CFSAC Comment from Lisa Petrison — December 2014

My name is Lisa Petrison. Thank you for allowing me to speak.

The term Myalgic Encephalomyelitis was first used in 1956, to refer to a series of illness outbreaks that
had been reported around the world since the 1930’s.

By the mid 1980’s, there had been more than 100 papers published in the medical literature about M.E.,
with very detailed descriptions of iliness presentation and typical iliness course.

In 1985, several hundred individuals in the Lake Tahoe area came down with severe and classic M.E.
Other U.S. clusters of M.E. also were reported.

The members of the Holmes Committee responding to those outbreaks were aware of the medical
literature about the established disease of M.E.

Nonetheless, the committee decided not to acknowledge that the affected individuals were suffering from
M.E.

Instead, in 1988, the committee created a totally new iliness category, which it called “Chronic Fatigue
Syndrome.”

Considering that fatigue was the least of these patients’ concerns, the Holmes Committee’s decision to
use that name was as problematic then as it is today.

An even bigger problem was that the definition written by the committee was so broad that it allowed
many individuals who did not have M.E. to be diagnosed as having “CFS.”

Over the subsequent 26 years, the government definition of CFS became even broader.

During the past year or so, the government has begun to refer to the condition that it recognizes as
follows: “Chronic fatigue syndrome (ME/CFS).”

This makes me concerned that the government is now suggesting that M.E. is just another name for
“CFS” - and therefore that everything that it says about CFS should apply to M.E. as well.

If this indeed is what the government is suggesting, it is highly inappropriate.

M.E. is a disease with a history going back more than 60 years. It has an established specific definition
that is very different than the Fukuda and Reeves definitions that the government continues to use for
“CFS.”

Those in this community have asked numerous times that the definition of CFS be changed to an
established definition of M.E., through the adoption of the International Consensus Criteria or the
Canadian Consensus Criteria.



Even better would be for the government to officially recognize M.E. as its own illness category, using an
existing M.E. definition.

On the other hand, it would be unscientific for the government to imply that just because their creation of
CFSin 1988 was in response to an M.E. outbreak, their definition for CFS should hold sway over M.E.

M.E. already has a definition. It is an international definition that has been consistent since 1956. Itis a
definition wholly unlike any definition that the government ever has used for CFS.

It is not within the purview of the government of the United States to change the definition of M.E. to their
definition of CFS.

Thank you.
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disease is the onset of behavioural changes, such as emotional lability, irritability and
depression....Disturbances of the cranial nerves such as diplopia and nystagmus, facial weakness,
deafness or, in some cases hyperacusis, are common. A high proportion of cases show evidence of
involvement of the reticuloendothelial system with enlargement of the cervical lymph nodes,
particularly those in the posterior triangle, and, in some patients, hepatitis and splenomegaly.”

2) Alist of some Myalgic Encephalomyelitis outbreaks.

1934 Los Angeles County Hospital - Atypical Poliomyelitis

1936 Fond Du Lac, Wisconsin - St. Agnes Convent - Encephalitis

1937  Erstfeld, Switzerland - Abortive Poliomyelitis

1937  St. Gallen, Switzerland - Frohburg Hospital — Abortive Poliomyelitis

1939 Middlesex, England - Harefield Sanatorium - persistent Myalgia following sore throat
1939 Degersheim, Switzerland - Abortive Poliomyelitis



1945

1946
1948
1949
1950

1950

1952

1952
1952
1953
1953

1953
1954
1954
1954
1955
1955

1955
1955
1955

1955
1955
1955

1956
1956
1956
1956
1956
1957
1958

1958
1959
1961
1961
1964
1964
1967
1968

Hospital of the University of Pennsylvania - epidemic Pleurodynia with prominent
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Disease”
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1984 Lake Tahoe Area of California/Nevada - Eventually characterized as Chronic Fatigue Syndrome
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Murdoch JC. The myalgic encephalomyelitis syndrome. Fam Pract. 1988 Dec;5(4):302-6. Review. PMID:
2852613

5) Peer-reviewed articles mentioning predecessor conditions to M.E. published by 1988.

