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Re:
Update & Comments on my previous Co-Cure post  about


book, Our Bodies, Ourselves and Recovery rates
Coordinators and contributors to the book Our Bodies, Ourselves need to be commended for their work on this book since it brings the reality of the disease much more clearly into focus.  I forwarded the particular article from the book that was posted on this newsgroup to members of my support group here in the Sacramento, California area, and this is typical of the comments that I received:

“Very interesting and respectable article about M. E./CFS.”
The following were especially strong parts of the article for me:

1.
prominent mention of Myalgic Encephalomyelitis, the correct and historical name for the disease; 2. the cogent opening paragraph to the chapter which describes the disease clearly and shows the viral etiology with neuroimmune consequences; 3. the excellent detailed and accurate section on “Symptoms” which lists symptoms without the mention of the word fatigue, prominently notes that nonroutine tests are often abnormal, and gives daily life examples.
I need to apologize for taking out one sentence (the part about one third recovery rate) and reacting to that in a rather harsh tone.  We certainly need unity in our ranks considering the vast amount of injustice that has been heaped upon patients with M.E./CFS, and I don’t want to contribute to disunity. I hope I learned my lesson about gathering facts more carefully and less hurriedly.

Also, I did not purposely misrepresent any of the articles cited to substantiate a much lower recovery rate.  I know that the unwieldy CDC definition makes it difficult to conduct research accurately in contrast to the clearer 1986 Ramsey Definition and criteria or the 2003 Canadian Consensus Case Definition (although Dr. Andersen’s 2004 study shows that a more accurate recovery rate of 6% for M.E./CFS can be revealed even with flawed American CDC case definitions).

In my summation below, I comment on the cited articles plus other reports of lower recovery rate.  I realize that for purposes of the book they may have had to go with a higher recovery rate because of insufficient raw data.

I think most medical practitioners who have been working with M. E./CFS for a number of years agree on a very low full recovery rate.  My own doctor who is head of Infectious Diseases at Kaiser in Sacramento and who has been working with M. E./CFS patients for over 15 years has said in a recent article in a Sacramento magazine that the recovery rate is less than 10%.  A recovery rate of 10% is cited in the very excellent recent article in the San Francisco Chronicle by Dorothy Wall, “From Skepticism to Science: After 20 years, chronic fatigue syndrome may finally be getting some respect and cutting-edge science.”  In addition, Dr.  Daniel Peterson mentioned in a 1999 interview with CNN that some of the 180 patients that he followed closely for 15 years improved; however, none recovered.

Summation of data about recovery rates with my comments:

0% recovery rate—None of Dr. Peterson’s 180 patients whom he followed for 15 years had recovered [CNN Interview - Oct 1999].

Other studies:

4% recovery rate—“Natural history of severe chronic fatigue syndrome,” Hill NF, Tiersky LA, Scavalla VR, Lavietes M, Natelson BH,  Archives of Physical Medicine and Rehabilitation 1999;80:1090-1093 (small four year study)

Results: Over the 4 years of the study, 13 patients remained severely ill, 9 improved but still fulfilled the 1994 case definition for CFS, and 1 recovered. Illness duration, mode of onset, psychiatric status or depressed mood at intake, or chemical sensitivity did not predict illness outcome. 

One patient was diagnosed with an alternate illness, but it probably did not explain her CFS symptoms. Mood improved for those patients whose illness lessened.

Conclusions: The prognosis for recovery was extremely poor for the severely ill subset of CFS patients. The majority showed no symptom improvement and only 4% of the patients recovered. Illness severity between Times 2 and 3 remained stable.

2% recovery rate—Buchwald study (Ms. Schweitzer correctly states that this was a short-range study even though the 2% recovery rate was correct)

10% recovery rate--(CDC American study)--Nisenbaum R, Jones JF, Unger ER, Reyes M, Reeves WC. A population-based study of the clinical course of chronic fatigue syndrome. BioMed Central Health Quality of Life Outcomes 2003;1:49. (The abstract that I read of the study reported:

“RESULTS: 10% sustained total remission, Duration of illness leq; 2 years was positively associated with sustained remission.” I may have misread the total effect of the article with my M. E. brain, but this is where the figure came from.  Ms. Schweitzer’s comments that the intent of the study was not to highlight recovery rate are well taken).

