Co-ordinated Advocacy Efforts?

See below the post from Elsie Owings that delineates the concept of ‘inside’ and ‘outside’ organisations working together in the ME/CFS field. By Elsie’s definition, ‘inside’ organisations being those that work with the government and ‘outside’ being those that criticise government policy. Whilst this concept may hold water in the USA, in the UK this is an extremely naive analysis in regard to the situation in which we patients and carers find ourselves today. 

Elsie states in regard to the UK: “Although I don’t claim to be well-informed on UK politics, it appears that outside organizations have not yet been granted access to the political process on that side of the pond. This is a right that the outside organizations need to continue to fight for, but preferably with a minimal number of punches thrown at the inside organizations”. 

In regard to the UK in the ME/CFS field, Elsie is wrong to a large degree, and this just goes to show how one should not make generalisations in regard to any country in which one is not resident and is not affected at the sharp end. 

Minimal number of ‘punches’ at ‘inside’ organisations in the UK? Hmm... 

‘Inside’ organisations in the UK in the field of ME/CFS generally have to be charities because this is the way that our system is structured. Let us take a look at certain so-called ‘inside’ organisations in the UK, shall we? What they stand for and even more importantly, what they DO for ME/CFS sufferers? 

1. The Young ME Sufferers Trust (TYMES TRUST) is a trail blazing charity that was a Member of the Chief Medical Officer’s Working Group, sits on many of those committees and is supported by Prime Minister Tony Blair and all the other major political party leaders. Tymes Trust adheres to the neurological classification of ME/CFS (ICD- 10 G93.3), has critiqued and reviewed the ME/CFS Canadian Criteria and does a massive amount of unpaid work to assist ME/CFS children and their families right around the country. Tymes Trust does not agree with psychiatric intervention in regard to this neurological disease, because Tymes Trust knows, as do many physicians worldwide, that ME/CFS is an organic brain disease. Tymes Trust often assists those families whose children are being forcibly removed from their homes by the State simply because they have ME/CFS. Tymes Trust never compromises its principles. Tymes Trust does a massive amount of good and is supported by all patients. 

2. Action for ME (AfME) on the other hand is colluding with the psychiatrists and taking Section 64 money to promote and deliver its members to the PACE trial. AfME’s entire rationale is to work with the psychiatrists in promoting ME/CFS as a somatoform disorder. AfME is selling CBT/GET treatments directly to the public. Whether this is legal is a moot point. Certainly, it is immoral and damaging. 

3. The Myalgic ‘Ecephalopathy’ Association is being run as the personal fiefdom of one Dr. Charles Shepherd. Charles Shepherd/The MEA is colluding with the psychiatrists in the PACE trial and using Shepherd’s discredited, unpublished and non peer reviewed ‘London’ criteria to push this trial forward. Because the ME/CFS Canadian Criteria would bring the PACE psychiatric gravy train trial to a screaming, grinding halt, Shepherd/The MEA are refusing to engage with these criteria in any meaningful way. To please the psychiatrists who are desperate to have the neurological classification of ME/CFS obliterated in order get ME/CFS known as a somatoform disorder in the UK, Shepherd and his colleagues are promoting a propaganda blitz campaign against the World Health Organisation ruling to promote the term Encephalopathy. The entire rationale for the MEA’s existence is currently to provide a platform and income generator for one Dr. Charles Shepherd, no other. Dr. Charles Shepherd is the man who publicly states that in-depth investigation of ME/CFS patients is absolutely not necessary amongst his many other gems that have done so much damage. 

4. AYME is currently colluding with the psychiatrists on the promotion of the Junior PACE trial. AYME is also an Encephalopathy supporter and works closely with the psychiatrists. This charity’s latest initiative is to recommend and support Reverse Therapy with its psychiatrist Adviser, Dr. Derek Proudlove. 

We therefore see four ‘inside’ organisations and a précis of their recent activities. How one of them, Tymes Trust, does such sterling work that we all support and how the other three sell ME/CFS patients down the psychiatric river just as frequently as they can in one way or another. 

‘Outside’ organisations are having to question and highlight the extremely damaging workings of AfME, the MEA and AYME continuously. To refrain from taking these organisations to task that are doing so much damage would be criminally negligent. To work with them would be to work with the psychiatrists. To refrain from supporting organisations such as Tymes Trust would be equally criminally negligent.

It is not a case of ‘outside’ organisations should work more closely with ‘inside’ organisations in our country. It is recognising what the certain so - called ‘inside’ organisations stand for and attempting to ensure that us and our children are not further damaged by charities whose very existence and rationale is supposed to be to support and assist ME/CFS patients and who instead, are busy doing ABSOLUTELY NOTHING OF THE KIND in order to further their own agenda. 

