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Epidemiological data about
Myalgic Encephalomyelitis/
Chronic Fatigue Syndrome

1

Sweden –
The epidemiology of CFS in the Swedish Twin Registry
Method
31 405 individual members of the Swedish Twin Registry (aged 42–64
years) were screened for the symptoms of CFS via a telephone
questionnaire.

» Self-reported symptoms were refined via data from several national
registries and from physician review.

Results
6-month prevalence of CFS-like illness was 2.36% (95% CI 2.19–2.53).
Prevalence was higher in women than men – OR = 3.92 (95% CI 3.24–
4.72).
No significant association with age or education.
There was a significant association with occupation.

» Disappeared after accounting for gender.
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Norway –
population-based registry study from Norway 2008-2012
Methods
Cases of CFS/ME were identified in the Norwegian Patient
Register from 2008 to 2012.
Results
5 809 patients were registered with CFS during 2008 to 2012.
The incidence was 25.8 per 100 000 person years (95% CI: 25.2
to 26.5).
The female incidence rate ratio was 3.2 (95% CI: 3.0 to 3.4).
The incidence rate varied with age for both sexes –

» The first peak in the age group 10 to 19 years and
» The second peak in the age group 30 to 39 years.
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Spain & Catalonia –
Síndrome de fatiga crónica y su relación con la fibromialgia
Approximately 6 000 cases of CFS in Catalonia and
40 000 in Spain in 2004.

» There are 20 000 patients of CFS in Catalonia in 2011.
The clinical profile of CFS cases is homogeneous.
CFS affects more women than men (3 – 5 times more).
More often affects 20-40 years old previously healthy
people.
The highest CFS incidence is among health personnel
or with activities of public or social relationship or with
high mobility.
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Belgium, the UK and the Netherlands
Belgium, 2007 –

» 20 000 Belgian adults suffer from CFS,
» ~ 8 000 children suffer from CFS.
The United Kingdom, 2007 –

» The estimated prevalence of CFS is 0.2% of self-reported ME
in the general population.

» The prevalence among primary care patients is 0.6 to 2.6%.
The Netherlands, 2007 –

» 30 000 to 40 000 CFS-patients live in the Netherlands.
» CSF prevalence is 0.2%.
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Prevalence of CFS
Evidence suggests a population prevalence of at least
0.2% to 2.5%.

» There are 20 to 250 patients with CFS in population of 10 000
patients.

Adolescent patients (>10 years) prevalence are between
0.0027% to 0.338%.

» There are 1 to 34 patients with CFS in the population of 10
000 adolescent patients.

Younger patients (5 – 15 years) prevalence estimates are
0.1% in community.

» 10 patients with CFS in a 10 000 children population.
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Period of evaluation
Prevalence estimates differ according to the
period of evaluation –

» 4-year prevalence
» Lifetime prevalence

Due to long duration of CFS,
the period prevalence could be
more appropriately compared

» Point prevalence
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Prevalence and incidence estimates differences
Where surveys were conducted:
» Community, primary care, tertiary care.

Age of population:
» Adults, children (<10 years old), adolescents (8 to 19 years old).

The definition or criteria used for diagnosis
» CDC definition of 1988, Australian (1990), British (1991), CDC definition of 1994
(internationally accepted), Canadian (2003).

The instrument used to define CFS
» Exclude other medical and/or psychiatric conditions, specific or sensitive.
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Prevalence and incidence estimates differences (II)
Method of identification
» Self-report, parent-report, physician report.

Time course ascertainments –
» Retrospective, prospective

Sampling methods –
» Random, consecutive, referred, volunteers.

Response rate of the population.
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Thanks,
any questions?
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