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29 April 2005

First identified in the 1980s

By Hillary Johnson

Dear Jane and Angela,
I would like to comment on the post by Margaret Williams regarding the American Centers for Disease Control published claim on April 25 that “CFS” was “First identified in the 1980s…”  Margaret Williams has indeed caught the UK psychiatric lobby in a trap of its own making by applying the CDC’s logic.  But I’m moved to add to Ms. William’s comments an historical perspective in the form of a few comments about the CDC’s troubled, even rancorous, activities in the creation of the false paradigm “chronic fatigue syndrome.”  
The CDC’s announcement of a study of “CFS” in the state of Georgia, where the phrase “First identified in the 1980s…” appears, came in the form of a press release disseminated by the “US Newswire.” The U.S. Newswire is not a news organization.  It is a massive public relations outfit, in existence since 1986, to which numerous individuals and groups sign on in order to have their press releases disseminated to reporters in the U.S.  By employing this service, these groups and individuals, including several members of the U.S. Congress, the White House, and other organizations, pay a fee in an effort to get their point of view mentioned in the legitimate mainstream media.  As U.S. Newswire states on its website, “USN's direct wire service feed(s) into thousands of newsroom computers …U.S. Newswire offers a comprehensive range of other FREE media services to assist journalists in their daily newsgathering activities.” Unfortunately, the press corps in the U.S., as in other countries, is often short on people-power and money.  As a journalist, I am somewhat loath to apply the word “lazy” to those reporters who depend on these press releases.  But I will say that the U.S. Newswire operation in effect provides—in exchange for money—organizations and individuals with particular points of view a voice in the American media that often go unmediated and uninvestigated by the journalists who write stories based on the contents of these press releases.  
The CDC’s press release is addressed in general fashion to “State desk, Medical and Health Reporter,” so busy newspaper editors know exactly which member of their staff to pass the release to.  The “contact” number provided for the writer leads directly to the public relations operation inside the CDC.  Busy reporters can call the CDC press office, get a quote or two from an agency public relations staff member, and publish a version of the press release rewritten to space requirements. Let’s just call this particular press release what it is:  government propaganda.  It is not bona fide news.  
See U.S. Newswire press release ‘CDC Begins Study of Chronic Fatigue Syndrome in Georgia’ here:  http://releases.usnewswire.com/GetRelease.asp?id=46316
To put this in perspective, on the same the day the U.S. Newswire issued the CDC’s press release in which it stated that “CFS was first discovered in the 1980s” among other ridiculous claims, the same “newswire” disseminated a press release to “Construction and 
Real Estate reporters,” from Ryan Puckett of the Portland Cement Association, based in Skokie, Illinois.  The news?  “Concrete homes offer dramatically improved safety in tornadoes.”  (At least that “news” sounds credible.)  Another press release issued the same day by U.S. Newswire was paid for by the conservative Republican house majority leader (and former pesticide applicator) Tom DeLay and his backers in the White House, in which he scolded Democrats for “obstructing” the current U.S. Social Security debate.  DeLay’s statement got a lot of coverage—top billing in some places, in fact; the Portland Cement Association?  Not so much.
So:  let’s return to CDC’s April 25 press release and its propagandistic contents.  Bill Reeves, who is quoted, is the CDC’s principal investigator into “CFS.” He has held this post ever since his predecessor, Walter Gunn, left the agency more than ten years ago after Gunn caught his division diverting the “CFS” research budget appropriated by the U.S. Congress away from the study of CFS. When Gunn reported this theft of millions of dollars to the second in command at the CDC, Gunn’s access to certain agency labs and staff meetings in his own division was immediately denied to him.  His colleagues already viewed Gunn as a loose cannon because of his conviction that what the agency had recently named “CFS” was a physical disease.  His desire to “go public” with the malfeasance ended his career at CDC.  In at least one conversation among many over a period of three years, Gunn characterized Bill Reeves to me as perhaps his greatest opposition toward resolving the disease.  It is my personal view that Reeves has zero credibility to actually oversee bio-medical research or even epidemiology relating to his agency’s “CFS” construct.  Incompetence, malfeasance—neither has stopped the CDC from promoting their propaganda about the disease and their scientific progress (or entire lack thereof) to the U.S. media.  In fact, the propaganda gets more outrageous year by year.
“Georgia is an ideal environment in which to conduct this type of study,” Reeves is quoted in the press release, “because its population is so ethnically and socially diverse.”  
The populations of California or Texas or New York are even more diverse than Georgia’s.  Once again, let’s get real.  Isn’t it more likely that the reason CDC conducted their study in Georgia is because the CDC is in Georgia?  One fact has been firmly established over the last two decades:  the U.S. federal health establishment does not want to spend money on “CFS.”  