Sigurdsson B., Sigurdjonsson J, Sigurdsson JH, Thorkelsson J, Gudmundsson KR. A disease epidemic
in Iceland simulating poliomyelitis. Am J Hyg. 1950 Sep;52(2):222-38. PMID: 14771044

Sigurjonsson J, Sigurdsson B, Sigurdsson JH, Thorkelsson J, Gudmundson KR. Epidemic disease in Iceland
simulating poliomyelitis. Acta Psychiatr Neurol Scand. 1951;26(1):70-90. PMID: 14856807

White DN, Burtch RB. Iceland disease: a new infection simulating acute anterior poliomyelitis.
Neurology. 1954 Jul;4(7):506-16. PMID: 13176669

Hardtke EF. Iceland disease in Indiana: a case report. J Indiana State Med Assoc. 1955 Mar;48(3):245-50.
PMID: 14354224

Sigurdsson B. Clinical findings six years after outbreak of Akureyri disease. Lancet. 1956 May
26;270(6926):766-7. PMID: 13320872

Poskanzer DC, Henderson DA, Kunkle EC, Kalter SS. Epidemic protracted debility at Punta Gorda, Florida:
an illness resembling Iceland disease. Trans Am Neurol Assoc. 1957-1958;82nd Meeting:121-3;
discussion 123-5. PMID: 13530059.

Shelokov A, Habel K, Verder E, Welsh W. Epidemic neuromyasthenia; an outbreak of poliomyelitislike
illness in student nurses. N Engl J Med. 1957 Aug 22;257(8):345-55. PMID: 13464938

Hook O. Iceland disease. Nord Med. 1957 Mar 7;57(10):373-5. PMID: 13430983.
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Poskanzer DC, Henderson DA, Kunkle C, Kalter SS, Clement WB, Bond JO. Epidemic neuromyasthenia; an
outbreak in Punta Gorda, Florida. N Engl ) Med. 1957 Aug 22;257(8):356-64. PMID: 13464939

Clement WB, Gorda P Henderson DA, Lawrence JW, Bond JO. Epidemic neuromyasthenia, an outbreak in
Punta Gorda, Florida; an illness resembling Iceland disease. J Fla Med Assoc. 1958 Oct;45(4):422-6.
PMID: 13587882.

Fraumeni JF Jr. Epidemic neuromyasthenia. South Med J. 1959 Oct;52:1192-7. PMID: 13824661

Henderson DA, Shelokov A. Epidemic neuromyasthenia; clinical syndrome. N Engl J Med. 1959 Apr
16;260(16):814-8 concl. PMID: 13644592

Sigurdjonsson J. Poliomyelitis & Akureyri disease; differentiation of poliomyelitis from poliomyelitis-like
disease with characteristics of Akuteyri disease. Nord Med. 1959 Jan 29;61(5):174-7. PMID: 13623058

Fraumeni JF Jr. Epidemic neuromyasthenia. South Med J. 1959 Oct;52:1192-7. PMID: 13824661

Albrecht RM, Oliver VL, Poskanzer DC. Epidemic Neuromyasthenia: Outbreak in a convent in New York
State. JAMA. 1964 Mar 21;187:904-7. PMID: 14100144

Holt GW. Epidemic Neuromyasthenia: The Sporadic Form. Am J Med Sci. 1965 Jan;249:98-112. PMID:
14254837

Miller G, Chamberlin R, McCormack WM. An outbreak of neuromyasthenia in a Kentucky factory--the
possible role of a brief exposure to organic mercury. Am J Epidemiol. 1967 Nov;86(3):756-64. PMID:
6081389

Adamson JR. Epidemic neuromyasthenia. N Engl J Med. 1969 Oct 2;281(14):798. PMID: 5807934
Hart RH. Epidemic neuromyasthenia. N Engl ) Med. 1969 Oct 2;281(14):797-8. PMID: 5807933
Steigman AJ. Epidemic neuromyasthenia. N Engl J Med. 1969 Oct 2;281(14):797. PMID: 5807932

