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	The PRIME Project - All Parry And No Thrust 

	ONE CLICK on Brave New World of Zero Risk to read this book
by Martin J. Walker
THE PRIME PROJECT UNRAVELLED

Today, One Click publishes details of the PRIME Project and an excoriating exposé of PRIME Project leader Vivienne Parry as written by Martin J. Walker in his new book Brave New World of Zero Risk. In this article Walker meticulously unpicks the structure and strategy of the PRIME Project and the damage that it has been set up to do to ME/CFS patients.

The PRIME Project has been organised to strip the ME/CFS community of its politics, to overcome the resistance to the scientifically fraudulent PACE and FINE trials and to assist in the long-term plan of manufacturing mental illness on a huge scale.

Self styled patient 'representatives' that are involved in the PRIME Project are Dr. Charles Shepherd (currently the subject of a police investigation) of the ME Association, Jane Colby of the TYMES Trust charity, Maria Shortis of AfME, Mary Jane Willows of AYME, Colin Barton of the Sussex/Kent Group (IMEGA-e) and Trevor Wainwright of MERSC amongst others.

The PRIME project is a classic example of the psychiatric lobby using its own covertly-led groups as sounding boards to force through the psychiatric paradigm that has done so much damage to ME/CFS patients. The inclusion of Dr. Charles Shepherd in the PRIME Project has absolutely ensured that no one opposed to the psychiatric lobby and the psychiatric paradigm of ME/CFS would take part. 

What the shareholders of GUS (Argos, Homebase, Wehkamp, Experian and Burberry) will think of this corporation's funding of hundreds of thousands of pounds sterling for the PRIME Project that will assist the psychiatric lobby in the manufacturing of mental illness on a gargantuan scale is a most interesting construct that will doubtless focus many minds - those of the shareholders included - subsequent to the publication of Martin Walker's new book. 

Since One Click started to write about the PRIME Project and its leader Vivienne Parry, we have had emails and telephone calls from charities that have been badly bitten and upset by this woman down the years. The GUS Charitable Trust is by no means held in great esteem by certain elements of the very sector that it purports to assist and fund. 

As Martin Walker writes: "The PRIME project has entered the ME community as a well-managed insurgency campaign. Having lumped together all the illnesses that make up CF syndromes, they now want to separate all the patient groups from any political leadership that has emerged. They have sent in their best operators to pacify the patient population, and pursued them to acquiesce in an expensive series of useless trials, which will enable the State to erect a minimal system of services provision, through which thousands of designated mentally ill individuals can be cared for ‘in the community’. These individuals will also be studied in relation to any psychological manifestations of their illness."

All One Click has ever requested is for independent science to investigate and research the biomedical neurological disease ME/CFS. When we wrote to GUS Chairman and PRIME Project funder Sir Victor Blank over this very issue, this man and his GUS Charitable Trust showed its true colours by refusing to answer and he reached for his lawyers instead. 

For consistently and responsibly asking for biomedical research over ME/CFS, we have been derided, ridiculed, vilified, persecuted, criminalised, abused and our sick children personally harmed. 

From the response that we have received from making this most eminently legitimate and sensible request you would think that we had been personally responsible for terrorist activity that has damaged the State. It must therefore be concluded from the over reaction by the vested interests of corporate science that the State (and Dr. Charles Shepherd) will go to any lengths to refuse in-depth investigation of ME/CFS.

As Martin Walker himself has written in The One Click Story: "With the case of Jane Bryant and Angela Kennedy, and the arrival of four heavily protected police officers on Bryant’s doorstep one morning in April 2005, the covert nature of this conspiracy [of the State versus ME/CFS patients] changed. For the first time, the State showed its hand clearly in what had up until then been an argument within the ME community."

Instead of providing the independent scientific research and investigation into biomedical and organic ME/CFS that the hundreds of thousands of UK sufferers have been requesting for over twenty years, we get the PRIME Project parachuted into the ME/CFS community instead, designed to assist the manufacture of mental illness on a gargantuan scale.

We publish Wessely and more from 'Brave New World of Zero Risk' by Martin J. Walker anon. 

Jane Bryant
The One Click Group
****************************************


Zero Risk information already published on One Click:

Review - Zero Risk

The UK State versus ME/CFS Patients
****************************************


"Please do not get at the PRIME people. They are very good news and don't need to have the knife stuck into them." The Countess of Mar, Patron of the MERGE and TYMES Trust ME/CFS charities writing to Jane Bryant of One Click. 

