The One Click Response – A Consensus For A New Name for CFS

[CO-CURE]: NAME: Developing a consensus for a new name for CFS

Below we have this Co-Cure post in regard the controversy of the name of this disease in the States. 

Maryann Spurgin and Ray Colliton state: "The term myalgic encephalomyelitis is dead on arrival with the U.S. medical and research community.  As many have pointed out, it is unreasonable to ask physicians and researchers to accept a term that is not accurate."

Is it?  There are many disease terms that are not accurate - too many to count.  Could it perhaps be construed as somewhat disingenuous to postulate that because a global plague that affects millions of people worldwide does not have an accurate disease term name, this is the reason that physicians are refusing to treat it seriously and properly and researchers are refusing to research it?  

In the UK, bio-medical research into ME/CFS ICD-10 G93.3 is failing to be funded as it should,  *not* because of the name of this disease, but because of the vested interests of government, the insurance industry, the pharmaceutical industry, the psychiatrists and so on that have attempted to keep a lid on this thing for so long that they can continue to do no other.  Until they are forced by active campaigning strategies to reconsider that is. 

Dr. Shepherd of the discredited Myalgic Encephalopathy Association is highly delighted by this myalgic encephalomyelitis statement of the Americans above, doubtless.  Shepherd's views are of absolutely no import however since UK Health Minister Lord Warner has stated that the United Kingdom accepts ME/CFS ICD-10 G93.3 and that "...... a change of name should wait at least until an accepted biological marker is found.  Until a new name for this illness is agreed internationally we will have to continue to use Chronic Fatigue Syndrome/Myalgic Encephalomyelitis to describe it."  

Everyone loathes the term 'fatigue' in relation to this disease.  But it is unfortunately the case that a dead fish by any other name will stink just the same no matter what you elect to call it until sufficient funds are allocated for bio-medical research into ME/CFS, that assist in providing some answers to this global plague that is suffered worldwide by millions.  

This Co-Cure post states: "Again, we urge the government and research community to be thinking of and developing a consensus for a new name."  Many would argue that the only way that a new name can be provided by consensus is if bio-medical research results are obtained *first* that will serve to give any new name of this disease accuracy and integrity.  

Destabilisation of ICD-10 G93.3 is not in UK ME/CFS community best interests.   We would therefore be ill advised to throw the baby out with the bath water.  Hysterical Paralysis was renamed Multiple Sclerosis *after* sound research science had caught up with the facts, not before.

Jane Bryant
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on behalf of Maryann Spurgin, Ph.D. and Ray Colliton [mesocofamerica@YAHOO.COM]

David Bell, M.D.

Chairman, Chronic Fatigue Syndrome Advisory Committee

Dear Dr. Bell,

      Changing the name of chronic fatigue syndrome remains the most

important advocacy issue.  Without a name change, the call for increased

research funding will be hampered, and the attempt to educate physicians

will fail.

      We would like to outline what we see as the barriers to a name change

and how these barriers might be overcome. Given that some government

officials and researchers publicly oppose a name change, as our first

recommendation we suggest that the CFSAC recommend to the Assistant

Secretary for Health that a process be developed and implemented to build a

consensus among CDC, NIH, and HHS officials and researchers for a name

change and they be considering what the new name will be.

      Second, we recognize that there were reasons why the previous name

change effort and document failed. To begin with, the patient advocacy

community supported it for conflicting reasons. For example, we supported

the document for one reason only: because of the sentence that was finally

inserted saying that CFS could no longer be used. Appended is the letter

that Ray Colliton wrote to the Name Change Workgroup in December of 2002

that argued that the document as it then existed was internally

contradictory. This letter convinced the Name Change Workgroup to insert

the sentence that CFS could no longer be used. However, the document

continued to be vague enough such that both patient organization

representatives Kim McCleary, in a recent issue of the CFIDS Chronicle, and

Jill McLaughlin, in a recent issue of The Forum, both indicated that the

document said that CFS and M.E. would be recognized under the NDS umbrella

term. This was not what the document actually said.

