Chronic Fatigue Syndrome:
Overcoming the Attitudinal Impasse
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SUMMARY. Context: Patients with Chronic Fatigue Syndrome and
their physicians are often in conflict about the etiology and treatment of
CFS.

Objectives: 1. Survey the literature regarding physician’s attitudes
towards CFS; 2. Examine the contributing factors to physician’s attitude
towards the disorder; and 3. Suggest solutions.

Data Sources: The relevant medical and psychological literature
(years 1988-2000) was searched using the search term “Chronic Fatigue
Syndrome.” This was supplemented with papers from the bibliographies
of the retrieved papers, additional related literature, and clinical experi-
ence.

Data Synthesis: Forty-six to ninety percent of GPs accept CFS as a
discrete clinical entity and 30-82% are willing to make the diagnosis in
qualifying patients.

Conclusions: CFS is a heterogencous, multifactorial host response
disorder that is inadequately described by the biomedical model. Despite
substantial evidence of multisystemic physical abnormality in CFS, the
lack of pathognomic tests and the female gender predominance cause
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some physicians to continue to treat CFS as a psychosocial disorder. This
leads to conflict between patients and physicians. CES challenges physi-
cians to think beyond current disease models, to tolerate diagnostic and
therapeutic uncertainty, and to work collaboratively with patients rather
than taking the role of expert. [Article copies available for a fee from The
Haworth Document Delivery Service: 1-800-342-9678. E-mail address:
<getinfo@haworthpressinc. com> Website: <http://www.HaworthPress.con>
© 2001 by The Haworth Press, Inc. All rights reserved. |
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INTRODUCTION

Despite a large and growing evidence of immune, endocrine, auto-
nomic and cognitive dysfunction in CFS, a precise understanding of
CFES etiology and mechanism has not yet been reached (1). Inadequate
definition, the heterogeneous presentation of patients with CFS and
physician’s discomfort with disorders which do not conform to a linear
biomedical model have contributed to uncertainty among physicians as
to the legitimacy of CFS as a discrete medical entity. Many physicians
continue to formulate and treat CFS as a psychosocial disorder. Pa-
tients, on the other hand, believe their problems to be primarily of phys-
ical origin and are dissatisfied with treatment that does not address
physical issues. The objective of this paper is to review the literature about
physician’s attitudes towards CFS, to examine the contributors to these
attitudes and to suggest solutions to the current impasse

Quantitative data was gathered through a search of the literature
(MEDLINE and PSYCHLIT 1988-2000) using the search term “Chronic
Fatigue Syndrome” in it. All abstracts (n > 1500) were searched. The
full text of all relevant papers was retrieved. The bibliographies of the
retrieved papers and the full holdings of the Journal of Chronic Fatigue
Syndrome (not in Medline) were searched by hand. This paper is not in-
tended as a thorough review of the etiology or treatment of CFS but
does include relevant examples to highlight useful conceptions and
some of the common misconceptions about the disorder.

ACCEPTANCE OF CFS

The five published surveys of physician’s attitudes towards CFS are
summarized in Table 1. A sizable minority (10-54%) of GPs responding
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TABLE 1. GPs acceptance of CFS

Study Country Selection Response | Number of % Yo
method rate responding | Accepting |Comfortable/
(%) GPs existence of able to
CFS diagnose
CFS
Ho-Yen & 2 counties, total 91 178 71 n/a
McNamara 1991 | Scotland sample
(2)
Denz-Penhey Otago total 85 97 90 69.5
etal. 1993 (3) |New Zealand] sample
Woodward etal. | Canberra, solicited unclear 20 n/a 30
1995 (4) Australia from GP
branch
Fitzgibbon et al. Ireland random 72 118 58 82
1997(5)
Steven et al. Australia stratified 77 1615 46 66 (made dx
2000 (6)* by state in past year)

* survey completed in 1995 but not reported untit 2000
n/a—not reported

to the surveys are uncomfortable with the concept of CFS as a clinical
entity. As few as thirty percent of responding GPs were willing to diag-
nose CFS in patients meeting the criteria. It is likely that among the sur-
vey non-respondents acceptance of CFS is even lower. The acceptance
rates may not seem inordinately low. However, if other disorders of un-
known etiology (e.g., multiple sclerosis, rheumatoid arthritis) were sub-
stituted for CFS non-acceptance by even a small percentage of practicing
GPs would be unacceptable.