Mar is the woman who tried to get the One Click directors criminally prosecuted for publishing the evidenced truth in regard to ME/CFS and directly assisted in kicking two disabled children into very severe relapse.

****************************************



Extract from 'Brave New World of Zero Risk'
by Martin J. Walker
Chapters Eighteen and Nineteen
pp. 233-256 

CHAPTER EIGHTEEN

Prime Time for Another Project

The PRIME project was set up by and had initial funding from the GUS (Great Universal Stores) Charitable Trust. It is chaired by Vivienne Parry and managed by Sally Crowe of Crowe Associates, ’specialists in effective people development’. It was parachuted into the ME community with the clear intention of acclimatising sufferers and their carers to the status of research subjects, and preparing the way for them to be cajoled into the national network of psychiatric based clinics.

On November 2, 2004, the PRIME Project held a lunch meeting in order to outline its ‘vision’. Journalist Vivienne Parry (on whom more below) suggested that it was a difficult project, especially given the politics in this field. The Trust, she said, felt that distrust was one of the major brakes on future research of the sort that people with ME/CFS wanted. Only collaborative working would bring all parties together and advance research into causes. She might more honestly have said, ‘This trust is one of the major brakes on future research of the sort that people with ME/CFS want.’

At the meeting were the management team and a handful of people who had been active in the ME/CFS community over the previous decade. These included the Countess of Mar, Maria Shortis from Action for ME, Jane Colby and Sally Player from the Young ME Sufferers Trust, Charles Shepherd as a representative of the ME Association, and a number of representatives from various ME groups or groups aligned with ME sufferers. After initial introductions, it was reported that one participant said: ‘Let’s leave the politics at home.’

Left at home with her politics when the PRIME project’s steering committee first met on January 24, 2005, was One Click co-founder Jane Bryant. When the PRIME project was first announced, she and Angela Kennedy thought, ‘These people sound like thoroughly good eggs!’ There were cordial exchanges between Bryant and Crowe, and Jane believed that One Click had been invited on to the steering committee. On September 2, 2004, Crowe emailed, ‘Many thanks, Jane. Will be in touch soon re some dates for a first steering group meeting.’ With time, however, that invitation dematerialised.

At the steering group meeting of January 24, 2005, Parry claimed, ‘People are scared of doing ME research.’ She would return to her theme, on June 17 2005 saying, ‘We also understood from discussions with researchers – from a very wide range of disciplines – that they were reluctant to enter the field because of what had been seen to happen to other scientists. Some people have said that this isn’t true. It is. Depressingly, I’ve heard it from the horse’s mouth many, many times.’ (Author’s italics.)

In the report of the January steering group meeting the sentiment is expressed that, ‘We need to discourage some of the “high octane” dialogue between researchers and some voluntary groups that prohibit effective progress’. Why an ostensibly neutral research project was making such highly inflammatory and unattributed statements is not explained.

The second steering group meeting was held on April 27, 2005. It 
was called by Vivienne Parry and included the management team 
Sally Crowe, Jude Rogers and Doug Badenoch, and the two PRIME researchers, Carol Edwards and Sophie Staniszewska, both from the Royal College of Nursing Institute (see below). The meeting was organised like a management group therapy session. Everyone was first asked what they had so far enjoyed about the project. Listed in the minutes are its enthusiasm, honesty and support, and the fact that the project puts ME at the fore (as against talking politics all the time).

The attendees had enjoyed the depth of experience in the ME/CFS community and literature and working together positively. Most of all, of course, the group had felt energised by overcoming antagonism and meeting technical challenges and a whole lot of other quite patronising factors. Next, the PRIME project team presented on progress on the three parts of the project: management, literature review and research interviews, and the e community.

With point two of the first item on the agenda, the presentation of an overview of Project Management and Research Workshops, any notion 
of ‘working together positively’ and ‘overcoming antagonism’ had 
actually gone out of the window. Sally Crowe launched into a peculiar criticism of the One Click campaign. Members of the steering group, she said, had reported receiving unsolicited emails from the One Click organisation. A request to be removed from One Click’s mailing list had been refused. This quickly gave the lie to PRIME’s stated desire of working together with all the voluntary groups. If they could not even stomach One Click’s news trailer emails, sent out to thousands of interested groups and individuals round the world, how were they going to fit seamlessly into the ME community? Not to fear! The computer programme and web designers who were part of the PRIME’s management team showed the group ‘how to mark unsolicited emails as spam should they wish to do so’.