      Other people supported the document because they felt that it gave

official recognition to the name myalgic encephalomyelitis. The name

myalgic encephalopathy was also referenced in an attempt to please the

groups that have adopted that name. In an attempt to please just about

everyone, the document had too many names, and in the end, it pleased no one.

      We think that chronic fatigue syndrome needs to be replaced with one

name, and research-based subsets should be developed under that one name.

      The term myalgic encephalomyelitis is dead on arrival with the U.S.

medical and research community.  As many have pointed out, it is

unreasonable to ask physicians and researchers to accept a term that is not

accurate.  Unless the U.S. advocacy community is willing to give up myalgic

encephalomyelitis, government officials and researchers will always say

that the political climate is not ripe for a name change. However, we

believe the name adopted by some patient groups in the U.K. and Australia,

myalgic encephalopathy, is not acceptable because it too narrowly focuses

on muscle and brain problems in what is a neurological, circulatory and

otherwise multi-system disorder.

      There are some terms that the patient community holds are demeaning

and does not want to see in any new name. These include "fatigue,"

"chronic," and "unexplained." We believe that the patient community is

virtually unanimous in its dislike of the terms chronic and fatigue.

      Given that chronic fatigue syndrome continues to be confused with

chronic fatigue, we reiterate that physician education is impossible with

the current name.  Both privately and publicly funded research dollars will

be attracted more readily to an illness not branded as chronic fatigue.

Again, we urge the government and research community to be thinking of and

developing a consensus for a new name.

Sincerely,

Maryann Spurgin, Ph.D.

Director, M.E. Society of America

Ray Colliton

Manager, The Co-Cure Project

cc: Members, CFSAC

       Larry Fields, MD, MBA

       Kim McCleary, CFIDS Association of America

       Jill McLaughlin, National CFIDS Foundation

____________________________________________

December 21, 2002

To the members of the Name Change Workgroup:

When I last wrote to you about the problems I perceive with the Name Change

Workgroup proposal, I indicated that I would be writing to you again about

what I consider to be significant inconsistencies contained within this

proposal.  This is why I am now writing.

  I still feel certain that as a proposal to change the name, if passed, this

document is a train wreck in progress.  The document correctly states that

"The vast majority of patients and physicians believe that the current

name, CFS, too narrowly focuses upon a single, poorly defined symptom

(fatigue) and profoundly promotes misunderstanding of the illness."

The document further goes on to state that "2. Patients feel the name CFS

has substantially contributed to the disparaging manner in which they are

perceived and treated by physicians, family, and the general public. They

also believe that this misunderstanding has directly and negatively

impacted the quality of medical care and support they are able to obtain."

However, while making a strong argument for the need to abandon CFS

(chronic fatigue syndrome) as the name in play, the document keeps this

name in play by listing the Fukuda et al. (1994) criteria as a subgroup

under the umbrella term Neuroendocrineimmune Dysfunction Syndrome.  Since

the Fukuda criteria is the officially recognized criteria for the term CFS,

what reasonable expectation can we have that it will be associated with

anything other than the term CFS, without an explicit statement of what the

new term would be?

While it is very difficult to get CFS patients to agree on much, they can

agree on for the need for the term chronic fatigue syndrome to die.

What you are attempting to do is to create a situation where those who want

to keep CFS can believe that CFS is being kept and those who want to see

the term die can be told that it no longer exists.  In point of fact,

though, it is impossible to successfully hold two contradictory positions

simultaneously.  Unless the term CFS is explicitly removed from the Fukuda

criteria, it will remain associated with it.  We have no reasonable basis

on which to hope that the government or the researchers who use the

criteria will abandon the use of the term CFS in relationship to the Fukuda

criteria simply because we want them to do so.  In fact, we have every

reason to know that they will use the very vagueness of this document to

keep chronic fatigue syndrome as the term in play.

