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Distinguishing patients with chronic fatigue
from those with chronic fatigue syndrome:
a diagnostic study in UK primary care

L Darbishire, L Ridsdale and P T Seed

SUMMARY

Background: Chronic fatigue syndrome (CFS) has been defined,
but many more patients consult in primary care with chronic
JSatigue that does not meet the criteria_for CFS. General practi-
tioners (GPs) do not generally use the CFS diagnosis, and have
some doubt about the validity of CFS as an illness.

Aim: To describe the proportion of patients consulting their GP
JSor fatigue that met the criteria _for CFS, and to describe the
social, psychological, and physical differences between patients
with CFS and those with non-CFS chronic fatigue in primary
care.

Design of study: Baseline data from a trial of complex interven-
tions_for_fatigue in primary care.

Setting: Twenty-two general practices located in London and the
South Thames region of the United Kingdom recruited patients to
the study between 1999 and 2001.

Method: One hundred and_forty-one patients who presented to
their GP with unexplained fatigue lasting six months or more as
a main symptom were recruited, and the Centers for Disease
Control (CDC) case definition was applied to classify CFS.
Results: Approximately two-thirds (69%) of patients had
chronic fatigue and not CFS. The duration of fatigue (32
months) and perceived control over, fatigue were similar between
groups; however, fatigue, functioning, associated symptoms, and
psychological distress were more severe in the patients in the CFS
group, who also consulted their GP significantly more frequently,
were twice as likely to be depressed, and more than twice as like-
ly to be unemployed. About half (CFS = 50%;, chronic fatigue =
55%) in each group attributed their fatigue to mainly psycho-
logical causes.

Conclusions: In primary care, CFS is a more severe iliness than
chronic fatigue, but non-CFS chronic fatigue is associated with
significant fatigue and is reported at least twice as often. That
half of patients, irrespective of CFS status, attribute their fatigue
to psychological causes, more than is observed in secondary care,
indicates an openness to the psychological therapies provided in
that setting. More evidence on the natural history of chronic
JSatigue and CFS in primary care is required, as are trials of com-
plex interventions. The results mqy help determine the usefuiness
of differentiating between chronic fatigue and CFS.
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Introduction

T is estimated that approximately 9% of people experience

fatigue of more than six months’ duration at any one time.'
Despite this, data from the 1985 United Kingdom National
Morbidity Survey suggest that doctors classify approximate-
ly 12 new presentations of ‘malaise, fatigue, debility and
tiredness’ per 1000 patients seen in one year, with total
annual consultation rates for fatigue at 18 per 1000.2 Two-
thirds of patients presenting with chronic fatigue in primary
care do not meet criteria for chronic fatigue syndrome
(CFS),3 but most published investigations focus on defining,
measuring, and managing patients with CFS in specialist
settings.* General practitioners (GPs) have not generally
taken up and used the classification of CFS, expressing
either concern about its validity as an iliness,5 or scepticism
as to its usefulness in the context of primary care.® Without
much evidence from trials of treatment for chronic fatigue in
primary care, expert groups propose that it should be treat-
ed with cognitive and behavioural interventions in this con-
text.”® Practitioners and investigators may use the findings
from this study to help decide on the practical use of apply-
ing this specialist diagnosis in primary care.

We recruited into a randomised trial a group of patients
presenting to their GP with unexplained chronic fatigue of
more than six months’ duration, and described this group at
baseline by CFS status. The aim of this paper is to describe
patients who consulted their GP with chronic fatigue, and to
make comparisons between those patients who met the
case definition for CFS and those who did not. We explored
whether using the diagnosis of CFS is useful in primary care.
We thought that applying the CFS case definition might
identify a group that not only had more severe iliness, but
also had more physical causal attributions, which appear to
be more resistant to cognitive and behavioural change fol-
lowing therapeutic intervention with counselling and cogni-
tive behavioural therapy.®

Method
Patient recruitment

General practitioners working in 22 practice groups (n =
128) recruited patients to the study, with a patient population
of 174 000 aged between 16 and 75 years. Between January
1999 and June 2001, using the eligibility criteria shown in
Box 1, GPs referred patients who presented to them com-
plaining of fatigue lasting more than six months as a main or
important problem. The practices were in London and the
South Thames Region of England and included rural, sub-
urban, and metropolitan areas. Following referral by the GP,
an appointment was arranged between the patient and a
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HOW THIS FITS IN

What do we know?