Vivienne Parry, Crowe reported, had been doing a bit of research into the One Click campaign. In the style of all good scientists, Parry had carried out a quick straw poll and was happy to share the un-peer-reviewed results.

"The administrator of the GUS Charitable Trust is also a high
profile medical journalist, and has investigated (sic) the
reporting of news items on their web site. She and two colleagues
from the national press checked the facts behind five
‘news’ items chosen at random from the One Click site, going
back to source in all cases. All were distorted, four contained
two or more significant errors of fact and two were defamatory.
One Click could not therefore be considered a reliable
source of news."

"Also reported were discussions with a number of colleagues
representing nine of Britain’s national newspaper titles, all of
whom said that they ignored any communication from One
Click. They did this because ‘their stories never check out.
They regarded One Click’s claims with regard to the media as
risible."(1)

Like all good journalists and poor scientists, Parry was not about to reveal her sources or her sample group, which, incidentally, she had not set against any kind of control.

PRIME’s first stratagem was to offer to quickly draw together the disparate ME sufferers groups, with the apparent intention of building bridges and getting them to pursue a consensus. The most experienced activists knew that any consensus was impossible, and that if one were apparently arrived at, it would be an artifice. The obvious intention of the project was, from the beginning, to gain the trust of ME sufferers, to record their experience in psychiatric terms and to isolate the more politicised campaigners who were calling for scientific inquiries. How else could they sucker thousands of sufferers into the PACE and FINE trials and kick start the first flow through, in the new psychiatrically based networks of clinics?

Vivienne Parry

Vivienne Parry is a writer and broadcaster, and, she says, ‘a scientist by training and an enthusiast by nature.’ She has presented Tomorrow’s World and reported for Panorama. She is a regular commentator on science for the Guardian, has been science editor of Good Housekeeping and also writes for the Mail on Sunday, The Sun and other papers. She was a columnist on Murdoch’s News of the World for four years.(2) She has recently written a book entitled The Truth About Hormones: an up-to-theminute,highly entertaining guide to those mysteriously powerful things, hormones. It brims with fascinating facts. For instance, that were Brad Pitt a true Trojan, he would have practised the first known instance of hormone replacement therapy, by eating the glands of his dead conquests. Oh, the warmth, the intellectual erudition and the wit!

In a Guardian article Parry chose an already weak subject to launch into a wholesale assault on any kind of precautionary approach. After rubbishing a study that suggests that mobile phones might cause low sperm counts, she went on to discuss why we like to believe in scare stories. After positing intelligent arguments, she moved on to specific corporate products, and almost without thinking, slipped and lost bits of her soul as she fell.

"There are several factors that are common to these scares.
Anything involving sex: oestrogen therapy and the pill score
high because they involve women flaunting their sexual activity
beyond menopause or being free of the risk of pregnancy."

If this is post-modern feminist theory, then I’m glad to be counted out. The simplest reason why women should be concerned about the pill or HRT is because, in some women, even light use can lead to serious illness and death. Perhaps Parry hasn’t grasped the fact yet, but when you’re dead, sex, whether done flauntingly or not, and even without the risk of pregnancy, isn’t good.

Parry goes on to lump together all the possible risks of modern life, as if they were urban myths, which had infiltrated our capacity to reason: ‘… Thus radiation of all kinds is instantly feared, from nuclear power, mobile phones, power lines, transmission towers, microwave ovens and computers’. Of course, this is poppycock. I can’t remember the last time I was instantly in fear from an environmental carcinogen.

The fact is, it takes years of reluctant acceptance of technological innovation before we manage to disengage. Few of us actually want to disregard the results of technological progress. Even those of us who have thought long and hard about a particular technology, weighed up the risks, have usually gone on using it long after it has begun to damage us. Few people can actually afford to be instantly fearful of modern technology. And for the poorer sectors even of the developed world, the cheapest most available food options, for example, are usually the most highly processed and most damaging.