  And while you have attempted to split Myalgic Encephalomyelitis from CFS,

you have them joined again in the Canadian criteria, which is called

ME/CFS.  This represents still another contradiction in the document. You

have used the term "criteria" as a substitute for a name where doing so

obscures the fact that CFS is still in play, but don't use the M.E.

criteria (the London criteria, perhaps, although there is a newer one being

used by the UK ME specialists such as Dr. Dowsett and Ellen Goudsmit) as

the name - because the name here is most certainly not the criteria, but

rather Myalgic Encephalomyelitis.  The Fukuda et al. criteria and the

Canadian criteria aren't the name of any illness either.  They are the

criteria for CFS (Fukuda) and ME/CFS (Canadian).

It is important to remember, also, that the patients thought they were

voting on a name to replace the term CFS.  It wasn't until the FAQ came out

that it became apparent that there would be no genuine name change.  I will

repeat again: the mandate was to change the name.  The name has not been

changed.   You have simply added M.E. and GWS to CFS under the umbrella of

NDS. Once this document is opened up for public discussion, I'm certain you

will find that the patients will accept it if and only if CFS dies as the

term in play.  I'm reduced to asking what patients will be diagnosed with

under your proposal?  As an example NDS-Canadian Criteria or ME/CFS?  This

is not at all clear.

One serious problem with having a name change that really doesn't change

the name is that the government will in future years tell the patients "We

gave you your name change and you didn't like it.  Don't look for another

one now."

And there are other practical considerations also.  What is a patient to be

diagnosed with if they fulfill the Fukuda or Canadian criteria?  As things

stand now with this document they are likely to be diagnosed with either

CFS or ME/CFS.

While I appreciate your strong desire to see subgroups accepted and

researched, it seems to me that this won't happen as long as CFS is the

term in play.  "Chronic fatigue" provides too much opportunity for those

who wish to lump to do so.

Frankly, as bad as the inconsistencies are with this document, far worse is

that fact that the document is so very vague.  And it's vagueness will

ultimately cause it to be useless, because it is much too optimistic to

think that this document will provoke any kind of profound change.  It is

more likely to permit the maintenance of the status quo under the guise of

change that is not real.

While those who want to see M.E. used will be happy enough at first, in

reality, they will eventually be disillusioned when they discover that no

US Government money will go to M.E. research (because the government will

fund research only on what they define, i.e., the Fukuda criteria) and

likely no prominent independent researchers will research it. And, even if

they did, the UK experience tells us that journals won't publish the

research.  There is nothing sacred about the M.E. name, given that Simon

Wessely says his patients have M.E. And some patients in other countries

are even arguing for the abandonment of M.E. because of this.  Furthermore,

U.S. physicians won't jump to diagnose M.E., especially since the term

won't exist in the US version of ICD10.  We use ICD codes as billing

codes.  Doctors here in the US won't diagnose something for which they

won't get paid.

Although the document calls for the Fukuda criteria to be used for research

only, why would anyone want to research an entity that doesn't exist as a

diagnosis?  And Fukuda is the only research criteria specified. Therefore,

what leads you to believe that these other criteria will be researched;

this document will probably fail even as a subset proposal.

  What we're left with is a situation where M.E. won't be used, CFS (and

perhaps the Canadian ME/CFS) will continue to be used to diagnose patients,

use of which will not kill the CFS term. Gulf War Syndrome will (of course)

be reserved for deployed veterans of the 1991 Gulf War.

The bottom line is that the mandate of the NCW was to change the name.  The

mandate has not been fulfilled.  I know you feel that this is a first small

step.  But it reminds me of the old Soviet Union five-year plans, wherein

all real change was projected to occur in year five.  Of course, it never

did, and they would then come out with another five year plan calling for

the bulk of the change to come in year five.

If the NCW can't fulfill its mandate, then the NCW ought to simply admit

that fact.  The case for subgroups can be made through published research

that shows the value of subgroups.  In the long run this type of

evidence-based approach is probably better anyway.

Ray Colliton
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