	Goudsmit, The PACE Trial Supporter, Speaks 

	Ellen Goudsmit is a psychologist (retired) who has done (some)
excellent work on ME/CFS in the past. But she certainly seems to have
lost her way in her promotion of the PACE trial. Might this have
something to do with her famed jealousy (so we are told) in regard to the
stalwart work of Margaret Williams who has so correctly identified the problems with this PACE trial?

We suspect that Goudsmit is desperate to become involved in the PACE
trial because of the London Criteria of which she is author with
Shepherd. The London criteria are utterly untried and untested, have
never been put into common usage, are out of date and have been
superseded by the Canadian criteria.

Is this promotion of these elderly, unused and outdated London criteria to the Medical Research Council some form of ego promotion do you think?
Shepherd is the Medical Adviser of the MEA, the charity that is
sitting on the Monitoring Panel of the PACE trial whilst suggesting
to MEA members and the wider ME/CFS community that the PACE trial
should be scrapped. Hmm..........

We wonder what Betty Dowsett would have to say about these London
criteria in relation to the PACE trial?
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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.
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