Oddly, Parry ends this article giving exactly the kind of advice that 
she seems to spend her life refuting, when she says: ‘It is also useful 
to find out who is behind the information. Do they have something to 
sell or an agenda to push? If they do, be doubly suspicious.’(3) Well, 
bless your little cotton socks, Vivienne! We’ll make a radical 
investigative journalist out of you yet.

Perhaps Parry should bring this same spirit of enquiry and double suspicion to bear on the DoH’s Joint Committee on Vaccines and Immunisation (JCVI) of which she is one of the few lay members – the vaccine manufacturers meet Tomorrow’s World. The JCVI is an expert advisory committee, first set up in 1963. Its terms of reference are to advise the Government on vaccination policy: ‘The Chair and members of the Committee will play a critical role in ensuring the Committee’s continued standing as an internationally recognised leading body in the field of immunisation.’

The JCVI is perhaps the most important committee relating to vaccination in Britain, and determines vaccine policy for the government and the MHRA. Also sitting on it is Brent Taylor, the person responsible for asking Andrew Wakefield to leave the Royal Free Medical School. (See Part Two).

In declaring her vested interests for the JCVI, Parry cited a lecture 
post with the Royal College of General Practitioners’ Leadership Programme. She says the programme was funded by Wyeth, although the RCGP maintains that the present course is actually funded by Roche.(4,5) In declaring an interest with Wyeth, Parry finds herself in the good company of another six of the 19 committee members who have interests in this particular vaccine and HRT manufacturer.(6)

Propaganda for the JCVI suggests that, in addition to their work on the committee, members may be called upon by the Secretariat to give advice when matters arise on which their particular expertise may be of assistance to the public service. Members may also from time to time be requested to attend and to contribute to the deliberations of one or other of the panels of the JCVI.

It is, in this case, fortunate that Vivienne is on the board of the Science Media Centre, because she will undoubtedly be able to talk over these important matters with other Board members, including ex-members of the Revolutionary Communist Party. In fact, as the SMC is paid for by, among others, pharmaceutical companies, it seems only right that the SMC should have been be listed in Parry’s interests.

Vivienne Parry has worked for the GUS Charitable Trust for seven years. The GUS Trust has a policy of entering areas where there is a degree of conflict, or where there is an issue that needs to be brought to the attention of researchers or funders. The Trust did this successfully with prostate cancer.

Parry also ran Birthright for 15 years,(7) a charity which was ill disposed towards alternative medicine.(8) This reproductive health charity was replete with pharmaceutical and genome project money. Birthright became WellBeing of Women (WOW), chaired by Sir Victor Blank, also head of the GUS Trust (see below), which now funds research into all aspects of obstetrics and gynaecology. WOW is a member of the Association of Medical Research Charities (AMRC), originally set up by the Wellcome Trust. In the years 2003/2004, WOW awarded grants totalling £1,038,000; its biggest funder is Sainsbury’s.

Like her colleague from the Science Media Centre, Simon Wessely, and as her Guardian article revealed, Parry is a great defender of the mobile phone. Wessely is the principal investigator at the Mobile Phone Research Unit in the Institute of Psychiatry. This is one of three centres that are trying to show that people who claim they are adversely affected by mobile phones are either imagining it or are the subjects of some idiosyncratic vulnerability.

The SMC supports many of the anti-environmental beliefs of the ex-RCPers, and Parry is happy to encourage the extensive use of mobile phones, the pill and HRT.(9) Spiked, the ex- RCPers webmagazine in which Parry sometimes appears, is also more than happy to deny mobile phone health damage. In an article of December 29, 2000, titled ‘Mobile Moan’, Joe Kaplinsky wrote: ‘The leaflet advises, [on the recommendation of the Stewart enquiry] rather predictably, that the best way to reduce any risk from mobile phone use is … to use the phone less. Unfortunately, since nobody has established that mobile phones are a health risk in the first place, even this obvious advice is unnecessary.’

Parry’s working relationship with members of the SMC extends beyond the work of the centre itself. Organising the GUS campaign to bring prostate cancer to public attention, she had help with the PR work from SMC’s head Fiona Fox. While Parry chaired the National Prostate Cancer Conference in November 2004, Fox addressed the conference on Media Relations – Getting Noticed.

ME/CFS gets a Makeover

A singular mark of the Projects which have touched Professor Simon Wessely and his associates, however lightly, is that his stratagems resemble nothing so much as psychological intelligence operations carried out by secret state organisations. Whatever motivates Wessely, whatever ruminations push him towards increasing the mental illness quotient for Britain, one aspect of his operation is always transparent, its obfuscation.

