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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% Cl 2.19-2.53).

®m Prevalence was higher in women than men — OR = 3.92 (95% CI 3.24—
4.72).

®m No significant association with age or education.

®m There was a significant association with occupation.

» Disappeared after accounting for gender.
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ABSTRACT
Background. Chronic fatigue syndrome (CFS) remains an idiopathic and controversial entity.

Method. We screened 31405 individual members of the Swedish Twin Registry (aged 42-64 years)
for the symptoms of fatiguing illness via a telephone questionnaire. We refined self-reported
symptoms via data from several national registries and from physician review of all available
medical records in order to approximate closely the dominant case definition of CFS.

Findings. The 6-month prevalence of CFS-like illness was 2:36% (95% CI 2-19-2-53) and was
mark: dh higher in women than men. odds ratie 3.92 (95% CI 324-4-72) with no significant
association with age or years of education. There was a hld‘liy significant association with occu-
pation that disappeared after accounting for gender.

Interpretation. CFS-like illness may be more common that previously acknowledged. There is a
marked increase in risk by gender. Previous reports that CFS is more prevalent in individuals in
certain occupational catepories were not confirmed and may have been due to confounding by

gender.

INTRODUCTION

This is one of a serics of papers that describe
the epidemiology and genetic epidemiology of
fatigue-related illness in the large, population-
hased Swedish Twin Registry. In this paper, the
focusis on an epidemiological description of fati-
guing illness in individuals aged 42—64 years.
Some degree of fatigue is a common human
symptom (David er all 1990; Lewis & Wessely,
1992; Pawlikowska et af. 1994) although the
controversial and idiopathic entity of chronic
fatigue syndrome (CFS) is relatively rare (Juson
et al. 1999; Reyes ef al. 2003). Although several
definitions of CFS have been proposed (Holmes
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et al. 1988; Sharpe ef al 1991; Hickie &
Wakeficld, 1992; Fukuda e al 1994), the
by an international expert panel un-

gis of the CDC in 1994 is used in most
as well as in clinical settings (Fukuda
et al. 1994). Recommendations for the resol-
ution of ambiguities in these criteria have re-
cently been published { Reeves e al. 2003). These
criteria are based on expert consensus and
clinical expenience and none is empirically de-
rived or has been rigorously scrutimzed (Lewis
& Wessely, 1992; Buchwald, 1996; Levine,
1997 ; Komaroff & Buchwald, 1998). All rely on
self-reported symptoms, as there are no path-
ognomonic physical findings or laboratory re-
sults to serve as diagnostic ‘gold standards’
(Komaroff & Buchwald. 1998) (akhough lab-
oratory testing is used to evaluate exclusionary
conditions) ( Fukuda er al. 1994).
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Norway —

population-based registry study from Norway 2008-2012

B Methods
Cases of CFS/ME were identified in the Norwegian Patient
Register from 2008 to 2012.

B Results
5 809 patients were registered with CFS during 2008 to 2012.

B The incidence was 25.8 per 100 000 person years (95% CI: 25.2
to 26.5).

®m The female incidence rate ratio was 3.2 (95% Cl: 3.0 to 3.4).
B 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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Background:
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of chronic fatigue

Background
Chronic fatigue syndrome (CFS), ar myalgic encephalo-
myelitis (ME), is » dehilitating, medically unexplained
condition [1]. The terms CF§ and ME are often used
interchangeably, and Norwegian health autharities rec-
ommend using the combined term CFS/ME [2]

CFS/ME is an unspecific condition for which it has
been difficult to esmblish objective medical criteria, and
the CFS/ME diagnosis has been debated in the medical
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community for many years [3]. Symptoms may fhuctuate
and vary in intensity within and among patients, but
persistent or relapsing fatigue is abvays present [4]. Func-
tional status and wellbeing are often strongly affected [5].
While the etiology of CES/ME remains largely un-
known, several trigger mechanisms have been proposed,
including infections, stress and trauma [1], A sudden in-
crease in CFS/ME was reported following a large water-
bomne outbreak of giardiasis in Bergen, Norway, in 2004
[6]. Autoimmune etiology has also been suggested, based
on the observation that B-lymphocyte depletion with the
maonoclonal anti-CD20 antibody rituximab was associated




Spain & Catalonia —

Sindrome de fatiga cronica y su relacion con la fibromialgia

®m 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
®m The clinical profile of CFS cases is homogeneous.
B 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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Sindrome de fatiga crénica y su relacién

con la fibromialgial
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Desde que en 1988 el Center for Disease Control
{CDC) de Atlanta (Bstados Unidos) fijo los crilerios
0s para la definicin de caso de sindrome de
fatiga cronica (SFCY, y su posterior actualizacion
por Fukuda el al* en’ 1994, hemos asistido a un
progre: afloramiento de . realidad clinica de
esta enfermedad. A partir de estos criterios, se hu
desarrollado una tarea de deteccién diagndstica y
ncilmente en el dmbi-
centros de segundo o
i destacable la dificultad
que ha habido para implicar a los médicos de ate
cion primaria en esta sistemitica asistencial. Fl SE
se ha incorporado progresivamente al dagnostico
diferencial de los diferentes estados de fatiga, sea
primaria (fatiga persistente o cronica idiopdtica) o
secundria tl g1 asociada 3 otras enfermedad:

