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While the US Department of Health and Human Service’s highest officials were lavishing their attention on how many servings of carbohydrates Americans should be eating in a day, the DHHS’s committee on “chronic fatigue syndrome” met on January 10 in Bethesda.  

An unsigned report, which recently appeared on the CFIDS Association of America website regarding what went down in Bethesda on January 10 was an all-too familiar, indeed, classic example of the way the Centers for Disease Control and the National Institutes of Health continue, after twenty years, to portray their activities to patients as if they are actually making scientific progress.  A primary way they do this is to rely on the notion that no one who is listening to them remembers any of the events of the last twenty years.  Call it the US  government’s Tabula Rasa strategy.  For them, history, public records, simply do not exist—or so they dearly wish.  

Let’s take CDC first.   Their public relations arm, CDC contractor CFIDS Association of America, which has received several hundred thousand dollars to perform public relations for the federal agency under the vague characterization “public education,” reports that the Atlanta agency’s “CFS research group” has nearly completed a new study of the disease. Most of the study—methods, hypothesis, rationale, authors, scope as to numbers of patients involved, how subjects were selected, for instance—is draped in secrecy, gratis the CAA spin masters.  Such details cannot be released, the CAA notes on its website, because the study has yet to be published.  Where will it be sent to be published?   What is the agency’s expectation of when it will be published?  These issues are not addressed, either.

In addition, the members of this “CFS research group” go unnamed.  My impression of this group is that it is a vaguely constituted and ever-changing cast of federal employees at the Atlanta-based agency, a kind of revolving door operation in which the lowliest, greenest scientists are roped in for a tour of duty, but who, like Keiji Fukuda, tend to jump at the first opportunity to move elsewhere in the agency where they can study an actual disease, like influenza in Fukuda’s case.  (Fukuda’s ardent desire to flee the “chronic fatigue syndrome” vortex at CDC and move into the study of an actual “disease” was nicely documented in the Sunday New York Times magazine several weeks ago.)  I would love to be disabused of this impression.  Perhaps someone can enlighten me.  

Certainly, neither CAA nor CDC have never made the constitution, size, research objectives, financial resources, etc., of this “group” clear.  All we know is that Bill Reeves is the front man and has been for years.  And, for anyone who has been in a coma for twenty years, it might be prudent to mention yet again that Reeves and several of his colleagues were in the 1990s discovered to have been stealing millions of dollars earmarked by the US Congress to study “chronic fatigue syndrome.”   Instead, they were funneling it into other areas of inquiry, as well as using the money to purchase offices supplies and paying for travel costs unrelated to the study of “chronic fatigue syndrome.”  All of this occurred under the winking, approving eye of the second-highest administrator of the Centers for Disease Control.  Should anyone feel particularly comfortable that Reeves continues as the front man for this so-called “research group”? 

But back to the research referred to on January 10.  According to the CAA report, Wm. Reeves says his group has made the discovery that “chronic fatigue syndrome” patients “were far more impaired” than patients with “other conditions such as pulmonary disease, multiple sclerosis and osteoarthritis.”  CAA/CDC doesn’t enumerate any of the other conditions, but my point is:  Isn’t this news at least fifteen years old?  Haven’t other groups, composed of far more knowledgeable scientists with no history of contempt for “CFS” patients or stealing the money targeted for “CFS” research, come up with these same findings?  Why is the CDC simply reproducing their results, rather than moving forward with biological research into the disease?  

One answer might be that they are not competent to do biological research, which many would argue is the case.  Certainly, in the cases in which they have tried, CDC scientists have been unable to replicate biological findings made by numerous other groups in the US and elsewhere.  

Another reason, which seems equally viable, is that they are still trying to prove to themselves that what they renamed “chronic fatigue syndrome” in 1987-1988 is actually a distinct disease, and that patients are not lying about what has happened to them.  In other words, two decades after they were notified of the outbreak in Nevada, CDC employees are still trying to convince themselves that this disease is worth their own or anyone else’s time.   

Who has already done this work and proved the remarkable degree of disability extant in this disease?  One of the earliest formal studies that I am aware of was conducted by Philip Peterson, then head of infectious diseases for the Hennepin County Medical Center in Minneapolis, and a professor of infectious diseases at the University of Minnesota.  I think some background on Peterson might be relevant here.  