The PRIME project was set up to help in the long-term plan to manufacture mental illness on a huge scale. It was, however, vitally important from the beginning that the Project pretended a distance from the psychiatric paradigm and the government. Setting up PRIME with no evident background in the ME/CFS conflict, and maintaining a steely veneer of independence, made it appear at first sight that PRIME was simply helping the ME/CFS community to push forward their case for real treatment.

This apparently positive philanthropic approach got PRIME off to a 
good start. The propaganda ploy, such as putting the One Click 
campaign on PRIME’s list of acquiescing voluntary groups was a smart move – though no time was wasted in launching a covert campaign to destroy One Click. The inclusion of Charles Shepherd in PRIME’s deliberations, meanwhile, guaranteed that no one opposed to the psychiatric lobby would take part.

All the same, it took Jane Bryant some months before she wrote to Vivienne Parry, asking her about the origins of the organisation and her involvement with the Wessely School.(10) This was anyway, a waste of time. Parry wrote back saying that she has been in the same room as Wessely on only one occasion and then had not spoken to him. ‘A link, a link!’ she typed, with apparent gleeful sarcasm. Parry, however, seems to have underestimated the famous charm which Wessely has brought to bear on other solid, matronly looking women such as Caroline Richmond and Elaine Showalter. Within six months of this disavowal Simon appeared in a friendly guest appearance on Parry’s BBC Radio 4 programme, ‘Stressed Out’.(11)

A more thorough examination of the network surrounding PRIME and 
its participants shows conclusively that they all share a roughly 
common philosophy and that none of them is even slightly interested 
in the scientific research of the organic aetiology of ME or CFS. The 
one overriding conjunction between all the characters involved is, as stated above, that they are working to a plan that has already been agreed by the DoH, the Dti, the MRC(12) and various outcrops of the Wessely School. The PRIME Project has the acquiescence of a core of politically motivated psychiatrists and psychologists and a medical establishment that, although it professes evidence-based medicine (EBM), is not much interested in either evidence or science.

The PRIME project consists of two strands, both of which have a 
similar purpose. First, there is the ongoing project, with the intent of acclimatise sufferers to the incoming psychiatric treatment programme and to familiarise them with ideas about patient participation in research conducted by psychologists and psychiatrists. There is absolutely nothing in the programme that augers new useful help for ME/CFS sufferers, just the old, tried and mainly failed psychiatric and psychological rehabilitation schemes.

According to its literature, PRIME is aimed at three groups:

* For people living with (or who have recovered from)
ME/CFS, it will give voice to their experiences and
influence the research agenda.

* For researchers, it will provide better access to a wide
range of people with ME/CFS and a shared understanding
of their research priorities.

* For service providers (in the clinical network co-ordinating
centres and the specialist teams), it will provide a
better insight into the experiences and priorities of their
service users.

The PRIME Project, its personalities and its context, discussed in more detail in chapter 19, can be reviewed in four parts. First there is Parry’s GUS Trust. Second, there is the management of the project, a triumvirate of organisations, referred to as the ‘project management’. Third, there are the two academics conducting the research project, which, although it is to be ‘led by patient needs,’ seems to have been outlined and inaugurated by the GUS Trust. Finally, there is the project steering committee, an examination of which gives us a good idea of the project’s direction.

The GUS Trust

In the past, the Wessely school, and therefore the government strategy, has been supported and encouraged by funding from Lord Sainsbury’s Linbury Trust. While the Trusts run by David Sainsbury are temporarily ‘blind’ during his tenure as Minister for Science, they still bear an obvious relationship to the Sainsbury family and therefore to David Sainsbury and his work in defence of ‘science’.

As Science Minister, David Sainsbury is also the head of all the Research Councils, including the Medical Research Council (MRC). It is hardly surprising that the MRC has played a considerable role in promoting the psychiatric aetiology of ME and offering Simon Wessely a base from which to organise and financially refuel.

The Great Universal Stores (GUS) Trust(13) was chosen to float and finance the PRIME project. The chairman of GUS,(14) Sir Victor Blank 
is a member of the Financial Reporting Council and of the Council of Oxford University.(15) He is an Honorary Fellow of the Royal College 
of Obstetricians and Gynaecologists and of St Catherine’s College, 
Oxford. He personally chairs two charities, one of them WellBeing of Women (WOW).(16) The GUS Trust gives generously to medical 
charities including those researching cancer and Down’s syndrome.