reumatologicas 0 sislemicis)™. Sinembargo, es
proceso no ha estado r:\:.'n[n de dificultades, im-
precisiones y conflictos, fruto de la peculiaridad cli-
nica de es f d, ¥ por la ausencia tanto de
marcadores diagnosticos especificos como de un
tratamiento etioligico efect
La falta de un marcador analitico o bioguimico es-

i Gnicamente en datos clinicos y, por
relativamente subjetivos, no serfan Qtles para
pnostico®. Nada mds lejos de la realidad. La
mc‘\n e Ln;u dc‘ los 5, de Fukuda et al,
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cefalea, ()le\(\l.l;.,E.l Y lr 5
tado de dnimo) ha mostrado una elev:
cidad y sensihilidad

considerarse las

Sin embargo, siempre deben
usas de exclusion que los mis-
stablecen (enfermedades previas or-
mentales c|ut.= Cursen con [uu,r\ 0 la obe-
sidad  mérhida). K
entre las nlu.r\mmde\ primariamente. mentile
psicosomaticas y el SFC es posible y de facil res
Zaci6n por facultativos con experiencia’
Respecio a su incidencia, s& ha comprobado que
se han cumplido fas previsiones iniciales real .u
en estudios epidemiolfgicos come el de Wichi
{Estados Unidos)', llegando a la afectacin anW\ i
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cional prevista, de un caso por 1.000 habitntes.
Ello supone la existencia de al menos unos 6.000
casos de SFC en Catalunya, y de 40.000 en ioda B
pama’; Creemos que actualmente ya se han diag-
nosticade aproximadamente | mitad de los casos
existentes.
1 perfil clinico de caso de SFC es muy homogé-
neota H inicio de la enfermedad se produce de
una manera agudd en personas previamente san;
entre [a sepunda y la cuana décadas de la vida, y
afecta mis 3 las mujeres que a los varones, entre
veces mis. Es curiosa la mayor incidencia de
entre el personal sanilario o con actividades de
relacion pablica o social o con elevads movilidad,
hecho que hace pensar en la posible implicacion
epidemiolopica de los vinus y Rctores oxicos o
ambientales en su desencadenamiento. También
Ilama la mencion su menor incidencia en edades
extremas de la vida, como sucede con 3 mayor
parte de enfermed de origen inflamatono o au-
tommune”. Asimismo, se han identificado muy cla-
ramente los distintos factores precipitantes de este
sindrome. En mis de la milad de casos existe un
antecedente de enfermedad infecciosa aguda que
se puede corroborar, habilualmente viral. Los virus
mis frecuentemente implicados son el Epstein-Barr,
el citomegalovirus, el herpesvirus ipo &y el parvo-
virus BI También se ha implicado la infeccisn
por Eplampdia y Mycoplasma. En cualguier caso,
son pérmenss que pueden permanecer de forma
crénica o incluso permanente, llegando a integrarse
en el genoma celular de las células musculares o
neuronas del paciente. Adtian como gérmenes de
fectivos, allerando el funcionamiento energ
metabdlico del paciente. Otros factores
tes comobaradas son I jones por insecti-
idd nJIJ;in.:lmrnnutcn disolvenies y por monex
E las situaciones de mpt.r\z.m\’\nuad
i maltiple, sin-
drome del edificio enfermo, sindrome de la Guerra
del Golfo) y tamhién las situaciones de alteracion del
nitma o calidad del suefo y las de estrés psicol6gi-
co intenso (mobbing, estrés postraumation !
Cualquiers que sea ¢l mecanismo precip
el SFC se desencadena un trastomo fisiopatoltgico
camiin atin poco conacido, pero que conlleva na
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Belgium, the UK and the Netherlands

m Belgium, 2007 —
» 20 000 Belgian adults suffer from CFS,
» ~ 8 000 children suffer from CFS.
B The United Kingdom, 2007 —
diagnostic, traitement et organisation

» The estimated prevalence of CFS is 0.2% of self-reported ME e
in the general population. KCE epors 868

Syndrome de Fatigue Chronique :

» The prevalence among primary care patients is 0.6 t0 2.6%.

B 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

m 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.

B 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.

B 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

®m Prevalence estimates differ according to the
period of evaluation —

» 4-year prevalence l[: Due to long duration of CFS,

the period prevalence could be

» Lifetime prevalence more appropriately compared

» Point prevalence
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Prevalence and incidence estimates differences

B Where surveys were conducted:
» Community, primary care, tertiary care.
B Age of population:
» Adults, children (<10 years old), adolescents (8 to 19 years old).

® The definition or criteria used for diagnosis

» GDC definition of 1988, Australian (1990), British (1991), CDC definition of 1994
(internationally accepted), Canadian (2003).

B 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 (ll)

® Method of identification

» Self-report, parent-report, physician report.
B Time course ascertainments —

» Retrospective, prospective
® Sampling methods —

» Random, consecutive, referred, volunteers.

B Response rate of the population.
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Thanks,
any questions?