By 1988, Peterson, one of the most respected faculty members at the university medical school, had developed a collaborative nexus of a dozen immunologists, infectious disease specialists and neurologists at the university who were interested in this then-emerging disease.  Within weeks of announcing that he was establishing an ME clinic at the county medical center, 400 ME patients signed up, an interesting number when one recalls that at the time--1988--there were just 350 AIDS patients in the entire state of Minnesota, which then had a population of 4 million.  

“I can’t tell you if there has been an epidemic,” Peterson told me back then.  “What I can tell you is that none of my clinic patients got ill before 1980, and most of them fell ill in 1984 or later.” 

On March 4, 1988, Peterson, concerned by the lack of grant money for research into the disease, appeared before the Subcommittee on Health and the Environment of the House Committee on Energy and Commerce, chaired by Henry Waxman.  He told the committee he believed a “greater commitment” to research was warranted by the National Institutes of Health.  He also said the agency should “earmark” money specifically for the disease, to ensure that the money would not be dissipated in other areas (as was occurring at the CDC, unknown to Peterson at the time).  He proposed a series of small grants worth $50,000 to $100,000, “beginning with perhaps $500,000 in the first year and increasing as the (ME) research infrastructure develops to several million dollars a year.”  He added, “By the standards of NIH, these are relatively small grants, but I believe these funds would allow a great deal to be accomplished.”  

For those of you with a sense of humor, I will add that Peterson also asked that, “Reviews of these small grants should involve researchers knowledgeable about (the disease) so that an effective peer review can be made, rather than review by a committee who may not even be aware that the disease exists.”  

I probably don’t need to add that the NIH went on to spurn Peterson’s ideas for a series of modest, expedited grants to researchers, who, like himself, were already performing research in the field.  NIH officials contended that the “mechanism” already in place was adequate.  The mechanism in place was, of course, exactly the scenario Peterson had described:  a series of rag tag, ad hoc committees whose members were unaware that the disease existed.  And for the next several years, Peterson’s request for modest funding to investigate the cause and the natural history of the disease was turned down by NIH.  Eventually, he quit asking.  (For more on this episode, see Osler’s Web, pp. 256-258.)

Peterson was able to accomplish something quite important on his own steam, however, and that was the completion of a study to determine the degree of disability, or morbidity, in the disease.  By 1990, Peterson admitted, “How you approach this disease depends on your subspecialty.  It is, potentially, an immunologic disease.”  He added that he and his colleagues saw CFS as “a paradigm illness in which the relationship between the brain and the immune system has gone haywire.”  

Peterson said that prior to becoming ill, most of his patients had been highly active, even athletic people in their thirties at the time of onset, after which, “roughly half of our patients could walk no more than three blocks...Running was out for most of our patients, but for most, even minor exercise, like walking uphill, was difficult.”

Peterson and his collaborators used a morbidity scale first described in the Journal of the American Medical Association (JAMA) in 1989 called the Medical Outcome Study to measure the physical suffering of his clinic patients.  A score of 100 was “best health” on the study’s scale.  Peterson compared his patients’ scores to those of healthy people and to those of people suffering from either myocardial infarction (heart attack) or rheumatoid arthritis.  Healthy people averaged a score of 75 using this scale.  Victims of RA scored in the high-forties range.  Patients with myocardial infarction scored slightly lower.  Patients in Peterson’s clinic scored, on average, 16.   

As far as Peterson and his collaborators knew, such low scores had never been measured on this scale.  He presented his findings at a medical conference later that year.  Peterson reported that “CFS” caused greater “functional severity” than heart disease, virtually all forms of cancer, and all other chronic illnesses.   Interestingly, Peterson needed to hire a graphic artist to redesign the morbidity graph for the slide he presented at the conference, since no other category of patients had ever scored so low.  

“We really haven’t seen anything like it with respect to other medical illness,” Peterson said.  (Again, for more information about this research, see Osler’s Web, pp. 364-365.)