There are ten directors on the Board of GUS, only one of whom, John Coombe, has a substantial history with the pharmaceutical industry. In 1986, Coombe joined Glaxo as group financial controller, and, in 1992, he was appointed finance director. He continued in this role through Glaxo’s transformational mergers with Wellcome and SmithKline Beecham,
becoming chief financial officer of Glaxo-SmithKline plc in
2000. He retired from GSK in March 2005.

*****************************

CHAPTER NINETEEN

PRIME Management

In 2004, Dr Sophie Staniszewska and Dr Carol Edwards, two sociologists from the small academic Institute of the Royal College of Nursing (RCN), whose work focuses on patient participation,were awarded a grant of £127,000 from the GUS Charitable Foundation. Given under the head of Partnerships for Research in ME/CFS Project, the money was to cover a
small qualitative research project and the consultancy costs of Crowe Associates and Minervation Ltd. All the grantees lean towards the idea of psycho-social and psychiatric interpretation of patients’ presentations.

Minervation is a spin-out company from the Centre for Evidenced-Based Mental Health (CEBMH) in the department of psychiatry at Oxford University. Its business is ‘the creation and management of web-based knowledge systems for healthcare providers, using the best available evidence from systematic clinical research’.

The two men who developed Minervation beyond the CEBMH, in 
2002, André Tomlin and Douglas Badenoch, have similar backgrounds. Both trained in information science and have spent a number of years working in evidence-based health care. Tomlin is the general manager and Badenoch is development manager. Tomlin developed the NHS National electronic Library for Mental Health (NeLMH). All his writing is about mental health evaluation, such as ‘Answering mental health questions with reliable research evidence’.(1)

Minervation is still an affiliate to the CEBMH, along with the National Collaborating Centre for Mental Health (NCCMH), one of seven centres established by the National Institute for Clinical Excellence (NICE) to develop guidance on the appropriate treatment and care of people with specific diseases and conditions within the NHS in England and Wales.
Established in 2001, the NCCMH is responsible for developing mental health guidelines, and is a partnership between the Royal College of Psychiatrists and the British Psychological Society.

Crowe Associates, the other grantee, is a husband-and-wife consultancy team. Since 1987, David Crowe worked for bluechip companies such as British Telecom, Sainsbury’s and Allied Dunbar, in general management and marketing, before specialising in training and development as a consultant during the 1990s.

Sally Crowe, aided by Jude Rogers, is the principal manager of the PRIME project. One of her tasks in managing PRIME has been to develop partnerships with the ME/CFS charities and groups, the ME/CFS research community and people living with or recovered from ME/CFS – to give, in other words, at least an illusion of inclusiveness.

Crowe has worked in the public sector for many years, and she says that her consultancy skills lie particularly in the area of patient/public involvement in the public sector. This has included project management, facilitating partnership workshops and conferences. Crowe Associates has worked over the past few years for the MRC, Isis Accord Ltd, NICE, Oxford Radcliffe NHS Hospitals Trust and the UK Atomic Energy Authority (UKAEA).

Sally Crowe has substantial experience of working with the MRC. In 2003, she worked as the only private consultant on a consultation project of considerable importance to the MRC and its senior researchers: ‘The MRC Response to the MHRA Consultation on draft legislation for the The medicines for human use (clinical trials) regulations 2003: MLX 287.’

The consultation centred on the EU Clinical Trials Directive, designed to protect trial participants, to simplify and harmonise trials across Europe, and return to patients rights that have been lost. The MRC claimed, as did the ABPI, that the directive would not be in the interest of the public. The UK DoH and the MRC had invested some energy in steering the European Convention on Bioethics and Human Rights (see chapter twenty-two) through the Council of Europe.(2) The convention, adopted in 1996 by the British government, eroded the previously complete right to informed consent, and gave doctors ‘a green light’ to experiment with emergency procedures without consent. It also gave psychiatrists greater powers to detain the mentally ill in institutions.

According to the MRC and the ABPI, trials conducted in the UK were the best in the world, they enhanced the health of the world population, and the proposed legislation would impede publicly-funded trials without improving trial quality or patient safety. Britain having become a safe haven for drugs trials, the MRC, the drugs industry and the government were determined that no more regulations or legislations should creep into the system. They had spent two years negotiating with Big Pharma, reassuring it about the continued use of animals in testing, and the right to use unproven techniques on seriously ill people without their informed consent.

