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Members of the DSM-5 Task Force, 

On behalf of the CFS Associazione Italiana - CFS Italian Association of Aviano (Pordenone, Italy), I want to join the International Association for Chronic Fatigue Syndrome (IACFS/ME) in the content of their letter and their deep concern about the possible reclassification of CFS as a somatoform disorder in DSM-5, either as a stand alone psychiatric disorder or as a subcategory under the umbrella-diagnosis of Complex Somatic Symptom Disorder (CSSD). As pointed out by the President of the IACFS/ME it “would not be reasonable based upon the body of scientific evidence and the current understanding of this disease” - CFS/ME, as it is understood by the medical community and explained by the related literature is a multi-system physiological disorder and we, too, believe it would be counterproductive both for the sufferers and for the physicians who try to effectively care for their patients. 

Many of our members have been treated from a psychiatric point of view and most often than not the effects on their lives have been devastating, with no positive results whatsoever, and this not just according to them, but according to the professionals who were treating them. The psychiatric treatment added insult to injury and worsened their condition. As already clearly stated by the IACFS/ME, CFS/ME is not clinical anxiety or depression, nor should it be classified as CSSD: there are somatic symptoms (criterion A) and there is chronicity (criterion C) but there are certainly not “misattributions” nor “excessive concern or preoccupation with symptoms and illness” (criterion B) in patients with CFS/ME, though in the absence of available objective clinical tests, CFS patients may also meet criterion B-4 (Belief in the medical seriousness of their symptoms despite evidence to the contrary). To this regard we concur with the CFIDS Association of America when it states that  “as drafted, the criteria for CSSD establish a “Catch-22” paradox in which six months or more of a single or multiple somatic symptoms – surely a distressing situation for a previously active individual – is classified as a mental disorder if the individual becomes “excessively” concerned about his or her health. Without establishing what “normal” behavior in response to the sustained loss of physical health and function would be and in the absence of an objective measure of what would constitute excessiveness, the creation of this category poses almost certain risk to patients without providing any offsetting improvement in diagnostic clarity or targeted treatment.” We see the need to work (with research and studies) to better the ability of medicine to collect the appropriate evidence, not to make patients change their minds on the seriousness of their symptoms.  
The risk here is also to exchange cause and  effects. Patients do not have a psychiatric condition that manifests itself in somatoform symptoms, and to make such a statement, let alone giving it recognition within the DSM-5, would be ruinous to a proper medical diagnosis and treatment. What is true is that the symptoms of the disease are so intense and prolonged that they could also cause psychological effects for which often the patients would benefit from psychological support: debilitating physical and cognitive symptoms, isolation due to the disease, lack of understanding and needing to defend themselves against accusations of malingering or of having everything “all in their head”, being blamed for their condition, losing the trust of people around them, having to abandon their former lifestyles, not being able to trust in their future… these are true effects with which patients have to deal, a big toll that needs to be addressed by the caregivers. If these effects are framed as a cause, we believe that would not be possible. 

We think you should also be concerned about your own scientific integrity. The history of the DSM regarding other situations shows that it’s not immune to regrettable mistakes, based on lack of understanding and knowledge. CFS/ME is a disease that has an unfortunate past of misunderstanding and bureaucratic abuse. It is a complicated medical puzzle that dedicated physicians are trying to solve and whose scientific effort has been hindered by narrow-mindedness, in the past. After decades, the wave is starting to change direction and we have assisted to many breakthroughs and to the accumulation of clinical evidence that simply cannot be ignored. Researchers even hypothesize that we might have a biomaker in a year or two, if not a cure. In front of all the evidence that researchers better than us can explain to you, and that it is still being evaluated and studied, we believe that making the self-assured statement that CFS/ME is a psychiatric condition is not only arrogant, but unconscionable. You should learn from your own past.

In conclusion, we urge you not to include CFS/ME in the DSM-5, for it is not necessary, harmful and not scientifically sound, on the basis of the medical knowledge that we have. 

Thank you for your attention.

Sincerely, 

Giada Da Ros

President

CFS Associazione Italiana

http://www.salutemed.it/cfs/
I completely agree
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