12% recovery rate--(American study)--Pheley AM, Melby D, Schenck C, Mandel J, Peterson PK. Can we predict recovery in chronic fatigue syndrome? Minn Med. 1999 Nov;82(11):52-6.  (This article as well as the Buchwald article state that complete recovery is rare which is in line with the grassroots experience of my own Kaiser doctor as well as Dr. Daniel Peterson and many physicians who specialize in this disease).

6% recovery rate-- (Australian study)-- Wilson, A. et al. (1994) ‘Longitudinal study of outcome of chronic fatigue syndrome,’ British Medical Journal, 308, p.756-9 Results section of the study: “One hundred and three of the 139 subjects (74%) returned completed questionnaires (29 men, 74 women). Five refused to participate and 31 subjects were unable to be contacted. The mean age was 42.2 (range 19- 67; median 41) years. Subjects had had symptoms for a mean of 9.2 (range 3-30) years and were followed up for a mean of 3.2 (range 2.4- 4.2) years after their initial assessment. Thirty five had participated in the intravenous immunoglobulin trial and 68 in the trial of dialysable leucocyte extract and cognitive behaviour therapy. The 103 subjects who participated in the follow up assessment were significantly older than the 36 who did not participate (mean age at entry to trial 41.4 v 33.7, P<0.001).  There were however, no significant differences in terms of female to male ratio (72% v 58%, P=0.2) or duration of illness at initial assessment (5.6 years v 4.5 years, P=0.15).

Although 65 patients reported improvement, only six had completely recovered. Thirty one reported being unable to perform any form of work, and 26 were receiving disability benefit because of the chronic fatigue syndrome. Twenty one could not perform any significant physical activity, and 41 stated that no social activity was possible. The mean Karnofsky performance score at follow up was 76.3 (SD 8.8, range 60-100), which corresponds to a disability level between “cares for self, unable to carry on normal activity or to do active work” (score=70) and “normal activity with effort” (score=80).

We found no significant differences in global outcome rating between patients in the intravenous immunoglobulin and dialysable leucocyte trials (66% v 62% improved; Karnofsky score 77.9 v 75.5) at long term follow up.

Patients who had not improved had a significantly higher rate of a primary psychiatric diagnosis at follow up (12/38 (32%) v 8/65 (12%), X2=5.7, df=1, P=0.01, odds ratio=3.3). There were no significant differences, however, between improved and not improved subjects in the proportion with reduced (anergic/hypoergic) delayed hypersensitivity responses (18/37 (49%) v 29/65 (45%) at entry; 15/33 (45%) v 26/49 (53%) at follow up), or in rates of premorbid psychiatric diagnoses at entry to the trial (14/38 (37%) v 17/65 (26%)).

Although all subjects had evidence of impaired cell mediated immune function (either T cell lymphopenia or reduced or absent delayed hypersensitivity responses) at the time of diagnosis, only 45% had an impaired response at entry to the trial (table I). Delayed type hypersensitivity response at entry to the trials was, however, associated with delayed type hypersensitivity response at follow up (X2=9.6, df=4, P<0.05).  In all 51% (42/82) of those subjects who had a delayed hypersensitivity skin test repeated at follow up had had the same response (anergy, hypoergy, or normal) documented at entry to the trials.”
6% recovery rate (Danish study)--Journal of Psychosomatic Research 56 (2004) 217-229 “Illness and disability in Danish Chronic Fatigue Syndrome Patients at Diagnosis and 5-year Follow up, M.M. Andersen, H. Permin, F. Albrecht.

19% recovery rate (Irish study)--Hinds, G.M.E., et al.  (1993) ‘A retrospective study of chronic fatigue syndrome’ Proceedings of the Royal College of Physicians of Edinburgh, 23:10-14.
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