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Like most Mother’s with ME/CFS children, this disease has ruined my life. The career that I loved taken away from me. My income gone. Some of the friends that I took for granted would be mine for life, fallen away. The stigma of this much misunderstood disease is great. The whispers behind hands, the fluttering of fans. Sometimes, though, I venture socially forth. And sometimes I speak my mind. Periscope up as they say, periscope up. And yesterday was such an occasion. 

A man that I had not seen for a long time was taking me to lunch. He had been away, out of touch, working abroad and I hadn’t seen him for ages. This man had once been (platonically) important in my life. We had worked together, laughed together and cried together on occasion as we investigated and wrote stories. We had even filed copy for each other on one or two memorable occasions. This man - let us call him Adam for this story - is my son’s Godfather. We were close. 

He is a bit of dinosaur is Adam in that he hates computers, has his emails done by his secretary etc. In other words, the internet and its communication ability has passed him by as has its amazing information resources. 

We sat down in this very posh restaurant in London. All gleaming wood and minimalist metal with the sound of conversation bouncing off the walls and the floor, not sucked up by fabric and carpet.

“Well and how are you, Jane?” he asked. “What have you been doing?” I took a deep breath and I told him. I told him about One Click, all the work, the political activity. I told him about the psychiatric lobby. About the pharmaceutical industry, the Department of Health, the government, the insurance industry, the difficulty with the Benefits, Home Tuition for children, Munchausen Syndrome by Proxy, Ean Procter. About ‘Skewed’ written by Martin Walker. I continued on. About Wessely. About White, Sharpe and Chalder et al. I could see Adam’s eyes sliding away from mine. The ME/CFS scene sounds so incredible when one lays it out. I then told him about Multiple Sclerosis, Diabetes and Polio. How these organic diseases had been considered psychiatric disorders until sound science caught up with the facts.

Adam interrupted. “Polio?” he said. “Polio? Now Jane, you’ve lost me. You were doing quite well up until then, but with polio you’ve lost me. Polio has ALWAYS been known as an organic disease. No one has ever considered it to be psychiatric. This is a well-known fact. I consider myself to be a representative of the general public and with that polio statement, you are making yourself ridiculous, just ridiculous!” he patronisingly drawled. 

I was stunned. Really stunned. The stresses and strains over what myself and my son have been through over the last few days done to us by certain elements of the very ME/CFS community itself that we have tried so hard to help made me crack. The dam broke. Big time. “You patronising, ill informed, ill educated, Luddite bastard”, I yelled. “YOU BASTARD!” And I burst into tears. A shocked silence descended on to the restaurant. Like most men, Adam can’t stand women in tears. 

Give him a sniper in Bosnia or Iraq any day rather than a woman in tears in a restaurant. 

“Jane, Jane,” he stuttered, making futile small gestures with his hands waving about. “I believe you, I believe you. I believe you about polio. About everything. Please don’t get upset.” 

“Upset?” I raged. “Upset? I don’t want you to believe me!” I stormed. “I don’t want you to take my word for it! I want you to get on the internet, to go to the library and to read the evidence for yourself! Don’t take my word for it! Get educated!” 

By this time at least half the restaurant were hanging on our every word. There is nothing that the British like more than a good stand up row in a restaurant. 

“But, but Jane” stuttered Adam. “This is just such a terrible story! Why haven’t you done media over this ME/CFS business? Why isn’t it all over the television? This is an amazing story! What about The Guardian, surely your first port of call? What about Newsnight? What about Paxo? (Jeremy Paxman). If this is as bad as you say, why hasn’t it been media plastered wall to wall?”

“The Guardian? The bloody Guardian?” I raged. “You have NO IDEA how hard it is to do media over this issue. Boseley (Sarah Boseley, Health Editor) appears to have taken the CBT/GET shilling. You should see what she wrote about Putnam (Lord Putnam) and his so called ME/CFS in The Guardian. Dreadful, dreadful, damaging copy. Idiopathic chronic fatigue copy. And arranged by an ME/CFS charity no less! (AfME)” As I spoke, the tears kept on falling down my face. 

