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Vested interests are a prominent feature of ME/CFS. And there are few vested interests that are quite so damaging as those that relate to the construct of kudos, influence and power for the pure purpose of ego enhancement.

Ellen Goudsmit, psychologist, has recently written an article entitled ‘CBT is not brainwashing’. The full text of this article is below. Goudsmit has attempted to take (unsuccessful) steps through one of her associates to try to prevent this damaging piece of utter hogwash being reprinted. What does this say about this woman and why would she attempt to place such strictures on material published on the internet of all places, the last bastion of free speech? 

It is this action by Goudsmit and her associate that has prompted One Click to write further. To take a closer look at her article, the specifics and the motives behind her actions. 

For reference purposes, please see the original One Click/Goudsmit editorial in the archives of The One Click Group website (Article No.98).

Goudsmit is an ME/CFS sufferer herself. As such, she has had a very difficult life. As has my son since the age of ten. As has Angela Kennedy’s daughter. As have 240,000 ME/CFS sufferers in the UK, 40,000 of them children and young people. This is what makes Goudsmit’s support of CBT/GET and the PACE trial so very shocking to the vast majority.

Has Goudsmit come out in support of CBT/GET and the psychiatric PACE trial because she wishes for the London criteria of which she was one of the authors to be used in the PACE trial?

It appears not to matter that: 

A. The use of the Oxford criteria for *entry* to the PACE trial specifically exclude all sufferers of the neurological disease ME/CFS (ICD-10 G93.3), thus making a nonsense of any sub-grouping by the Fukuda and London criteria since all ME/CFS patients will have already been so excluded. 

B. These London criteria have never been used and tested on *anyone*, are completely out of date and have been utterly superseded by the Canadian criteria that have been used for over 25,000 patients worldwide and produced by a panel of expert physicians by international consensus. 

C. The Canadian criteria that are the latest and most modern produced, blow the ME/CFS mental myth apart and are perfectly capable of being used for research, as has been confirmed in writing by the Medical Research Council itself. 

D. That use of the Canadian criteria would stop the PACE and FINE trials in their psychiatric tracks and bring the psychiatric gravy train to the most grinding of halts.

See the ME/CFS Canadian criteria here:
TheCanadaCriteria

E. That millions upon millions of pounds of British taxpayers money are scheduled to be wasted on this scientifically fraudulent trial. 

It would seem to many that so long as Goudsmit gets her moment in the London criteria sun, the deleterious effect that these trials will have on ME/CFS men, women and children are of little or no import. 

Goudsmit has written some really quite stunning material in her ‘CBT is not brainwashing’ article, such as these quotes below:

“I trust that the therapists involved in the PACE trial will be using the
most effective forms of CBT. “

Effective forms of CBT? Do you mean the correction of faulty illness beliefs that is the definition of CBT? The type of CBT currently being performed by psychiatric nurse Chalder on our ME/CFS children in relation to an organic brain disease as I write? The Chalder whose recent work in the British Medical Journal in relation to ME/CFS children caused such community uproar and outrage? 

The effective form of CBT carried out on young partially paralyzed ME/CFS sufferer Ean Procter (age 11), when the psychiatrists threw him into the swimming pool to see if he would sink or swim? A truly effective form of CBT/GET, that one! The child sank. He damn near drowned in the attempt performed by some of the very same psychiatrists that are involved in the PACE trial today to correct this child’s so-called erroneous and faulty illness beliefs. 

“Cancer is organic but hospitals and hospices still employ counsellors to
help them. Reducing distress is not a waste of time.”

Just so. But cancer patients are offered counselling to help and understand them come to terms with what this disease has done to their lives. They are not told that if they would just simply think differently their tumours would diminish/evaporate and they could get back to work. 

“We've come a long way since the Sharpe et al trial of 1996."

Indeed we have, Ms. Goudsmit, we certainly have. We now have the ME/CFS Centres heavily staffed by psychiatrists and exclusively controlled by the psychiatrists, their colleagues, supporters and friends. We have the psychiatrists making vast amounts of money over their theories with this disease. We have no biomedical research being funded by the Medical Research Council because this disease has been so effectively high jacked by the psychiatric lobby. 

We have dreadfully ill ME/CFS patients struggling to exist on the poverty line whilst being refused medical tests for this illness and the benefits that they need to survive. 

We have ME/CFS children being forcibly removed from their homes by the State, simply because they are suffering from an organic brain disease that is so badly treated and so misunderstood. And these cases are escalating as I write. 

Oh yes, Ms. Goudsmit. The psychiatrists have come a *very* long way since the Sharpe et al trial of 1996.

“The PACE trial design means that researchers will be able to subgroup
those with ME and fibromyalgia, and see who benefits most from which
treatment.”

The PACE trial design *ensures* that ME/CFS patients (if examined properly) will be excluded by the use of the Oxford criteria for entry to the trial. Fibromyalgia is an entirely discrete illness. To include Fibromyalgia sufferers with ME/CFS sufferers is a complete and utter nonsense as stated by Dr. Peter White himself in a public debate with Simon Wessely. 

“To date, no trial of GET has shown that patients have actually increased total activity levels.”

Very true. This is because GET has crippled so many instead. GET has been shown in study after study to damage patients so badly that not only have they not increased activity, some of them have been so badly affected by this treatment that they have ended up in wheelchairs for years and years. 

