, and existing studies/guidelines for clinical assessments and care used
in Europe and internationally. These documents were considered taking into account the WG members’ experiences and expertise, for the recommended guidelines.
Results: The group agreed that the Institute of Medicine (currently, National Academy of Medicine) criteria [2] and the Canadian Consensus Criteria [3] should be recommended for diagnosing adults, in primary care and secondary care/research settings, respectively. The paediatric population should be assessed recommendations from Rowe et al [4], Conclusions: Standardised procedures for ME/CFS clinical diagnosis and patient subgrouping
can improve the clinical care and management of symptoms, while maximising research efforts for specific biomarker(s) finding and therapeutic approaches.
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