Through the MRC consultation, scientists hoped that they could put together a collective case for stopping the directive. Sally Crowe was given a seat on the steering committee because of her previous experience in setting up schemes that got patients into trials. There were eight other people on the committee, all from university departments, including the department of Psychiatry at King’s College. Wessely, who had considerable interest in keeping the regulatory scheme of trials just as it was, was one of 19 individuals consulted. He gave evidence alongside nine large institutions, including the Wellcome Trust and the British Heart Foundation. Less than a year later, Sally Crowe was managing the PRIME project, barking the patients in to the PACE trial.

Sally Crowe has also been chosen to chair the James Lind Alliance steering group, which, together with the James Lind Society, the Royal Society of Medicine and INVOLVE,(3) have initiated the Alliance so that patients, public and clinician groups can tackle areas of uncertainty in trials and treatments together.

The Research Project

The fear that the PRIME project is yet another push to seek 
acceptability for the psychiatric lobby is further increased by a look 
at the second strand of the project, which involves research into 
attitudes, feelings and presentation of people with ME or CFS. While qualitative research work is very important, it can go no way towards resolving the question of bio-medical research, and real treatments 
for those suffering from ME and CFS.

Dr Sophie Staniszewska and Dr Carol Edwards have been involved in various communication-between-patients-and services type projects. Staniszewska, who is also a tutor at the Oxford University department of health sciences, is described as leading ‘a programme of research on patient evaluation and involvement in health care’.

Over the years, a number of Staniszewska’s papers and presentations have been reported on subjects that straddle the divide between sociology and psychology. The work of Dr Carol Edwards, whose first degree was in psychology, has mainly focused upon how patients see themselves and their treatment. ‘Carol’s main research interests are the experience,
interpretation, and behaviour of individuals; and the effective application of qualitative methodology to research questions in this field.’ The PRIME study is said to involve a literature review, interviews, and user involvement, in the field of ME/CFS, to identify research priorities from the patient’s perspective.

All this qualitative, patient-participation work is, of course, valuable 
when it comes to according patients dignity and value, while affording them proper services within a health care system that can frequently overlook their needs. But in the case of ME, GWS and conditions of multiple chemical sensitivity such as might be caused by exposure to pesticides, studies of people’s perception of their illnesses will invariably get bogged down in issues of depression, pain and lack of mobility, while failing to address epidemiological questions about physical causes and effective treatments. This, considering that the Government has spent eight million pounds on setting up clinics to dispense GET, APT and CBT, more or less against the will of the community, seems an incredible waste of time.

What such studies will rarely examine is the countervailing philosophy of State agencies, doctors and psychiatrists who are actively discouraging scientific discourse, which sufferers desperately want to be laid on the table.

Who’s who in the PRIME Steering Group

On September 4, 2004, Sally Crowe emailed Jane Bryant thus:

‘Just a quick note to say that the project group met yesterday
for the first time and one of the discussion points was the
steering group.

We have been inundated with requests to sit on this group,
and thus will be developing a fair way to represent the views
and experiences of the CFS/ME charities/voluntary groups
on this group.

I will be in touch soon when we have worked this up a bit
with some more information. We will also be making it more
explicit that there are many other ways to contribute to the
project.’

There was to be no room, then, for Jane Bryant, Angela Kennedy, or any such “high-octane” campaigners. Heaven forbid that there should be any real discussion! It was to be all Parry and no thrust. So who, from the eager ME community, did make it on to the committee?

Apart from individuals in patient groups, others had been selected by some secret managerial process. They included: Diana Elbourne from 
the London School of Hygiene and Tropical Medicine & the Social 
Science Research Unit; Elizabeth Mitchell from the MRC; Esther 
Crawley, Royal United Hospital, Bath; Sarah Perkins of the MRC; 
and Professor Nicky Britten of the Institute of Clinical Education at the Peninsula Medical School.

The steering group of PRIME has the unlikely task of reconciling disputes between bodies representing views of people with ME/CFS and their carers. The project managers and Vivienne Parry, seemingly without any debate, drafted in seven professionals from outside the ME/CFS community.

