The meeting of Thursday 20th May had been preceded by lots of hard work by Caroline. She had been continuously in contact with Gary and had sent many emails to all the local papers. We were all really excited that Gary was coming to talk to the group and wanted it to be as widely publicised as possible.

We were very fortunate that the Holiday Inn at Horwich had sponsored Gary by allowing him to stay 2 nights as their guest. This made it possible for Gary to drive up from Warwick on Wednesday and rest Thursday prior to his talk, before driving home on Friday. 

Both Bury Times and Bolton Evening News carried articles about Gary’s visit. On the day, Tower FM Radio interviewed Gary and told listeners about his visit. We were very pleased that we were able to welcome so many new faces to our group and we had a really good crowd of people to listen to Gary’s story. The evening started with a presentation of poetry read by Trevor Wainwright. Trevor is a campaigned for Castleford Aid For ME (CAME). They have raised over £29,000 for research into ME. For his presentation, Trevor wears a prison suit with the words Cell Block ME printed on his pocket. Trevor read several poems, some of which were written by ME sufferers and some by Trevor himself. The poems were very moving and are aimed at letting people know what it is like to suffer from ME. Trevor’s daughter suffers from ME. This is why he has becoming so involved in fund raising for research and to spread awareness of this devastating illness.

There are no bars to my cell
No locked door to keep me in
Yet I am a prisoner,
To an illness within
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M.E. is a life sentence
No release date, remission or parole
Imprisoning my body
And slowly destroying my soul

Alone in silence I suffer grief
At the ignorance and disbelief
Come and visit me if you will
You will see I'm really ill
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How I long for a cure
How I long to be free
How I long to be no more
Prisoner Cell Block M.E.

By Trevor Wainwright

After a short break for refreshments, Gary then gave his story and said that when he talks about ME he speaks from the heart because it has affected his whole life.

Gary’s dream from being a child was always to race Speedway. He was an extremely fit young man. To illustrate the level of his fitness he told us that he ran 3 marathons without any extra training. He was sponsoring some friends and said he would run the first few miles with them but continued and completed it in 3 hours and 17 minutes while his friends finished in 4 hours and 30 minutes.  Gary was super fit and although he had quite a few accidents riding speedway, which involved having some quite major repairs, he remained fit and active.  Gary raced at every level and fulfilled all his dreams until sadly he went down with flu about 9 years ago.

This episode of flu caused him to lose all feeling down his left hand side and he also found that his speech was slurred badly.  He was taken to hospital and underwent so many blood tests that he felt he must be dry!  However, it was the usual story of all the results being normal and the doctors were baffled.  The hospital was so concerned they called Gary’s GP who told them that he was super fit and that even when he had a severe back injury, he had been racing again 6 weeks later.  Gary said he was in hospital for hours having these tests and then his GP and the doctor came to him and said that he had ME.  As he found out later he was very lucky to be diagnosed with ME so soon.  A member asked how this diagnosis was arrived at and Gary said that it was the doctor’s opinion when he had considered all his symptoms.  Again he was extremely fortunate to have been examined by a doctor who had suffered from mild ME himself.

Gary stayed in hospital for a couple of days after being diagnosed and then they sent him home.  However, he was not given any advice on management or how to live with ME.  At first Gary thought he was going to die because he didn’t know what ME was and he was bed bound for 6 months.

After a while Gary applied for care allowance and benefits.  He made a huge joke with much laughter saying “Aren’t we lucky, the benefits people look after us”.  The doctors came to assess him for his DLA claim and asked Gary what was wrong.  When Gary said he suffered from ME, the doctor admitted he didn’t know anything about it.  Gary tried to explain what it was like to suffer from ME and the doctor said how sorry he was and it must be horrible.  When Gary received his letter he was told that he was not entitled to DLA so Gary requested a copy of the report from the doctor.  The doctor had said that Gary met him at the door.  However Gary had been in bed and it was his friend who let the doctor in.  He hadn’t reported many of Gary’s problems and the ones he did report were wrong.  Gary rang the Benefits Agency to explain that he was desperately in need of money, both to live, and for care as he has no family and his friends are quite a distance away.  The Benefits Agency said that they would send another doctor round.  Gary was pleased at the news and was optimistic that it would be sorted out.  The second doctor came out and asked Gary what was wrong.  As Gary was explaining, the doctor said “Stop there” and Gary thought that he was going to tell him all about ME, but instead he said “There is no such thing as ME”.  This devastated Gary.