Expert groups have suggested that
chronic fatigue be treated in primary care
although there is little research with this group in this
setting, with little attention having been paid to patients
with chronic fatigue syndrome (CFS).

What does this paper add?

Two-thirds of patients with six months of fatigue in primary
care did not conform to criteria for CFS, and despite having
less fatigue, functional impairment, depression, anxiety,
consultation frequency, and unemployment, non-CFS patients
experienced significant fatigue symptoms of a similar duration.
Attributions were more likely to be psychological than has
been reported in studies performed in specialist settings,

and this was irrespective of CFS status.

Clinically evaluated, unexplained, persistent or relapsing
chronic fatigue (of at least six months’ duration) that is of new or
definite onset (has not been lifelong); is not the result of ongoing
exertion; is not substantially alleviated by rest; and results
in substantial reduction in previous levels of occupational,
educational, social or personal activities.

Four or more of the following symptoms are concurrently pre-
sent for more than six months: impaired memory/concentration,
sore throat, tender lymph nodes, muscle pain, multi-joint pain,
new headaches, unrefreshing sleep, post-exertional malaise.

GPs included patients:

* aged 16 to 75 years;

* complaining of fatigue as a main or important problem
lasting for six months or more;

* with no recent change to any drug regimen; and

* with normal full blood count, erythrocyte sedimentation rate,
and thyroid function tests, within the previous six months.

GPs excluded patients:

¢ with psychotic iliness, organic brain syndrome,
or substance dependency;

* with concurrent physical problems that (in the doctor’s
judgement) could have caused fatigue symptoms;

* who were currently seeing a psychiatrist, counsellor,
community psychiatric nurse, or physiotherapist, or

* who were unable to read English.

Box 1. Eligibility criteria.

research coordinator (LD) at the patient’s surgery. At this
appointment, informed consent was obtained, CFS status
was established, information was collected from GPs’ notes,
and the patient completed questionnaires.

Diagnosis and definitions

At the beginning of each patient’s appointment, following
the attainment of informed consent, the research coordina-
tor assessed each recruited patient for CFS status using a
checklist modelled on the 1994 Centers for Disease Control
case definition for CFS shown in Box 2.° Those not meeting
CFS criteria were classified as having chronic fatigue.

Self-report questionnaires

Most information was obtained from the patients via validat-
ed self-report questionnaires that were completed by each
patient at their doctor’'s surgery in the presence of the
researcher. Patients reported their age, the duration of their
fatigue, whether they were a member of a self-help group,
their employment status, and whether they had been
referred to a psychiatrist in the past. An 11-item fatigue
questionnaire determined fatigue severity,’® with those
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Box 2. Case definition for CFS.?

patients scoring lower than 4 being excluded from the study,
when the questionnaire was scored bimodally. For subse-
quent analyses, each item of the fatigue questionnaire was
rated on a scale from 0 to 3 and summed, with a maximum
possible score of 33. Depression and anxiety were mea-
sured using the Hospital Anxiety and Depression Rating
Scale (HAD)."" The Work and Social Adjustment
Questionnaire (WASA) measured functional impairment dur-
ing work, home, social, and private activities, each on an
eight-point scale,'® and perceptions about cause were mea-
sured with a five-point attribution scale (from 0 = ‘my fatigue
is psychological’ to 5 = ‘my fatigue is physical’).'®