One of these, Elizabeth Mitchell, is the external communications manager for the MRC, while another had sat on the Chief Medical Officer’s working group and on the ME Association‘s board of trustees. Another, Professor Nicky Britten, comes from the heart of evidence-based medicine at Peninsula Medical School in Plymouth. Britten is presently working on plans for research with Professor Anthony Pinching (above).

These people come from a restricted set of backgrounds linked to evidence-based medicine and patient research involvement 
programmes. PRIME, GUS or Parry obviously brought in their best technicians to overcome resistance to PACE and to strip the community of its politics. Having spent its £8 million, the government clearly wanted to get the best use out of the clinical centres and multi-disciplinary teams for its money.

Chair of the steering group, Elisabeth Buggins, also chairs the 
NHS Birmingham & Black Country Strategic Health Authority. She 
has worked with the voluntary sector on local, national and European projects that interface with health services. Examples include the IMPACT, QRD and VOICES Projects, developing skills for users and professionals in how to inform and influence decision-making in both research and NHS services.

The IMPACT, QRD and VOICES research programmes are all ones that attempt to link up research and policy commitments with public participation. In the IMPACT programme, healthcare workers are trained alongside service users, so that each side of the relationship gains an understanding of the other. Unfortunately, the last big IMPACT programme was for the child and adolescent mental health services in Plymouth, and was to enable young people to participate effectively in the development and management of their local young people’s mental health services. This should ring alarm bells among people with ME and CFS, because Buggins has been drafted in to use these skills in bringing together ME service providers and users.

Diana Elbourne is professor of health care evaluation at the medical statistics unit of the London School of Hygiene and Tropical Medicine. A randomised controlled trial (RCT) about women holding their own obstetric records formed the basis for her PhD. In 1990, she was appointed deputy director of the Perinatal Trials Service (PTS) in the National Perinatal Epidemiology Unit (NPEU), co-ordinating a series of multi-centred RCTs in the perinatal field, and conducting associated methodological research. She took over as honorary director of the Perinatal Trials Service (PTS) in 1994, joined the medical statistics unit in 1997, and was appointed professor of healthcare evaluation in March 2002.

Diana’s main interest is in clinical trials and how you can get people to participate in them. She has a deep involvement with the International Cochrane Collaboration, the Campbell Collaboration, and latterly at the Evidence for Policy and Practice Information and Coordination Centre in the Institute of Education. She is also a member of the steering committee for the newly-established Centre for the Evaluation of Public Health Interventions.

Elizabeth Mitchell is external communications manager for the MRC Corporate Communication, responsible for managing the MRC’s public communications initiatives with all stakeholders and partners other than media.

Dr Esther Crawley works within specialised services for children and young people with CFS/ME in the south-west, and is part of the Clinical Network Centres Collaboration. She is also a member of the senior academic staff at Great Ormond Street Hospital and the Institute of Child Illness, one of the trial centres for the Health Protection Agency’s testing of vaccines.

Professor Nicky Britten’s research interests include ‘concordance’,a phenomenon by which patients actively engage in their own treatment, which might also be seen, by some, as patients’ active compliance/ acquiescence in undergoing treatment.

Prime Conclusions

One of the main strategies of the psychiatric lobby has always been to destroy and disperse independent patient groups, while using its own covertly-led groups as sounding boards. The MRC’s own ‘PACE Trial Identifier’ documentation openly states their assumption that ‘membership of a self-help group and access to sickness benefit prolongs illness’. Wessely has often expressed the view that illnesses such as GWS are communicated to new sufferers when they discuss their health problems with others.

The PRIME project has entered the ME community as a well-managed insurgency campaign. Having lumped together all the illnesses that make up CF syndromes, they now want to separate all the patient groups from any political leadership that has emerged. They have sent in their best operators to pacify the patient population, and pursued them to acquiesce in an expensive series of useless trials, which will enable the State to erect a minimal system of services provision, through which thousands of designated mentally ill individuals can be cared for ‘in the community’. These individuals will also be studied in relation to any psychological manifestations of their illness.

Medical and psychiatric consultancy companies will make a fortune. Within a very short time, Wessely’s recommendations for the prescription of anti-depressants and other drugs, as advised in his consultancy to PRISMA, will be standard practice.

From this point forward, the chance to pursue a proper discussion about the aetiology of the illness, its research and treatment, will be massively diminished.
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