Philip Peterson’s group in Minnesota wasn’t the only team to publish on the degree of morbidity involved in “chronic fatigue syndrome” during the 90s.   Lauren Krupp, a neurologist and MS expert at the State University of New York at Stony Brook, has published several papers on multiple sclerosis, “CFS,” the nature of fatigue in neurological disorders, and neurocognitive deficits in both MS and “CFS” beginning in the 1980s.  In 1991, Krupp published, “An Overview of Chronic Fatigue Syndrome” in the Journal of Clinical Psychiatry, in which she performed a review of articles and abstracts covering “CFS” in Medline and Index Medicus from 1980-1990.  She concluded that, “Most studies have shown that CFS patients, compared with other patients with chronic medical illness, experience more disabling fatigue.”

There are myriad other examples of legitimate medical research which has indicated extremely severe morbidity that could be cited here.  In 1991, for instance, HEM, manufacturers of Ampligen, presented the results of an Ampligen drug trial in CFS patients at the Thirty-First Annual Interscience Conference on Antimicrobial Agents and Chemotherapy.  A surprisingly large audience attended the session, including the NIH’s Stephen Straus and several of his colleagues.  Their questions indicated they found the degree of morbidity described in the trial patients incredible. One of the morbidity measures used by HEM was the Karnofsky Performance Status test, which dates to the 1940s and is a time-honored measure of a patient’s ability to perform common daily activities like bathing and preparing meals.  The Ampligen patients’ Karnofsky scores were so low at the trial’s start that the NIH staff questioned the accuracy of the study.  “I mean—“ said one, “it a little bit strains credibility.”   

At least one practicing clinician, HIV specialist Mark Loveless in Oregon would have been unsurprised.  In the late 1980s, Loveless also saw patients with ME, and frequently administered the Karnofsky Performance Scale test to them in an effort to compare them to his AIDS patients.  Even in their last week of life, Loveless had once observed, some of his AIDS victims scored higher on the Karnofsky test than did many of his ME patients.

Since Philip Peterson presented this data during at least one large medical conference dedicated to ME research, and venerable MS researcher Krupp published on this issue in 1991, and several other investigators and clinicians have reported similar findings in numerous forums, can the CDC really claim their morbidity findings, undertaken fifteen years later, are in any way new?  And if this data is ever published in a reputable medical journal, will they reference Philip Peterson’s findings, or Krupp’s, in their citations and acknowledge that they are simply replicating research that was performed fifteen years ago? 

Further, if they really believe their findings, why don’t they issue a press release reporting them?  After all, by reputation (however ill-deserved) they’re the premier agency in the US, indeed, the world, for tracking outbreaks of disease.  They don’t need to wait for publication.  If they were serious about correcting the faulty perception of the disease, they have the clout to do so immediately.  Wouldn’t they want to do everything they possibly could to alert the medical establishment and the general public to the seriousness of this common disease?     

What does their public relations contractor, CAA, say about this finding as it was reported by Wm. Reeves on January 10 in Bethesda?  Merely this:  “These comments...motivated praise from several members of the committee for the scope of the research and the standard being set by this (CDC) group.”  Spin away, CAA!  

(By the way, here’s another idea for a press release in desperate need of releasing:  Reeves’ public admission at another Bethesda committee meeting last year that the 1994 case definition created by the Centers for Disease Control was written by a bunch of people who knew nothing about the disease, including apparently himself.)  

As for CAA’s report that Eleanor Hanna, representing the NIH, broke the news on January 10 that there were no funds to establish the committee’s recommended “Centers for Excellence for CFS” research centers—well, is anyone really surprised there is no money?  CAA mitigated this sad news by allowing as how Hanna nevertheless “expressed the NIH’s continued commitment” to the study of CFS (apparently without money), and that she went on to say that a new “call for proposals,” or grants, was “in its final draft.”  (One would think twenty years might be enough time for NIH to get the wording right, but apparently not.)  

Further, Hanna tried to warm up her audience by promising that $4 million would be available in grant money eventually, if there were any “successful (grant) proposals.”  I wonder, who is competent at NIH to rule on what defines a successful proposal?  In the prophetic words of Philip Peterson, “A committee whose members may not even be aware CFS exists”?  And—what is left to say about a sum of $4 million—assuming it were to be awarded?  Equate it to approximately one dollar per North American patient?

I’m having flashbacks.  Is it 1987 yet?
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