Of the physicians who remain reluctant to make the diagnosis of
CFS, some argue that it is unethical to diagnose a disorder which cannot
be treated (3) while others worry that a diagnosis of CFS will encourage
illness behavior that will perpetuate disability (5). There is no research
evidence to support this concern. In fact the opposite may be true. Pa-
tients without a firm diagnosis may seek further opinions (3). Unfortu-
nately some physicians shy away from diagnosing and treating CFS in
order to avoid controversy or scrutiny from their peers (3).

PATIENT-PHYSICIAN CONFLICT

At the core of the conflict between physicians and patients lies dispa-
rate views about the etiology of CFS. Most patients cite physical factors
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as the primary cause of their illness (6). Physicians, on the other hand,
feel uncomfortable assuming a physical cause when no precise physical
etiology has been established. Dissatisfaction and conflict between pa-
tients and their physicians is more common with CFS than with other
chronic medical disorders (7). Patients with CFS report that their con-
cerns are not taken seriously and that they are not given the emotional or
informational support that they need (7-9). Physicians express frustra-
tion with the quality of care they provide patients with CFS (4). They re-
port that patients with CFS take up extra time during consultations (1)
and are “difficult” to treat (10,11). This is especially true for patients
who have self-diagnosed with CFS (9,10). Although the conflict be-
tween patients with CFS and their physicians is predicated upon the
lack of legitimacy of CFS, both physicians and patients tend to blame
each other.

CFS IS NOT YET WELL DEFINED

Part of the problem arises from inadequate definition of CFS. There
are four definitions currently in use. Each is the result of clinical experi-
ence and consensus and as such reflects the assumptions of the creators.
For example, the most stringent criteria (CDC 1988) require both physi-
cal symptoms and signs in addition to disabling, prolonged fatigue (12)
whereas the least stringent (Oxford, Australian) require neither (13,14).
The most widely used definition (CDC 1994) for CFS requires the con-
current expression for at least 6 months of fatigue that substantially lim-
its functioning and is accompanied by at least four of the following
symptoms: post-exertional fatigue, muscle or joint pain, cognitive changes,
axillary or cervical lymphadenopathy, headache, sore throat and sleep
disturbance (15). However, most patients report additional symptoms
which are not included in any of the above definitions, e.g., visual blur-
ring, clumsiness, parasthesias, paralysis, nocturia, nausea, orthostatic
intolerance, alcohol intolerance, gastrointestinal and sicca symptoms.
(13,16-18)

A factor analysis of the largest CFS patient set yet reported (n =
1573) confirms heterogeneity. CFS consists of three different inde-
pendent factor groupings: immune/general, cognitive and musculoskeletal
(19). Each of these three factor groups differentiated between defined
CFS patients and controls. A fourth factor grouping of emotional/psy-
chiatric symptoms failed to discriminate. This suggests that the current
definitions need to be revised to: include more discriminating symp-
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toms, consider multiple symptom dimensions and to decrease the em-
phasis currently given to psychiatric disorder.

CFS IS A MISLEADING LABEL

Many argue that the label “Chronic Fatigue Syndrome” contributes
to the disorder’s lack of legitimacy because it emphasizes only one
symptom “fatigue,” which is such a common and non-specific symp-
tom. The name fails to convey that the mental and physical fatigue in
CFS are not substantially relieved by rest nor that exertion worsens
symptoms. The lack of mention of physical signs and symptoms in the
label allows the inclusion of a very heterogeneous group of less se-
verely ill patients to be considered under the rubric of CFS. As a result
many research hypotheses and findings may not pertain to patients with
tightly defined CFS who have multisystemic involvement.