In the late 1980s, ABT Associates, the CDC contractors named in the press release, was doing precisely the same thing they’re doing now — random digit dialing and interviewing to count cases — but on a smaller scale and at a positively glacial pace.  The problem then:  no one at the agency could agree how to define the disease because no one there knew what the symptoms actually were.  To give you an idea of what they suspected about the disease, agency staffers were working on questionnaires that inquired whether patients had bedwetting problems as children.  They were also planning to administer Rorschach tests to patients, even though the psychiatric community had years before rejected the usefulness of Rorschach tests.  The folks creating these questionnaires were government epidemiologists, by the way, not psychiatrists.  There was a period in the late 1980s-early 1990s when expert clinicians gamely tried to explain the symptoms of the disease to Reeves and his cohorts.  Agency staff responded by deriding the clinicians as quacks, or accused them of “bias” because they had interacted with patients in their clinics.  With so many successive “research” definitions having been issued since then from the agency, the agency has stitched together its own Frankenstein definition of what they call “CFS,” much of it derived from mere speculation.  By doggedly rejecting facts, logic, empiricism and scientific research conducted by competent scientists, the agency has made it clear in 2005 what it thinks the disease is:  being really, really tired for a long, long time.

“First identified in the 1980s”?  This is a fascinating development in the annals of CDC propaganda.  It should hardly go unnoticed by people who are interested in this topic.  Unstated, but suggested, is that the CDC itself somehow identified the disease in the 1980s.  In fact, the CDC was “invited” to investigate a fulminate outbreak of the disease in Nevada in 1985.  A year passed before the agency reluctantly sent two novice epidemiologists to the outbreak. These two performed lackluster examinations of ten of 185 patients.  They went jogging around Lake Tahoe, hiked a mountain, and returned to the agency with a handful of blood samples, which were tested for EBV antibodies then thrown away.  These two investigators suggested to me soon after that the clinicians they met in Nevada were “weird,” “quacks,” and “colluding with their patients.”  During several years of journalistic inquiry that followed, I did not meet a single scientist, inside or outside government or academia, who felt the CDC had handled the Nevada outbreak properly.  Eventually, I even met scientists within the CDC who admitted—off the record--that the agency had bungled the Nevada investigation.  
Nevertheless, on the basis of that investigation, the agency felt under pressure to somehow identify the phenomenon, whatever it was.  In the late 1980s I used the American Freedom of Information Act to acquire the entire correspondence among a self-
appointed ad hoc committee that would tackle the responsibility of naming — or re-naming — the disease that was occurring in pandemic proportions.  They included Gary Holmes, one of the CDC epidemiologists who had been sent to Nevada, Stephen Straus of the National Institutes of Health, and a handful of clinicians.  One of them, Elliot Kieff, in particular, was a venerable infectious disease specialist from academia who hadn’t practiced medicine in years and was already on record in The New York Times as suggesting the problem was hypochondria and malingering.  Indeed, to quote Gary Holmes on Kieff:  “He’s one of those very highly respected, highly placed individuals in major medical centers who  basically say it’s a disease of neurotic women.”  Straus recommended excluding from the case definition any patient who exhibited symptoms or signs seen in other diseases.  Myalgic encephalomyelitis was one of the names under consideration; clearly, agency staff was not entirely ignorant of the medical literature.  But the strongest objection raised among this group to applying the name M.E. to what was occurring in Nevada and increasingly around the world was that it implied the disease had a physical cause and was a medical illness.  Better to err on the side of mental illness, apparently.  Also, one of the correspondents noted, might that name be too hard for the masses to pronounce?  (To which I would ask, in that case, why not call it “Fluffy”?) 
Thus, the name “chronic fatigue syndrome” arose and pushing up behind it was the weight and unwarranted prestige of the world-famous American “disease control” agency.  Like some kind of sci-fi spore explosion the name spread around the world, settling everywhere.  I’ve always found it interesting that Elliot Kieff adamantly opposed the “CFS” name.   In one letter, he irritably challenged his colleagues, “Is the intention to add a new psychiatric classification?”  The ill-tempered academician, who ultimately refused to sign the case definition, could hardly have been more prescient.  (British M.E. expert J. Gordon Parish was another who refused to sign.)
Two federal investigations have come and gone, both of which implicated Reeves and his colleagues’ involvement in the fiscal malfeasance and lies of years past.  But—who’s going to vet a press release for accuracy, right?   The U.S. Newswire’s April 25 press release from the Atlanta agency ends with several grandiose lies that even for the CDC are remarkably brazen:  “Since 1988, the CDC has conducted a series of studies describing the clinical features of CFS, identifying risk factors and diagnostic markers, and estimating prevalence and incidence of CFS in the U.S.  Although the cause of CFS remains unknown, the research program has helped to increase knowledge about CFS and other fatiguing illnesses.”  
To which I say, keep those PR flyers coming, CDC — they’re very amusing.  