I then told Adam about the charities. How hard it is to do media so often BECAUSE of the charities. How the charities so often sell ME/CFS patients down the river. I told Adam about the Royal College of Paediatrics and Child Health Guidelines on ME/CFS children. How the charities had colluded in the production of the most damaging document to hit the ME/CFS scene since the Royal Colleges Report in 1996. How many of the charities would not support the facts of this organic disease. How nearly every time the story got spiked at the very hands of these charities. How even charities that did support neurological ME/CFS often refused to help. How MERGE refused to cooperate with the article in The Independent over the PACE trial. How Jerome Burne needed cooperation over this story. How MERGE would not comment and field press enquires over this PACE trial/research article. How old words from a previous interview had to be used. How MERGE had come out with that “other people’s wars” chestnut again and refused to get involved. Refused to get involved over the best media coverage that the ME/CFS community has had in nearly a decade! How MERGE was so negative that they even wrote and threatened the Press Complaints Commission if Jerome got it wrong! How to incentivise the media to write favourably on ME/CFS, hey what? That was a just fabulous own goal that one! How these charities are politically motivated. How they are not necessarily ethically motivated. How it is an absolute myth that no organic bio medical research has been done on ME/CFS. And on. And on. 

I then told Adam about what had been done recently to Angela Kennedy, myself and our children at the hands of elements of the very ME/CFS community itself. The malice, vitriol, libel and gross distortion. The deep hurt this had caused us. How people had actually tried to use the health of my ME/CFS son against me. How people had breached trust and good faith. How they had misrepresented Ben’s health status and how badly this had hurt him. And me. How ME/CFS children are the community poor relations. How people just do not care. I wept and talked and wept until I was exhausted. 

And the restaurant listened. Indeed, Ben’s Godfather Adam got himself an ME/CFS education that he will never forget yesterday afternoon as did some of the other restaurant customers. 

When I went to the ladies loo to throw cool water on my face, a woman came up to me. “I heard what you said back there,” she murmured. “We all did. Well done you! If only more people would stand up and be counted. I too have an ME/CFS child”. And at that point she started to cry too and she told me her story. The anguish. The pain. The ruined life of her child. Of her own. Oh yes. Yesterday was a real tears fest in West London. Life is full of coincidences. 

When I finally got back to the table, the waiter came up to me. “My neighbour two doors down has ME/CFS,” he said. “He is so ill. He cannot walk. He has been wheel chair bound for eleven years at least. Have you got a card? How can he get in touch with you? I am sure that he would like to know more about One Click, about what you are doing.” The comfort of strangers. Kind strangers.

Adam was ashamed. Deeply ashamed. He said: “Jane, what can I do to help? I feel your pain and I have seen your pain. I didn’t realise. I didn’t know. I haven’t been listening to you properly until now. I am sorry. So sorry. How can I be of practical help to you and to Ben? What can I do?”

So I told him. I told him to pass the word to his elite circle. To tell the truth without fear or favour. To stick up for these people who are so ill, especially the children who so many ignore. To contact his MP. To get on the internet and read One Click. To use the pro forma letters that we publish. To be hands on deck. To take the Canadian criteria to his doctor. To the Professor who lives across the road from him. To become an organic brain disease ME/CFS ambassador. To open his mouth and speak about the stigma. To set the record straight. To work to change attitudes as this is what is needed above all. He promised he would. We’ll see. 

When I got home, I put my arms around my son. We clung on tight. Two life raft survivors of ME/CFS. And then I looked on the internet. And I saw once more what people had written about us. Hateful, unkind, vicious people. Patients themselves. And I lost it once more. How dare people think that they can just walk all over Angela myself and our children? HOW DARE THEY? What gives them the right to write such lies and cause such personal pain to my family?

Yes indeed, yesterday was a Waterloo day for me. Something in me broke, the pent up misery of nigh on four years of my son’s ME/CFS released. And I really don’t know if I can glue myself back together again and carry on working as hard as I have. I don’t even know if I want to. If Adam, Ben’s Godfather and my very dear old friend can be so dismissive at first until slapped with the facts, if patients themselves can be so cruel and unkind, what hope have we got in defeating the psychiatric lobby? What is the point to it all? This is a very good question that Angela Kennedy and myself have been asking ourselves. And right now we do not have the answers. Not one. 
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