CFS AND THE MEDICAL MODEL

The medical model encourages physicians to examine patients for
signs and symptoms, make a diagnosis and then implement diagnosis
based treatment. Although not explicit in the medical model, it is usu-
ally assumed that specific genetic or external factors result in specific
clinical presentations in a linear fashion. Disorders such as CFS which
are non-specific host responses to unknown or multiple stressors fit
poorly into a biomedical model. It cannot be overemphasized that there
is nothing inherent in the medical model that makes it ill suited to condi-
tions such as CFS. Indeed, bio-psycho-social formulations for all medi-
cal presentations are encouraged. However, these holistic formulations
are difficult to implement in a busy general medical practice (21).

Early skeptics of the validity of CFS (then referred to as benign
myalgic encephalomyelitis) cite the female preponderance of sufferers
and the lack of definitive physical findings as evidence that the disorder
was hysterical in nature (21). Similar logic informs recent papers es-
pousing a psychosocial etiology for CFS. The thesis of this paper is that
absence of evidence does not constitute evidence of absence. Medical
history is replete with incorrect assumptions of psychological etiology
prior to technology becoming available to prove otherwise. Schizophre-
nia, multiple sclerosis, peptic ulcer disease, inflammatory bowel disease,
asthma, tuberculosis and myasthenia gravis are only a few examples.
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PHYSICIAN’S DISCOMFORT WITH UNCERTAINTY

It is a puzzle why so many physicians are reluctant to admit that CFS
is a valid and debilitating disorder that has not yet been adequately de-
scribed. Up to 80% of patients presenting to general practitioners can-
not be given a diagnostic label that fully accounts for their symptoms
(22,23). Being uncertain of diagnosis or treatment is certainly unset-
tling for physicians and can lead to feelings of helplessness and incom-
petence. The greater the discomfort, the more likely physicians are to
jump to conclusions based on partial evidence. This is especially true
when the incorrect conclusions are supported by colleagues held in high
esteem. The pressure from health service funders for rapid diagnosis
and treatment places additional pressure on physicians to make prema-
ture and simplistic conclusions.

OVERCOMING THE IMPASSE

A respectful and collaborative approach to CFS management re-
quires physicians to maintain a healthy skepticism of what they have
learnt. Current medical knowledge cannot adequately explain CFS.
When patients present with symptoms that seem “‘impossible” or “bi-
zarre,” physicians must be willing to question both their patients and
their medical knowledge. Instead of assuming that the patient is mis-
taken or neurotic, physicians must try to explain what they see and resist
the temptation of simplistic explanations even when they come from
reputable sources.

In many cases, frustrations within the doctor-patient relationship are
a result of conflicting views about CFS etiology and treatment. It is im-
portant to remember that such conflicts are relational or contextual issues
and not necessarily suggestive of either patient or physician psycho-
pathology.

Management should be aimed at supporting healthy body function-
ing and treatment of symptoms that contribute to morbidity. Each
symptom is understood in the context of its function and its relation to
the rest of the body. Some of the ancillary symptoms found in CFS are
treatable, e.g., postural hypotension (24), hypocortisolemia (25), psy-
chiatric disorder, irritable bowel syndrome (26), bacterial infection (27)
and irritable bowel symptoms (26). Although treating concomitant dis-
orders rarely “cures” CFS, it may decrease patient morbidity.
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Because there is no gold standard for CFS treatment, physicians and
patients must share the responsibility for information gathering and
monitoring of the patient’s progress. Each patient becomes an N = | ex-
periment in which the observations of both patient and physician inform
critical decision making. Asking patients to keep daily symptom diaries
and then reviewing symptom ratings before and after treatment trials is
a powerful way of assessing outcome. Few patients will choose to pur-
sue a harmful or ineffective treatment in the face of their own conflict-
ing evidence.

CONCLUSION

The medical profession is at a crossroads. Approaching a problem re-
peatedly in the same manner generally leads to predictable results. If
physicians continue to assume patients with CFS are psychologically
disturbed just because medical technology cannot yet explain the physi-
cal aspects of their disorder, it is likely that the current discontent be-
tween patients with CFS and physicians will continue. Alternatively,
accepting ignorance as an inevitable and challenging aspect of medi-
cine will enable physicians to work with patients to discover the causes
and mechanisms of CFS and may herald a new approach to multifaceted
disorders such as CFS that are not yet well understood.
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