Hi all,

Get yourself a cup of tea, sit down and relax and bear with me for a while once again, while u read this.

Did u get an idea of how powerful a lobby group we could become from joining my chat site last night? 

Just imagine if there was 500 Irish members, 5000 members and the chat room was open and busy all the time with all kinds of people, Careers, People who have MS partners, newly diagnosed, etc. etc. etc.

Wouldn't it be nice to be able to give support to a young partner of someone who has just been diagnosed as well as the diagnosed person? 

Think of the support we could all give to each other instead of having to rely on people working for their own agenda's and for other reasons besides trying to offer support to us.

Everybody gets a kick back of some sort or another within the systems in place as we have all known about but turned a blind eye too here in Ireland for a long time now.

Over the last ten years look at what’s happened to all the Religious and Political and Health Institutions in this Country. 

I see the potential, I know of the possibilities to bring change faster to us all from a “getting together of MS'ers” …........ ONLINE.

The Internet is a power tool; the PC or Computer is power in your hands.

It will take a bit of time for MS people to realise that they can be the leaders and show people who work for Institutions, Charities, etc. what exactly our needs are and to work along with us and us with them in achieving those aims.

They are working for and on behalf of us, that point over time seems to have been forgotten, the roles are changing whether they like it or not, it can’t be helped, we are going to have more say in our futures whether newly diagnosed or a present wheelchair user.

For the first time ever we have the ability to exist again and be brought back into Society.

A Society that includes us and not one that excludes us.

I need to sit for a while and ponder on the next phase of attack ( As I see it ) that will get people up off their butts and re-empower those of us with an MS diagnosis.

I feel very, very, strongly about this issue of most people involved in our support services.

Some seem to have this attitude that we are all, once diagnosed, co-dependant on their help and have no say in what is offered help and support wise to us.

Take what u are given and shut-up complaining is, I’m sorry, no good anymore, it’s not enough and I will get a lobby group together in Ireland and will change the way we as human beings are treated on receiving an MS diagnosis as the years pass by!

Along with help from u all of course, I can’t change anything on my own. 

We are of course dependent on help but we don't have to be made to feel that constantly, ever feel like u are living under a microscope?

What is that feeling all about?

We feel inadequate enough after being diagnosed and loose our self-confidence in lots of different ways.

It doesn’t have to be like that though, not any more.

There is freedom of speech now, freedom to point out the inadequacies that do exist within all the support systems in place.

I personally buried my head in work for 8 years and married my MS instead of finding a partner for myself who might be open to the fact that we are still the same people after receiving a diagnosis. 

A Support service is supposed to be just that, with the correct type of support we could all remain to have a decent quality in life, after diagnosis. 

Once diagnosed u begin to feel so vulnerable and as the MS worsens with time, u begin to feel even more vulnerable and more out of control. 

You feel like you’ve been abandoned by life, your friends distance themselves and get on with their lives, u get left behind, that's where the support systems are supposed to come into their own. 

U feel as if somehow u are guilty of something, as if u have done something wrong by being diagnosed with MS. 

Look, I know that Kay Power and all those that are working for or through the MS Society over the last 50 years, do and are coming from a kind, freely giving place in their hearts.

They have all worked wonders for all those of us who have received a diagnosis of MS in the past.

I know that every one of us have different symptoms and that it is extremely hard on those trying to organise individual help for us all.

With the financial aid that is in place it’s difficult to say the least but that is what we all need, individual help with individual problems.

I also know that after dealing with Bureaucracy for long enough, u get very, very, despondent, u get worn down and sucked into their way of thinking, u begin to accept the way things work and your enthusiasm for what u are working towards becomes numbed.

I could very easily do the same and just lie down and die, look after myself and not voice an opinion as to the way things are today but I have chosen not to do that.

I am shouting for help and change, to take place, for me and everyone else who is about to go through what I have over the past ten years.

I’m only 42, I was doing very well for myself when diagnosed and worked for myself for 7 years after my diagnosis, I got a home together, lucky for me the house prices went through the roof.

That’s just luck and having a desperate need at that time to find some sense in what was going on in my head.

U all wonder at times what the hell is going on, am I imagining this MS or what?

Your not imagining anything, it is your MS, your immune system is just complaining at times when u have symptoms, lots of people don’t ever loose the majority of one’s body senses.

There is no guarantee that u will ever get worse at all.

U will still remain to have a life even if u do get worse.

After a while my immune system got weaker and I got worse, stress was a major factor in my own personal situation worsening.

I put my time into making myself as independent as possible so that it was possible for me to remain to be able to think for myself, choose my own future, continue to make decisions about my life and my future.

Since loosing the ability to walk anymore last year, what I have experienced from the systems in place as support has not been a pleasant one.

Most people with MS I suppose just disappear into some black hole and make some sort of life of their own and on their own, if single like me.

I don’t know what happens to single people like me, there is no support for someone like me in my situation, support that appeals to me, support that is directed to allowing a person to remain as independent as possible.

I am at home all day, every day, I spend my time learning how to hack, learning how to work my PC, setting up the chat site was fun for me, what am I supposed to do with my life for the next 20 or 30 years?

I could sell my home and go to Vegas and blow the lot having a wild time and gently keel over one day.

It’s not what I want to do though, where are the intellectual incentives for me to go on with life, to continue moving forward so that I don’t become a recluse living locked inside my home here.

Why do u have to bend over backwards and plead with everyone to get the things put in place that u need as a wheeler user who is broke, yet owns his own home.

How can anyone leave anyone trapped inside their home for 15 months without the use of a shower or toilet? …….. HOW ?

People in the Health board, I think, ….. think that I am some sort of joke, I think they don’t believe that I am living as I do, think I am running round my house as soon as they close my front door etc. etc.

Selling my car and buying my computer has saved my life and given me a new life.

I have created my own world out of nesscessity, not out of choice, I didn’t have any choice!

I give thanks to myself for having survived mentally and physically over the last 2 years and very little thanks to those who could and should have helped me out.

U people with MS who read my messages and reply to my screams for help are my new friends and are the ones who have helped me survive.

So, 

……. A HUGE 

{{{{{{{{{{{{{{{ HUG }}}}}}}}}}}}}}}}}}}}}}}}}}}}}}}}}

for u all …….. 

Thanks for being that friend, it means more than u will ever know to me because u can't even begin to imagine what life for me has been like, then again, maybe some of u do?

Comment and thoughts are more than welcome.

Philip.

