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I have started a legally approved population based registry in Norway for patients with 

myalgic encephalopathy - ME/post viral fatigue syndrome – PVFS (G 93.3, ICD-10 WHO). 

The registry is based on self report and requires that the person is diagnosed by a physician. 

Information and guidelines accompany the application form. The main points are these: 

- The diagnosis in sporadic cases is modelled on the descriptions given of epidemic outbreaks, 

which cover the variability of the disease with respect to mode of onset and illness severity. 

- As described in epidemic situations, a variable share has a sudden, gradual or insidious onset 

following exposure, or a sudden onset following a seemingly unrelated event. 

- In understanding with Byron Hyde, ME is outlined as a "hybrid" disorder with some clinical 

features that may be ascribed to a previous or directly precipitating event. These are various 

external stimuli (infections, immunisations, physical traumas, poisoning) and also delivery.  

- The clinical picture is briefly described with respect to mode of onset, symptoms and signs, 

illness degree according to four levels of functional disability, and four stages.  

- A list of symptoms and signs is provided to aid the diagnosis step by step. 

- The diagnosis is tentative and purely clinical, based on the patient’s history and recognition 

of the clinical picture after observing the patient over time, preferably in his/her own home.  

- The patient should be diagnosed before an extensive clinical examination or laboratory 

investigation is conducted so that these procedures do not inflict further damage. 

- The diagnosis is not based on exclusion of concomitant disorders. Treatable conditions that 

overlap with or could be masked by ME/PVFS, should none the less be assessed, as should 

possible side effects of medication, and previous learning disabilities and other disabilities. 

- It is stressed that mental and functional abilities should be assessed according to ability to 

perform over time from day to day when adequate assistance is provided (which means the 

amount of assistance and sheltering from sensory stimuli that is needed to prevent an increase 

in symptoms otherwise provoked immediately upon exertion, or after a delay of hours/days).  

- Patients are able to suppress limiting symptoms and perform above their means when highly 

motivated or under pressure. Maximum performance during a short space of time may cause a 

relapse, which may prolong the course of the disease and inflict short- or long term damage.   

- The symptoms may change in composition and intensity throughout the course of the 

disease. New symptoms frequently herald a relapse. The accurate source of the various 

symptoms and signs are not well understood. A clinical follow-up over time is necessary, as 

laboratory investigations today are inconclusive and cannot be conducted once and for all.  

- Relatives are useful in providing additional information. Patients are not always able to 

relate their reaction patterns or illness history correctly due to cognitive impairment. 

 

Besides providing a means for assessing prevalence, age, gender and geographical distribution 

of ME/PVFS, and a tool for research and planning of health care and schooling, the value of a 

population based registry lies in its potential for increasing the level of competence and 

understanding of this complicated disorder among health workers, teachers and the population 

in general. This also means that the freedom of choice of medical treatment may become a 

reality for people with ME/PVFS. When guidelines for diagnosing and treating ME/PVFS is 

based on the highly inconsistent literature of “chronic fatigue syndrome”, and this is elevated 

to political norm, the severity of ME/PVFS is obscured and patient’s rights are obliterated. 