The lliness Perceptions Questionnaire (IPQ)'* assessed
the five dimensions of illness beliefs in three sections.
Symptom identity consists of 12 commonly experienced
symptoms that a patient perceives they experience as part
of their illness (dizziness, headaches, nausea, pain, sleep
difficulties, sore joints, breathlessness, fatigue, loss of
strength, sore eyes, upset stomach, and weight loss). Time-
line (i.e. ‘my illness will last a long time’), cure/control (i.e.
‘there is a lot | can do to improve my illness’), and conse-
quences (i.e. ‘my illness has had major consequences on
my life’) were measured. Each of these dimensions has mul-
tiple items, with responses to each item measured on an
incremental five-point scale anchored at ‘strongly disagree’
and ‘strongly agree’. The mean of all items within each scale
was calculated, with a higher score describing a longer
expected time-line, more positive cure/control beliefs, and
more reported negative consequences of fatigue. The
‘cause’ dimension consists of a list of ten independent attri-
butions about cause, each of which relates to internal or
external causal beliefs.''> The percentage of causal state-
ments that each patient either ‘agreed’ or ‘strongly agreed’
with was recorded as psychological (stress, my state of
mind, my own behaviour, and/or other people), or non- psy-
chological/physical (diet, heredity, poor past medical care,
pollution, chance, and/or a germ or virus). Subtracting the
percentage of psychological causes endorsed from the per-
centage of non-psychological causes endorsed, resulted in
percentage difference between psychological and physical
causes endorsed.

Information from GP notes

Data on past psychiatric diagnosis, current psychotropic
medication, and consulting frequency were extracted from
the patients’ medical records. Consultation frequency was
retrieved for the eight-month period prior to recruitment.
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Statistical analysis

Consultation frequency was extrapolated from the eight-
month data to report a 12-month period. Comparisons
between the group with CFS and the group with chronic
fatigue were made using independent t-tests for continuous
data that were normally distributed, Mann-Whitney tests for
non-parametric or non-normally distributed continuous data,
and 2 for categorical data. Risk ratios were calculated to
describe unemployment, past psychiatric referral, and cur-
rent psychotropic medication. Analysis was undertaken
using SPSS and STATA software packages.

Results

General practitioners identified 178 patients; of these 141
consented to participate, were eligible, and completed
assessments. Practices did not necessarily recruit patients
for the 29-month duration of the study; the median duration
of recruitment was 13 months (interquartile range [IQR] =
5.8 to 25.3). Seventy per cent (n = 99) were female, and the
mean age of the group was 39.8 years (SD = 11.3). Self-
reported median fatigue duration was 32 months (IQR = 13
to 61), and mean fatigue score on the 33-point scale was
24.9 (SD = 5.1). The median number of consultations in the
eight months prior to recruitment was 5.0 (IQR = 4.0 to 8.0),
estimated as 7.5 (IQR = 6.0 to 12.0) consultations over 12
months. Ninety-seven patients (69%) had chronic fatigue,
and 44 (31%) had CFS according to CDC criteria.

Table 1 shows the demographic, fatigue, functioning, and
mood characteristics of patients by CFS status. Although
patients with CFS had significantly more fatigue symptoms
and were more functionally impaired, median duration of
fatigue was not significantly different from the group with
chronic fatigue. The group with CFS were significantly more
likely to be members of a self-help organisation, and con-
sulted their GPs significantly more frequently, than the group
with chronic fatigue (Table 1). They were also nearly twice as
likely to be unemployed (risk ratio [RR] = 1.8; 95% confi-
dence interval [CI] = 1.1 to 3.0).

Significantly higher average depression and anxiety
scores were recorded in the group with CFS, who were sig-
nificantly more likely to be depressed but not anxious. They
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were twice as likely to be taking psychotropic medication
(RR = 2.0; 95% Cl = 1.2 to 3.2) and nearly twice as likely to
report having had a psychiatric referral in the past (RR = 1.9;
95% CI = 1.1 to 3.2), than the group with chronic fatigue.

Using the attributions questionnaire, similar proportions in
each group attributed their fatigue to mainly or only physical
causes (CFS = 50%; chronic fatigue = 45%), with the
remainder in each group attributing their fatigue to psycho-
logical or mixed physical and psychological causes (Table
2). The IPQ showed attributions in more detail. Using the
items from the ‘cause’ dimension, patients in both groups
endorsed a higher proportion of the psychological causal
items than physical causal items. The CFS group endorsed
9% more psychological causes than physical causes, and
the chronic fatigue group endorsed 18% more psychologi-
cal causes than physical causes. The 9% difference
between the two groups was not a significant one (95% Cl=
-3% to 22%; P<0.16).

