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June 2, 2011

DSM-5 Task Force
American Psychiatric Association
1000 Wilson Boulevard
Suite 1825
Arlington, VA.22209

Members of the DSM-S Task Force

As Execut ive Director of the Rocky Mountain CFS/ME & FM Associat ion, we wish to comment on
the proposals for DSM-S and particularly on the newly created category for "Complex Somatic
Symptom Disorder" (CSSD) and the category "Simple Somatic Symptom Disorder" (SSSD).

We are very concerned about the real harm that can come to patients through the misuse of the
SSD and especially the CSSD in clinical practice. This is especially true for patients with ME/CFS
or other diseases l ike Fibromyalgia, Gulf  War l l lness and IBS that are misunderstood,
misdiagnosed and mrstreated by the medical community at large. And while the DSM-S proposal
itself does not call out any specific disease, there is additional concern for ME/CFS patients
because of discussions over t ime that have mentioned CFS specif ical ly in the context of  "somatic
presentations of mental disorders" (4).

The biggest concerns are:

1. Cont inued st igma for ME/CFS: Despite ample evidence of the pathobiology of MEiCFS
(5),  pat ients are st i l l  subject today to the insistence by their  doctors that there is nothing wrong
and they are 'just depressed'. Establishing the CSSD framework that includes hypochondriacs
and yet could also be easi ly appl ied to pat ients with real and serious medical  diseases l ike
ME/CFS only exacerbates the stigma and mistreatment that these patients have suffered for
years. ME/CFS is especial ly subject to this because the ICD-10-CM categorizes CFS under
"Signs and Symptoms/Malaise and Fat igue" and because those studying somatic symptoms of
mental  disorders specif ical ly cal l  out CFS (4).

2. Misuse and misappl icat ion of the category: The highly subject ive nature of the cr i ter ia,
especial ly when appl ied to real diseases that are poorly understood by the pract ic ing physicians,
will lead to misuse of this category and the incorrect diagnosis of a psychological disorder. The
"Just i f icat ion for Cri ter ia -  Somatic Symptoms" (3) acknowledges that 'A key issue is whether the
guidel ines for CSSD describe a val id construct and can be used rel iably."  Unfortunately,  the
document does not provide a satisfactory explanation. There are severity metrics proposed for
CSSD but these do l i t t le to al lay concerns when the benchmarks for normal response include
healthy volunteers on the one hand and hypochondriacs on the other. How will these instruments
be validated for ME/CFS, which has recently been reported to have "a greater impact on
funct ional status and wel l  being than other chronic diseases such as cancer" (6)

This is a huge issue for patients with diseases that are poorly understood. Every day, people who
are very sick with real diseases l ike ME/CFS, Lyme disease, Fibromyalgia, Gulf  War l l lness and
IBS are told that there is nothing wrong with them. lt is not hard to imagine that their unwillingness
to accept that diagnosis could be judged as 'disproportionate and persistent concerns about the
medical ser iousness of one's symptoms' by their  medical  doctors.
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Once the physician appl ies a mental  health label by diagnosing CSSD (whether as the pr imary
diagnosis or as a secondary diagnosis),  there wi l l  be profound impl icat ions for the pat ient for
diagnosis,  t reatment,  disabi l i ty and insurance.

3. Inappropriate Treatments and Withholding of Needed Diagnost ics: The "Just i f icat ion for
Cri ter ia -  Somatic Symptoms" (3),  in explaining the creat ion of CSSD, states that " treatment
interventions are similar in this group of disorders" and describes the use of antidepressant
medications and CBT for "the identification and modifrcation of dysfunctional and maladaptive
bel iefs about symptoms and disease, and behavioral  techniques to al ter i l lness and sick role
behaviors and promote more effective coping." lt further states that "all of these disorders benefit
from specific interventions with the patient's non-psychiatric physician (e.9. scheduling regular
appointments as opposed to prn appointments, limiting testing and procedures unless clearly
indicated)".  We only need to look to England and the NICE Guidel ines to understand the
disastrous effects of such standards. In the hands of a doctor truly knowledgeable about
MEiCFS, CBT and anti-depressants may sometimes be part of an effective treatment plan. But all
too often, the treatments are misused by doctors who don't understand the disease and instead
bel ieve that the real problem with the pat ient is his false i l lness bel iefs or that he is just
depressed. Suggesting that doctors focus on these as treatments and limit testing and
procedures in such a scenario could have a disastrous impact on the patient's life.

4. Al ignment with ICD: Whi le the DSM-5 is separate from the ICD-10 and is used pr imari ly by
mental health practitioners, there is an alignment between the two today. lt appears that that will
continue with ICD-11 although it is not clear at this time how that will be achieved. Instituting the
CSSD in the ICD-'1 1 would have negat ive impl icat ions not only for the US but also for al l  other
countr ies.

We are not alone in voicing serious concern for the unintended consequences of the DSM-S
plans for SSSD and CSSD. Numerous organizatrons and individuals stated these same concerns
in the Apri l  2010 review cycle yet the CSSD category remains essent ial ly unchanged. Even
members of the psychiatric community, most prominently Dr. Allen Frances, the chair of the
DSM-IV task force and Dr. Robert  Spitzer,  the chair  of  the DSM-I l l  task force, have raised
concerns with the process, content,  direct ion and unintended consequences of the DSM-5
(7,8,9).  Dr.  Al len Frances (the chair  of  the DSM-IV task force) raised this issue of the unintended
consequences of the DSM-5, especially around a premature "paradigm shift". In "A Warning Sign
on the Road to DSM-S: Beware of l ts Unintended Consequences" (7),  he states "Part  of  the
exaggerated claim of a paradigm shif t  in DSM-S is based on the suggest ion that i t  wi l l  be
introducing dimensional rat ings and that this wi l l  increase the precision of diagnosis. . .  [But]
Including an ad hoc, untested, and complex dimensional system in an off ic ial  nomenclature is
premature and wi l l  l ikely lead to simi lar neglect and confusion".

We urge you to seriously reconsider the inclusion of this category. For ME/CFS patients and for
many other pat ients with other real but poorly understood diseases, those unintended
consequences of implementing CSSD and SSSD could be disastrous.

Thank you for your attention in this matter,

Mike Munoz
Executive Director
Rocky Mountain CFS/ME & FM Associat ion
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