One minute he was racing and fulfilling his dreams and the next he was so ill and bed bound and for all the tax and insurance that is paid into the system, when he needed help it wasn’t there for him.  In despair Gary asked his friend to sell his racing bikes for him, one of which he had ridden in the world championships. He never would have sold that bike willingly because of the sentimental value, but needed the money. 

The report from the second doctor said that Gary looks a very healthy man and he was sure that there were no problems that would keep him off work, even though Gary had been bed bound for some time. For Gary it felt the end of the world, for as well as having ME, he was insulted by the lies in the doctor’s report. Gary phoned up the Benefits Agency again and they advised him that he could go to appeal if he thought he had a good case. So Gary did appeal with the help of Warwick Welfare Rights, but were very shocked that he had been refused given his circumstances. 

At the appeal, which lasted only 20 minutes, he was told “you have ME then.” Gary was turned down as both doctors that saw him said that there was nothing wrong with him. After he got home, Gary crawled to the bathroom to run a bath, as all his energy was gone. A friend visited him later and found Gary asleep in the bath, his nose barely above water, shocked by this, he called Social Services to ask for help. They were very helpful, installing a walk-in shower and several aids he needed. Gary thought they really understood his needs, but the Benefit Agency were most unhelpful and didn’t even try to understand. 

Gary then made a fresh claim and yet another doctor came out who didn’t know much about the illness other than that it made you tired. Gary tried to stress the associated pain and that it was more that just feeling tired, even after the smallest tasks. Unfortunately Gary was turned down (again!) so Welfare Rights appealed with him at the tribunal, but he was questioned for over 4 and a half hours until he eventually collapsed! The Chairman of the Board had to carry Gary out of the room, after which he was in bed for 3 weeks with a relapse after the ordeal. Gary was then awarded DLA and given backdated pay. However, as it was only awarded for a year, he will have to go through this all again next year. Gary is fighting to ensure that people with ME do not have to go through similar experiences again and again.

Gary also would like to see a Winter Fuel allowance of £200 for disabled people, the same as the elderly get, as they have a great need to keep warm as well.

Gary’s a fighter and doesn’t want to be beaten, but felt so weak and ill that he didn’t have the energy to go through all these appeals. He feels that no one deserves to be treated like he was, especially when they are so ill and he now goes around the country talking about his experiences.

To this day Gary has not had any advice from any doctors, although one suggested anti-depressants, but he declined, as he thinks he is physically ill, not depressed. A member commented that if people do have depression alongside ME, it is best to have it treated. 

Gary is very focused and wants to be able to race on his bike again someday, but knows you can’t plan a certain date to be well again. Gary thinks you should take each day as it comes and keep hopeful for the future.

Another member asked Gary what he thought caused his ME, he thinks it was after a bout of flu, but has heard of it following Glandular Fever and chemical poisoning. After someone asked if there was a cure, Gary said he knows there isn’t at present, but that it can be improved by different treatments, he has found reflexology to help, but only on a short-term basis. Homeopathy, acupuncture and aromatherapy were also discussed. At the moment management strategies are offered, not a cure, what is needed is more research is needed into the cause of ME.

Gary said he was grateful to the local papers and the radio for raising awareness of his visit. He has been trying for months to contact TV programme producers to get on their shows. They are very interested, but when he mentions ME they don’t want to know, he doesn’t know why TV will not touch on the subject of this very debilitating illness.

Gary feels it is important for people to tell their story, asking people to email their story to him to go on his website www.garyfrankum.com. Gary wants understanding and recognition for ME sufferers not sympathy. He feels doctors who assess people for benefits need this approach. They don’t understand the effort required to do anything and the resulting days of feeling ill that follow. Gary said no one should suffer in the way that many of us have when trying to get the benefits to which we are entitled. 

Gary’s fight is to raise awareness and get more recognition for the illness, as so many people are despairing and even contemplate suicide. He believes young people with ME need much more support. 