THE 25% ME GROUP (representing the 25% of ME/CFS sufferers who remain long term ill and severely disabled by the disease), released figures recently that showed over 90% of ME/CFS sufferers have found CBT/GET to be unhelpful and a shocking 82% reported that GET was actively harmful. 

Goudsmit, of course, is not the only one to have a vested interest in the PACE trial along with the psychiatrists and Clark from Action for ME (AfME). Dr. Charles Shepherd has also been involved with the London criteria. This again is a man who has made simply the most excellent living out of ME/CFS patients down the years. 

The Myalgic Encephalopathy Association (MEA) of which Shepherd is Medical Adviser, appears to be currently sitting on the Monitoring Panel of the PACE trial whilst simultaneously pretending that the MEA wants the PACE trial to be stopped. This is considerably more than a contradiction in terms. It is a massive betrayal of MEA members and the wider ME/CFS community. 

The PACE and FINE trials are one of the biggest medical scandals of all time to hit the UK, completely and utterly riddled with vested interests. 

We wonder once more what Dr. Betty Dowsett would have to say to these people promoting the untried, unused, outdated and superseded London criteria. 

The truth will out.

Jane Bryant
THE ONE CLICK GROUP
3 August 2004
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CO-CURE@LISTSERV.NODAK.EDU
[CO-CURE] RES: CBT is not brain washing

Ellen Goudsmit [ellengoudsmit@HOTMAIL.COM]

As a psychologist with ME, I think that it is not helpful to describe
CBT and GET as "forced exercise programmes and mind-altering
techniques designed to brain-wash patients that they do not have an
organic disorder".

CBT is not a mind-altering technique. The mind encompasses more than
specific thoughts which CBT aims to examine and change. The focus
will be to identify those thoughts and beliefs which don't work for
people and cause them additional and needless distress. And examining
specific beliefs in a therapeutic alliance is not brain washing. No
one will be tied up as in Hollywood films. Therapists won't be
wanting all patients to think exactly the same thing about
everything. If someone disagrees with a specifc view, they will not
be subjected to force to persuade them to think otherwise.
There are no drugs to help with the process. It really is not even
close to brain washing. (As one patient told me, when the therapist
offered her a terribly simplistic view of ME, it went in one ear and
out the other. But some things she taught were useful).

I trust that the therapists involved in the PACE trial will be using
the most effective forms of CBT. We've come a long way since the
Sharpe et al trial of 1996. 99% of us have learnt what works and what
doesn't. And trying to persuade some people they do not have an
organic disease is one of those things. It's a waste of time. And
doesn't affect outcome. You can feel better after CBT and still
believe that you have an organic disease!

For many people with chronic fatigue (Oxford defined), their illness
will be partly or largely due to factors unrelated to immune
function, apoptosis or exposure to toxins. (I trust that MERGE is not
funding research into neurastheniaphobic avoidance). In short,
challenging depressive thoughts and irrelevant generalisations may do
some peopel with CFS a lot of good.

Another reality is that increasing activity does help a minority of
patients diagnosed with CFS to some extent. And GET is
hardly 'forced'. Noone is standing behind these patients with a
whip. GET today is about small increases and most therapists permit
an element of pacing. And no one with a science degree has yet
claimed that either CBT or GET is a cure. It helps some patients.
OK, it is being hyped but that's another matter. It has little to do
with functional somatic syndromes and little to do with PACE.

Let's consider ME and CFIDS on their own. Some patients become
afraid as some symptoms are frightening. Some become depressed (e.g.
when they read all that simplistic psychobabble in the BMJ and
Lancet). And some become extremely angry, using up valuable energy
they really haven't got and causing damage to those who get in their
way. CBT may well help them to a degree. How can the adrenal glands
recover if they are constantly stressed? Cancer is organic but
hospitals and hospices still employ counsellors to help them.
Reducing distress is not a waste of time.

In short, not all patients with CFS have a post-viral syndrome, not
all show evidence of immune activation and increased apoptosis and
therefore some may well be avoiding activity because they wrongly
believe they have ME. The PACE trial design means that researchers
will be able to subgroup those with ME and fibromyalgia, and see who
benefits most from which treatment. That is a useful part of the
design. Also useful will be the objective measurement of activity. To
date, no trial of GET has shown that patients have actually increased
total activity levels. They feel better probably because they have
learned to pace themselves better. And we have the interesting
spectre that pacing may well increase activity more than GET
(cf Wallman et al 2004)!

Logic and experience suggests that people with more neurasthenic
types of fatigue will benefit more from CBT and GET than people with
uncomplicated ME. We're just going to have to be patient and wait.

Before anyone thinks I now support the CBT school, I have stated
before that I wished that money would have gone elsewhere, e.g. to
brain scan research. I am also on record as saying that CBT should be
an adjunct for those who require it and that it is a waste to offer
it to everyone with CFS. I have stated that I would have liked to see
further measures e.g. of immune status. I think traditional forms of
GET are unsafe for those with ME. I wished that AFME, the king makers
here, would have taken the time to consult with more knowledgeable
scientists. But it didn't happen and PACE is here to stay.
Misrepresenting it won't make things better for anyone.

We need to deal with reality. CBT may not be as effective as some
claim, but it's not brainwashing and mind altering either. Not
anymore. And Dr. White deserves plaudits for having challenged the
simplistic, trivialising views of Wessely and Sharpe in such a public
forum.

---------------------------------------------------------------------
Ellen Goudsmit PhD, C.Psychol.
PsychophysiologistHealth Psychologist