The Centers for Disease Control has had two decades to study the epidemiology of what they decided to name “CFS.” Their research, if one can call it that, has been an unmitigated failure.  Unlike many bona fide scientists, they have offered virtually nothing of value to the literature about risk factors or diagnostic markers — and their prevalence estimates?  Well, as the computer geeks say, GIGO, or, “garbage in, garbage out.”  With Reeves et. al. in charge, expect more of the same.

Hillary Johnson
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FOOTNOTE

See below this Associated Press story that was published on April 27, two days after the April 25th CDC press release.  Of particular interest in that context is the final paragraph, which demonstrates how the government propaganda I describe becomes translated into "news" and is therefore assumed to be true or factual by the t typical news consumer because it comes from a bona fide news agency, the Associated Press.

Source: Associated Press

Date:   April 27, 2005

URL:    http://www.ajc.com/health/content/health/0405/28chronic.html
CDC to study chronic fatigue syndrome in Georgia

-----------------------------------------------------------------
The Centers for Disease Control and Prevention has started a telephone survey to identify the extent of chronic fatigue syndrome in Georgia. The survey will allow the federal health agency to estimate the extent the syndrome in Georgia and in the United States, the agency said in a statement.

About 800,000 people in the United States have chronic fatigue syndrome or similar illnesses. Minorities and people with low incomes appear to be affected by the syndrome more often than others, the CDC said.

The survey will interview 17,000 randomly selected households in Georgia.  More detailed interviews will be conducted to those who have the syndrome’s symptoms, which includes a severe and dehabilitating fatigue, and those who appear to have the illness will be given free medical and lab evaluations.

Residents of DeKalb, Fulton, Bibb, Houston, Baldwin, Bleckley, Crawford, Jones, Macon, Monroe, Peach, Twiggs and Wilkinson counties will be interviewed for the study.

The CDC first started researching chronic fatigue syndrome two decades ago after investigating an outbreak of an unknown illness characterized by debilitating fatigue among residents of Incline Village, Nev. The agency has conducted a series of studies on CFS since 1988. The cause of CFS remains unknown, the CDC said.
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