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THE ETHICAL CHALLENGE OF CONTROVERSIAL MEDICAL DIAGNOSES

The past decade has witnessed the rise to prominence of a number of

diagnoses such as environmental hypersensitivity syndrome ("20th

century disease", total allergy syndrome), systemic candidiasis,

chronic fatigue syndrome, and dental amalgam mercury syndrome.

There has been much debate as to whether these diagnoses

constitute: (1) distinct medical disease entities with at present

poorly understood pathophysiologies; (2) are manifestations of

psychiatric disease (eg. major depressive episode, panic disorder,

somatization disorder) characterized by the patient's focus on the

somatic symptoms of the disorder and their desire for a medical

diagnosis; (3) are expressions of social distress in the form of

psychophysiological symptoms. other diagnoses such as fibrositis

or fibromyalgia, temperomandibular joint dysfunction, premenstrual

syndrome, endometriosis, irritable bowel syndrome and chronic pain

syndrome have also been controversial and there have been extensive

debates as to whether these are overdiagnosed or misdiagnosed

conditions. The role of psychopathology in the genesis,

maintenance and misdiagnosis of these syndromes has also been

debated.

Patients with controversial diagnoses report meeting with

scepticism from traditional medicine and cite dissatisfaction with

the way in which they are treated by physicians. They report

feeling that they are not believed, that their distress is

dismissed and that there is a lack of interest in research and the

development of effective treatments for their disabling



symptomatology. Proponents of these diagnoses charge that the

response of physicians and institutions associated with traditional

medicine to these patients is unethical.

Bioethics has to date provided little guidance for physicians with

regards to these issues. Clearly, these diagnoses raise important

questions about the rights of the patient and the duties of

physicians. to both individual patients and society at large.

Frustrated physicians may also ask what their own "rights" are in

terms of the clash between their own assessment of the evidence for

or against these diagnoses and the patient's desire for the social

validation provided by a "medical" diagnosis and their anger at

what they perceive as dismissive, devaluing psychiatric diagnoses.

The physician who finds evidence of psychological distress,

somatization or a primary psychiatric disorder that they believe is

the basis for the patient's bodily symptoms must confront

challenges around the ethical imperative for "truth-telling" and

the clinical challenge of translating "truth" into good clinical

care. On a broader social level, at a time of tightening financial

constraints and multiple competing special interest groups, there

are tough choices to be made with regard to funding for medical

research - what obligation exists to investigate controversial

diagnoses. Finally, the physician typically faces difficult

decisions about ethical responses to questions of disability

inquiries from the insurance industry.

Patients clearly have the right to compassionate and concerned
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clinical care for distressing symptoms. Physicians are often

caught in a battle of divided loyalties between their sense of

obligation to the individual patient and a wider responsibility to

the scientific method. They are troubled by the uncertainty and

lack of clarity associated with these symptom complexes and

diagnoses. In this context, the physician may become frustrated

and irritated and react to the patient with a pejorative and

negative response. Our ethical obligation is to do no harm, and an

important aspect of this is managing our own emotional response to

these patients and the uncertainty associated with their diagnoses.

An explicit value of our profession is that treatment should be

based on scientific knowledge. While there is the recognition that

much of what we do still lacks a clear scientific basis, there is

a general consensus within the medical profession that physicians

have an obligation to continue to pursue scientific knowledge and

to value information derived from the scientific method more highly

than that which is derived from less sophisticated methodology or

sUbjective experience. These values are a potential source of

tension in the doctor - patient relationship and clearly bring with

them the risk of increased distress to patients who may feel

devalued. Medical anthropologists have documented the painful

divergence which often occurs between the doctor whose training is

focused on "disease" (i. e. demonstrable or inferred

pathophysiological lesions) and the patient and their family who

are troubled by distressing symptoms and the experience of

"illness".



In the final analysis, ethical physicians have a responsibility to

provide compassionate care in a respectful way for distressed

individuals with controversial diagnoses and those with functional

somatic symptoms. Increasingly, attention has been paid to the

question of how to provide empathic and effective clinical care for

these difficult conditions. Physicians continue to struggle with

how to convey to patients that we care about their illness and

distress even when we do not have a firm understanding of the

etiology of their symptoms. There is an ethical imperative to

improve our skills with regards to communicating with these

patients and providing symptomatic treatment of unexplained

physical symptoms and the psychological distress associated with

them. We need to incorporate new scientific information as it

becomes available. Physicians need to learn to manage their own

emotional response to these patients.

It is clear that it is time for a wider discussion of these issues

as physicians and patients struggle with both the "disease" and the

"illness" of controversial medical diagnoses.
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