Whereas Elsie Owings doubtless meant well with her post on ME/CFS Advocacy that may very well apply to the situation in the States – of this I would not be so presumptuous as to assume that I have any in-depth knowledge - suggesting that advocates in our country should work more closely with certain ‘inside’ organisations that for their own differing reasons are selling us and our children down the psychiatric river is at best naive and at worst, words fail me. This is similar to suggesting that we should all have collaborated more closely with the Nazis because via this mechanic, we would have been able to influence policy. And we all know what happened to members of the French Vichy government at the end of World War Two. 

In each country, ME/CFS politics are very different and are not able to be subject to generalisations of ‘inside’ and ‘outside’ , no matter how well intended. Before any international advocacy co-ordination can take place – and personally I think that this would be a very good thing – it is necessary to gain understanding of each country’s different issues and what ME/CFS patients face. We need to find certain issues on which we can ALL agree. And collaborating quietly with certain of the ‘inside’ organisations in the UK that are doing so much damage to us and our children isn’t one of them. 

Jane Bryant
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Subject:
[CO-CURE] ACT: Coordinated advocacy efforts

Back in the 7th grade (longer ago than I care to admit) my English

grammar teacher required us to memorize the 40 prepositions. I think I can still list them...

“in, on, into, over, under, to, at, by...”

And somewhere in the middle of the list is a group of three

prepositions... “outside, inside, toward...”

In every country that I’m aware of (and certainly in the USA and the UK) advocacy organizations fall into the “outside” and “inside” categories. When a disease is first discovered, sufferers expect that their governmental agencies will take care of the problem. When that doesn’t work, an advocacy group is formed. It starts out strong, but soon discovers that research takes money and most of the money is still in the hands of the government. So, gradually, the organization begins to work WITH the government as much as possible, trying to participate and influence the types of research and educational programs that the government creates. This is the classic example of an “inside” organization.

Although this group’s goal is worthy, their inside status costs them

the ability to take an oppositional stand against governmental programs, so their role as strong advocates is greatly reduced. Seeing this, a second

organization is formed, consisting of angry activists who aren’t afraid to

criticize both the government and the inside organization. The problem

with these “outside” organizations is that, having dropped the barrier

against criticizing their own people, they too often launch attacks against

anyone whose approach differs from theirs.

Thus, a vicious cycle begins. With constant conflict between the inside and outside organizations, the government officials are free to smile sweetly, write us all off as nut-cases, and ignore both groups.

But the third preposition is “toward.” It consists of both the inside

and the outside organizations working together toward a common

goal. Nobody said this would be easy, but it’s absolutely essential. It

involves putting down weapons on both sides and letting each group do what it does best. The secret of success to this operation is an unofficial,

perhaps even unspoken, collaboration between the two groups.

It works sort of like this: Government decides to implement a program that nobody likes. “Outside” organization takes a strong oppositional stand against the program. But as it becomes clear that Government is going to go through with the plan regardless of objections, “inside” organization makes itself available to work on the project. As much as possible, the inside group contributes suggestions to the plan. But, more importantly, the inside group KNOWS what is going on, and, being part of the project, can publicize the project. Of course, they can’t criticize the project or else they’d lose their inside role. But they can publish benign reports saying, in effect, “Look at the interesting project that our government is working on,” and then printing both the acceptable and the unacceptable aspects of the project. The outside organization can then pick up on that information and use it to pressure the government into making further changes.

Here in the USA, this process can work fairly well, because our

government allows invited representatives from one inside organization and one outside organization at their meetings. (It must be added that the

outside organizations had to fight long and hard for this right.) Our

governmental committee meetings also allow speakers from the general

public, which is the capacity in which I spoke at September’s CFSAC

meeting. But such speakers can’t ask questions. All they can do is make a

five-minute presentation.

Although I don’t claim to be well-informed on UK politics, it appears that outside organizations have not yet been granted access to the political process on that side of the pond. This is a right that the outside organizations need to continue to fight for, but preferably with a minimal number of punches thrown at the inside organizations.

On both sides of the pond, a quiet collaboration between inside and

outside organizations needs to take place, with both working toward a

common goal. It is absolutely essential that the groups refrain from

undermining each other or withholding information from each other. We are,after all, all in the same boat, and we need to work together to keep it

afloat.

“Outside, inside, toward”... it can happen. We can make it happen.

Sincerely,

Elsie Owings