There were significant differences between groups in ill-
ness perceptions (Table 2): the group with CFS thought their
fatigue would last longer (time-line), that it had had more
serious consequences on their lives, and they identified
more additional symptoms as part of their fatigue, than the
group with chronic fatigue. Both groups perceived a similar
level of control over their fatigue (cure/control).

All of the 12 possible symptoms, except for weight loss,
were identified as being experienced as part of their fatigue
by more than 60% of patients in both the group with CFS
and the group with chronic fatigue. Both groups were high-
ly symptomatic, identifying a large number of symptoms as
part of their illness (CFS = 10.4/12; chronic fatigue = 8.7/12)
(Table 2). Five symptoms were significantly more likely to be
reported by those with CFS (dizziness, headaches, pain,
sore joints, and breathlessness); all but the last being symp-
toms used in the criteria for diagnosing CFS.®

Discussion

Through the assessment of patients presenting to their GP
with chronic fatigue, this study has elucidated the proportion
of patients who present with chronic fatigue that meet
criteria for CFS. Furthermore, it describes the social,

Table 1. Demographic, fatigue, functioning, and mood characteristics of patients by CFS status

Characteristic CFS Chronic fatigue Test

(n = 44) (n=97) statistic
Age in years, mean (SD) 40.5 (10.4) 39.5 (11.8) P = 0.629
Female sex, n (%) 33 (75.0) 66 (68.0) P = 0.434
Consultations in past 12 months, median (IQR) 11.3 (7.5-15.4) 7.5 (4.5-10.5) P = 0.001
Unemployed, n (%) 12 (27.3) 12 (12.4) P = 0.029
Member of self-help organisation, n (%) 9 (20.5) 0 (0) P = 0.001
Self-reported fatigue duration in months, median (IQR) 32 (10-61) 32 (15-61) P =0.645
Fatigue (Likert scoring; scale = 0-33), mean (SD) 27.9 (4.4) 23.6 (4.9) P<0.001
Functional impairment (scale = 0-32), mean (SD) 24.9 (5.9) 17.7 (7.3) P<0.001
Depression score (HAD; scale = 0-21), mean (SD) 9.8 (3.8) 7.5 (3.1) P<0.001
Cases of depression, n (%) 21 (47.7) 17 (17.5) P<0.001
Anxiety score (HAD; scale = 0-21), mean (SD) 11.6 (4.9) 9.7 (4.1) P =0.02
Cases of anxiety, n (%) 26 (59.1) 42 (43.3) P = 0.082
Current psychotropic medication prescription, n (%) 17 (39) 17 (18) P = 0.007
Past psychiatric referral, n (%) 27 (61) 37 (37) P = 0.01

agstimated from eight-months’ data.
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Table 2. Attributions and illness perceptions scores

CFS Chronic fatigue Test
(n = 44) (n=97) statistic

Attributions,? n (%)

Physical causes only 22 (50) 43 (45)

Psychological/mixed 22 (50) 53 (55) P = 0.566
lliness perceptions questionnaire

Timeline (0-5), mean (SD) 3.3 (0.8) 3.0 (0.7) P =0.03

Consequences (0-5), mean (SD) 3.9 (0.6) 3.4 (0.6) P<0.001

Cure/control (0-5), mean (SD) 3.5(0.6) 3.6 (0.5) P =0.115

Symptom identity (12), mean (SD) 10.4 (1.4) 8.7 (2.3) P<0.001

Causal statements endorsed (% psychological — % physical), mean (SD) 8.5 (31.8) 17.8 (37.7) P = 0.159

20ne patient did not answer this question.

psychological, and physical similarities and differences
between CFS patients and the group of patients presenting
with non-CFS chronic fatigue, and suggests how these have
implications for clinical practice and future research.

Main findings
In this study over two-thirds of patients with chronic fatigue
in primary care did not meet criteria for CFS. But in those
that did, the impact of their fatigue was more psychological-
ly, socially, and economically severe. It was not just the CFS
diagnosing criteria in which the CFS patients demonstrated
more severe illness; the CFS patients were also more
depressed and anxious, identified a greater symptom sever-
ity, were more likely to have had past psychiatric referral and
to be taking psychotropic medication, consulted significant-
ly more frequently, and were more likely to be unemployed.
Aside from fatigue duration, CFS and non-CFS patients were
similar only in their perceptions of control over their fatigue
and in the proportions attributing their fatigue to physical
causes.