Trimble GX. Epidemic neuromyasthenia. N Engl J Med. 1969 Jul 10;281(2):105-6. PMID: 5784765

Graybill JR, Silva J Jr, O'Brien MS, Reinarz JA. Epidemic neuromyasthenia. A syndrome or disease? JAMA.
1972 Mar 13;219(11):1440-3. PMID: 5066895

Dillon MJ, Marshall WC, Dudgeon JA, Steigman AJ. Epidemic neuromyasthenia: outbreak among nurses
at a children's hospital. Br Med J. 1974 Feb 23;1(5903):301-5. PMID: 4819151

---. Editorial: Epidemic neuromyasthenia. Harefuah. 1975 Jan 1;88(1):32-4. Hebrew. PMID: 1112545

Sutton RN. Ill defined neurological diseases of possible viral origin. Postgrad Med J. 1978
Nov;54(637):747-51. PMID: 746022

Ball AP. Disease due to echovirus type 19 in Birmingham, England, 1975: relationship to
'epidemicneuromyasthenia’. Postgrad Med J. 1978 Nov;54(637):737-40. PMID: 746021
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Corridan JP. 'Epidemic neuromyasthenia' in Southwest Ireland. Postgrad Med J. 1978 Nov;54(637):731-6.
PMID: 746020

Wookey C. Royal free disease: the tip of the Iceland disease iceberg. Nurs Times. 1978 Apr
27;74(17):702-3. PMID: 652544

Dillon MJ. 'Epidemic neuromyasthenia' at the Hospital for Sick Children, Great Ormond Street, London.
Postgrad Med J. 1978 Nov;54(637):725-30. PMID: 746019

Ramsay AM. 'Epidemic neuromyasthenia' 1955-1978. Postgrad Med J. 1978 Nov;54(637):718-21. PMID:
746017

---. 'Epidemic neuromyasthenia' 1934-1977: current approaches. Proceedings of a symposium held by
the Council of the Royal Society of Medicine at 1 Wimpole Street, London, W.1, on 7 April 1978.
Postgrad Med J. 1978 Nov;54(637):705-74. PMID: 746016

Behan PO. Post-infectious encephalomyelitis: some aetiological mechanisms. Postgrad Med J. 1978
Nov;54(637):755-9. PMID: 34143

Parish JG. Early outbreaks of 'epidemic neuromyasthenia'. Postgrad Med J. 1978 Nov;54(637):711-7.
PMID: 370810

Knave B, Mindus P, Struwe G. Neurasthenic symptoms in workers occupationally exposed to jet fuel.
Acta Psychiatr Scand. 1979 Jul;60(1):39-49. PMID: 474176

Ballow M, Seeley J, Purtilo DT, St Onge S, Sakamoto K, Rickles FR. Familial chronic mononucleosis.
Ann Intern Med. 1982 Dec;97(6):821-5. PMID: 7149489

Gear JH. Nonpolio causes of polio-like paralytic syndromes. Rev Infect Dis. 1984 May-Jun;6 Suppl 2:5379-
84. PMID: 6740077

Salit IE. Sporadic postinfectious neuromyasthenia. CMAJ. 1985 Oct 1;133(7):659-63. PMID: 4042036

McHugh SM. Sporadic postinfectious neuromyasthenia. CMAJ. 1986 Jan 15;134(2):106. PMID: 3942909

Salit IE. Post-infectious fatigue. Can Fam Physician. 1987 May;33:1217-9. PMID: 21263931

6) Dr. Gary Holmes and Dr. Jonathan Kaplan of the Holmes Committee discussed Myalgic
Encephalomyelitis in a paper focused on the Tahoe cohort in 1987:

Holmes GF, Kaplan JE, Stewart JA, Hunt B, Pinsky PF, Schonberger LB. A cluster of patients with a chronic
mononucleosis-like syndrome: Is Epstein-Barr virus the cause? JAMA. 1987 May 1; 257 (17).
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“Since the 1930's, several reports have described syndromes of chronic debilitating fatigue associated
with low-grade fever, myalgias, arthralgias, sore throat, headaches, neurological complaints, and a
variety of other symptoms. Although these syndromes are remarkably similar, they have been described
by several names, including Akureyri disease, Iceland disease, atypical poliomyelitis, benign myalgic
encephalomyelitis, epidemic neuromyasthenia, encephalomyelitis and postviral syndrome. Despite
intensive searches for the etiologic agents of these syndromes, all have remained idiopathic. Some
reports, however, have described syndromes that were thought to represent recurrent acute infectious
mononucleosis.

“In the past 15 years, Epstein-Barr virus (EBV) has been established as the cause of most cases of
infectious mononucleosis, and EBV serological data has become commercially available. The suggestion
that the fatigue syndrome might represent recurrent infectious mononucleosis has prompted recent
attempts to link the syndrome with EBV. Several studies have described a syndrome of chronic fatigue
that is similar to those described earlier and that is associated with persistently elevated serum titres of
antibody against the early antigen (EA), viral capsid antigen (VC), and nuclear antigen (EBNA) of EBV).
This syndrome has become known as chronic mononucleosis or, more specifically, chronic EBV disease
(CEBV).

“In September 1985, we investigated a cluster of mononucleosis-like illnesses, thought to represent
CEBV, in Nevada. The results suggest that EBV serology is inadequate for diagnosing these illnesses and
that the illnesses may not be caused by EBV. However, they also suggest that some patients with these
illnesses have an abnormality of infectious and/or immunologic origin.”

7) The paper published in 1988 by the Holmes Committee creating an illness called “Chronic Fatigue
Syndrome.”

Holmes GP, Kaplan JE, Gantz NM, Komaroff AL, Schonberger LB, Straus SE, Jones JF, Dubois RE,
Cunningham-Rundles C, Pahwa S, et al. Chronic fatigue syndrome: a working case definition. Ann Intern
Med. 1988 Mar;108(3):387-9. PMID: 2829679

8) The Fukuda definition of CFS.

Fukuda K, Straus SE, Hickie I, Sharpe MC, Dobbins JG, Komaroff A. The chronic fatigue syndrome: a
comprehensive approach to its definition and study. Ann Intern Med. 1994 Dec 15;121(12):953-9.

9) The Reeves definition of CFS.

Reeves WC, Wagner D, Nisenbaum R, Jones JF, Gurbaxani B, Solomon L, Papanicolaou DA, Unger ER,
Vernon SD, Heim C. Chronic fatigue syndrome--a clinically empirical approach to its definition and study.
BMC Med. 2005 Dec 15;3:19. PMID: 16356178
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10) The International Consensus Criteria:

Carruthers BM, van de Sande MI, De Meirleir KL, Klimas NG, Broderick G, Mitchell T, Staines D, Powles AP,
Speight N, Vallings R, Bateman L, Baumgarten-Austrheim B, Bell DS, Carlo-Stella N, Chia J, Darragh A, Jo D,
Lewis D, Light AR, Marshall-Gradisbik S, Mena |, Mikovits JA, Miwa K, Murovska M, Pall ML, Stevens S.
Myalgic Encephalomyelitis: International Consensus Criteria. J Intern Med. 2011 Jul 20. PMID: 21777306

11) The Canadian Consensus Criteria:

Carruthers BM, Jain, AK, De Meirleir KL, Peterson DL, Klimas NG, Lerner AM, Bested AC, Henry PF, Joshi P,
Powles ACP, Sherkey JA, van de Sande M. Myalgic Encephalomyelitis/Chronic Fatigue Syndrome: Clinical
Working Case Definition, Diagnostic and Treatment Protocols. Journal of Chronic Fatigue Syndrome, Vol.
11(1), 2003.
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