Speech 02/09/03

Thank you Kartar for your kind speech.

English is my second language. This morning I would like to greet you with jao sun, which means good morning in Chinese.

There are three possible response from this greeting. You can response by saying Jao Sun which is friendly, or you can response by saying thank you which is acknowledgement. Or you can just glare at me.

Each time I say Jao Sun to my two years old nephew he did exactly just that. He Glared at me and you can see he was thinking why I was nice to him and what do I want from him?

From the response today, I fully appreciate. It is true that I do want something from you that is why I am here today.

Ladies and Gentlemen, on behalf of MCS International, I would like to welcome you to the second MCS international conference. I also want you to join me in welcoming and thanking our guest speakers who have taken time and effort to be here from their busy schedule.

Before I proceed, I would like to thank all those, who despite the difficulties and limitations they have faced, have nevertheless given their time to make this conference possible - to you I say thank you.

The first MCS international conference was held by ELC in April 2001. The response was overwhelming. Dr Badsha at the ELC was inundated with requests for an organisation be set up dedicated to the support, treatment and help of MCS sufferers. So as promised, Dr Badsha formed MCS International in September 2002, and we are now awaiting charity status. I would like you to join me in expressing our sincere thanks to the trustees of ELC, namely  Elsie Mansbridge, Ellen Rothera, Anthony Worthington and Satwant Badsha for their support and assistance to date.

Most of you here today know from bitter experience what the letters MCS stand for. But for the media representatives here, I had better explain that MCS stands for Multiple Chemical Sensitivity. Last year one national newspaper described MCS as a very rare disease. Clearly demonstrating how little public knowledge there is about MCS.

Until you suffer from MCS, or have had to watch a loved one suffer, it is hard to understand the pain and suffering daily experienced as a result of this debilitating illness. As at times there are no outwardly obvious physical signs, people often stare in disbelief. 

I am involved with MCS International because my family and I were exposed to sawdust and cellulose paint spray for over one year and as a result were eventually diagnosed as MCS.

For us there was a gradual deterioration of health. During that first year we repeatedly visited our GP, which was unusual for us. Before we were exposed to the paint spraying fumes all of us rarely saw doctors. We lost weight and suffered many symptoms we thought were very strange, and which I am sure many people here today experience, such as headaches, the inability to think for yourself, confusion, constant tiredness, we had sore eyes, sore throats, and a plethora of symptoms eventually diagnosed as MCS syndrome.

And the GP’s response? He said we had been working too hard, suffering from stress and that we needed a holiday. The fact that our children also suffered was dismissed as imitation of the symptoms to comfort the parents.

In one instance a top Government Medical Officer stated that it was common for women of ethnic background to suffer from these sorts of symptoms - he had not even seen my wife who comes from a Caucasian background of at least seven generations!

I have to admit before this happened to me, I would not have believed any of this was possible. I would have dismissed MCS as just an excuse not to work, like they used to dismiss ME as Yuppie flu. I hold myself guilty for not having an open mind. I dismissed the pains and suffering of my wife and children because of ignorance and not understanding. Until that is, it happened to me. Then I began the long and painful journey to understanding that has brought me here today.  

With the help of volunteers, we have sent out over four thousand letters to various medical professionals, to MEPs, to MPs and to Members of the House of Lords. They cannot attend today’s conference because they all have other prior arrangements. Their letters are on display. Obviously none of them suffer from MCS. I wonder what our Prime Minister Tony Blair would do if he or his family acquired MCS. As I said before, until people suffer from MCS or until the syndrome is fully recognised there can be little sympathy for MCS sufferers.

MCS International needs your support in order to gain recognition for the illness. Otherwise MCS sufferers will continue to be regarded as senile, over stressed, or as “suffering all in the mind” i.e. mental cases. 

Although we suffer from MCS we are not stupid, we need to work and to socialise just like everyone else but due to the restrictions put upon us by our illness find ourselves in a corner of the community and forgotten.

Within suitable controlled environments, we can remain very useful and productive for ourselves and to the community. Because of the lack of support and recognition of MCS, we suffer.

After my family and I acquired MCS, we lost our business and our home. I can never forget how we all suffered each day then and what we suffer now, that is why I am determined to participate actively in MCS International now that we have an organisation which is there to fight for everyone.  

Whilst we are grateful to Dr Badsha in assisting us, it is now up to us to campaign for recognition. In case you are wondering if Dr Badsha will continue to help us, I have it on good authority that we can count on his wholehearted support.

Without something like MCS International, none of us can go any further. As individuals we are nobody. Without your support MCS International is nothing, just an idea. With your support, MCS International can go from strength to strength, reaching out to help MCS sufferers everywhere. Instead of facing the future without hope, MCS International will give us hope, and encourage us all to face each day with a smile. This is obviously easier to say than to do, but with everyone’s support and help it will happen. 

I also would like to give mention to the further 790 people who have written in support of MCS International and its goals, and who cannot be here to day due to extreme health conditions.

My sincere thanks go to everyone for their support and making the effort to be here today. MCS International’s way is forward and together we will make our voice heard.

HIV has been known for less than 15 years yet has been recognised.

After over 38 years MCS is still not recognised, Ladies and Gentleman, ask why, today is the first step.

Thank you.