Despite the observation that the CFS patients experienced
a greater symptom severity than the non-CFS chronic
fatigue patients, 11 out of the 12 additional symptoms were
reported as being experienced as part of their fatigue by
over 60% of patients with chronic fatigue. Furthermore, the
non-CFS patients also reported important levels of fatigue
severity, functional impairment, anxiety, and depression as
part of their fatigue, with some taking psychotropic medica-
tions and some being unable to work.

Strengths and limitations

The strengths of this diagnostic study include its low refusal
rate and its primary care location. These have the advan-
tage of excluding the bias of secondary and tertiary care
studies and making the results more generalisable to the
population of patients with chronic fatigue. Furthermore, the
identification of only patients with fatigue of more than six
months’ duration makes the two groups comparable and
different only in regard to whether or not they conform to
CFS criteria.

A limitation of this study is that for a diagnosis to be really
important it is necessary to show a relationship between
diagnosis and outcome with or without recommended ther-
apeutic interventions,'® and this has yet to be undertaken.
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Agreement with existing literature

That less than one-third of patients met criteria for CFS is
consistent with evidence from a previous, similarly designed
and located study, in which 32% of patients consulting with
chronic fatigue met criteria for CFS,® but is significantly lower
than the reported 59% proportion who experience CFS pre-
senting to specialists.'” Moreover, that patients with CFS
were more severely affected than patients with non-CFS
fatigue, although a new finding in primary care, was expect-
ed, based on the defining criteria for each,® and the charac-
teristics of patients with chronic fatigue and CFS reported
previously. For example, a previous study of patients with
CFS in specialist care reported similarly high levels of
fatigue, functioning, depression, and the proportion with a
history of psychological distress to levels reported in the
CFS patients in this study,'® although unemployment levels
were significantly lower in this study. Similarly, a previous
study of patients with more than three months of fatigue in
primary care reported similar levels of fatigue, functioning,
depression, anxiety, psychotropic medication use, and the
proportion of self-help group members, to the non-CFS
patients in this study.?

Less expected, however, was the significant fatigue dura-
tion and additional symptoms experienced by the non-CFS
patients, a demonstration of illness severity that is support-
ed by economic analyses of the same patients in which
McCrone et al (2003) report that the CFS and non-CFS
patients had similarly high service use costs, mainly com-
posed of informal care requirements.'® Furthermore, in spe-
cialist settings, between 65%'3 and 79%'8 of patients with
CFS have physical iliness attributions, whereas only half of
the CFS patients in this study attributed their fatigue to phys-
ical causes. This is not only similar to the proportion of non-
CFS patients in this study with physical iliness attributions,
but similar to the 53% proportion with physical illness attri-
butions previously demonstrated in primary care patients
presenting with fatigue of at least three months’ duration.?

Implications for future research and clinical
practice

That patients with CFS have a greater fatigue severity than
patients with non-CFS chronic fatigue not only suggests that
they may be more difficult to manage, but that they may
require a greater amount of recommended therapy than
patients with non-CFS chronic fatigue. This has implications
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for future clinical practice as it implies that it may help for
GPs to diagnose CFS before recommending management.
However, that both groups of patients are as likely to report
psychological attributions about the cause of their fatigue
suggests a similar openness to recommended therapeutic
interventions that are composed of both cognitive and
behavioural principles, than may be the case when patients
are referred and treated by specialists.

The potential implication for clinical practice of diagnosing
CFS also has implications for future research, because to
determine the usefulness of distinguishing between CFS
and non-CFS in primary care requires knowledge of whether
outcome with or without therapy in this setting can be pre-
dicted by characteristics such as CFS status or attributions.
Randomised controlled trials of complex interventions for
CFS and non-CFS chronic fatigue can provide this knowl-
edge and may provide support for the recommendation that
fatigue and CFS can be effectively managed in primary care.
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