LYME DISEASE ACTION

4th TICK BORNE DISEASES CONFERENCE 17th – 18th JUNE 2005
Angela and Neil Glendinning, two of our group members, attended this conference at Sheffield University on both of the days.

I spotted an article in the spring edition of Action for ME’s magazine, advertising the conference, and explaining how you could apply to attend.  After deciding to go, I realised that it was the same organisation that arranged last year’s 2-day conference at York.  Two of our members, Pat McKenna and Ninon Mellor, attended the York Conference for one of the days (see Newsletter no. 25 for their report).

We decided to go for the whole conference, as we wanted to hear all the speakers, some of whom had only one slot on one day, so we would miss some of them had we decided to attend for just one day.  Another reason why I wanted to go for the whole time was that Dr. Andy Wright was going to be there for the whole conference giving a talk on the first day, and doing experimental sessions on blood microscopy on both days.  I did wonder when arranging this whether 2 full days of intense concentration would be too much for me to cope with, but I didn’t want to miss out on anything.  We arranged a guesthouse for 2 nights near to the conference venue through the Sheffield University Accommodation List for Visitors, and duly set off on Thursday 16th June over the Pennines to Sheffield.

Having arrived in the early afternoon, our curiosity took us to Meadowhall Shopping “Maze”.  The rest of the afternoon was spent finding our way around it.  Eventually after a look round and a meal, we returned to the guesthouse, getting lost on the way back.  After that experience, we were glad that the conference venue was only five minutes drive away from our accommodation.

We arrived at the conference to register at 8.30am on Friday 17th June.  The speakers at the conference are all of the highest calibre in their fields, just as at last year’s event. Dr. David Owen, who chaired the conference last year, chaired it again this year.  Dr. Andy Wright spoke early on in the first day’s programme, asking the question “Is ME a bacterial infection.”  As most members will know, Dr.Wright has been working on the subject of ME for a number of years, and has recently been looking at whether a bacterium such as Borreliosis is causing the illness.  He is working with a number of specialists in researching this possibility.

There were some speakers from Poland and Hungary, where Lyme Borreliosis is endemic.  The Hungarian speaker, Dr. Bela Bozsik, says that in Hungary there are 20,000 new cases of Lyme Borreliosis a year.  They told us of the research they are doing into Lyme disease, and of the treatment protocols they are using, which are generally antibiotics.  Dr. Bozsik related several cases where people crippled with Lyme had made remarkable recoveries using these protocols.

Dr. Joseph Jemsek, from the USA, discussed the issue of co-infections that often accompany Lyme Borreliosis, which complicate the picture, and make treatment difficult.  Dr. Wright has mentioned some of these on his visits to us, as he has found evidence of co-infections in addition to Borrelia in his ME patients.  These infections include Babesia, Bartonella, Staphylococcus, and Human Ehrlichioses.  Babesia has a high co-infection rate with Borrelia Burgdorferei, whereas Ehrlichioses are not so co-infective.  Dr. Jemsek also talked about another bug called Bartonella.  In patients with this co-infection, the Borrelia must be targeted rather than the co-infection.  A bug called Chlamydia Pneumonia (not to be confused with the STI Chlamydia) has been found to be present as a co-infection in a high percentage of Borrelia patients.  Dr. Jemsek for a large part of his career has been involved as a clinician in the fields of internal medicine, infectious diseases and epidemiology.  He has been greatly involved with the treatment of HIV patients, and more recently has been involved with Lyme patients.  He is a member of ILADS (International Lyme and Associated Diseases Society). 

Lyme disease is notoriously difficult to detect using all the standard tests, which tend to be unreliable.  One of the speakers from Poland has been engaged in research to try and identify a gene which will be a marker for the identification of Borrelia Burgdorferei, the bug responsible for Lyme.  Dr. Jemsek is also doing studies for a more reliable diagnostic test.

There were two more speakers at the conference who, like Dr.Wright, have been investigating the disease known as ME/CFS.  These were Dr. Vance Spence from Dundee, Scotland who is looking at ME/CFS as a pro-inflammatory disease, and the levels of oxidative stress in ME patients, and is a well known commentator upon different fields of research that affect ME and Chronic Fatigue Syndrome patients; and Dr. Milton Wainwright who is a senior lecturer in the Department of Molecular Biology and Biotechnology at Sheffield University.  He has been looking at blood samples sent by Dr.Wright to look for infections and has to date found mainly Staphylococcus.  He hasn’t yet been able to culture the Borreliosis bugs, as they are difficult to culture, but is currently working on it.

At the end of each day there were meant to be sessions where live blood samples of volunteers who are ill were going to be examined under Dr. Wright’s microscope, but in the end unfortunately there wasn’t sufficient time to undertake these experiments.  Dr. Wright did carry out an informal session at the end of the conference where he showed video footage of previously taken samples of patients’ blood, and there was a lot of discussion between the experts and the attendees who had remained.

The Halifax Hall at the University was an excellent venue, and the Conference Dinner was really lovely.  It was nice to meet other people who were ill and trying to get better, and there were people there who were diagnosed as having ME, who were interested to find out more about the possibility that their illness is caused by a bug similar to Lyme.  There is still a long way to go to prove that ME is a bacterial infection, but it is reassuring to know that so many able people are working in this area of research.  It was worth going to the conference, even though it got a bit technical at times for a lay person, and I did get very tired.  I felt privileged to hear all these brilliant men and women explain about the work they are doing to improve things for Lyme sufferers.

We finished our trip to Sheffield by going to see the Botanical Gardens as they were near to the conference venue, and it was such a lovely warm afternoon.  The gardens were beautiful and had been refurbished and regenerated fairly recently.  Prince Charles had opened the new Tropical Plant House in September 2003.  It was a perfect way to wind down after the conference.

We returned home on the Saturday evening feeling tired, but encouraged that eventually the cause of this illness will be known.

Lyme Disease Action, who organised this conference, has a very informative website, www.lymediseaseaction.org.uk.  There are details of last year’s conference on it, and I have no doubt that there will be a transcript of this year’s eventually.

Another useful website is www.ilads.org the website of the International Lyme and Associated Diseases Society.

Angela Glendinning

WARM FRONT – EAGA PARTNERSHIP

You may remember last year an article by one of our members who was delighted to have had loft insulation installed free of charge from the Warm Front Grant Scheme, another member has recently had a new central heating boiler installed free of charge.

I would encourage anyone who is in receipt of any of the disability allowances, e.g. Attendance Allowance, DLA, Disabled persons tax credit, Income support (plus disability premium), Council Tax Benefit (must include disability premium), Housing Benefit (must include disability premium), War Disablement Pension (must include mobility or constant attendance allowance) to apply for a grant for any or all of the following.

	Insulation Measures
	Heating Systems

	Loft insulation
	Gas room heaters with thermostat controls

	Draught proofing
	Electric storage heaters

	Cavity wall insulation

Hot water tank insulation
	Converting a solid-fuel open fire to a modern glass fronted fire


As well as the above Warm Front may also offer gas or electric central heating systems (if there is no existing system or if the existing system is not working and cannot be repaired).  They also offer energy advice - and two low energy light bulbs.

People over 60 who receive Income Support, Income based Job Seekers Allowance, Council Tax Benefit or Housing Benefit are also entitled to apply for a grant.

Enquiries to EAGA PARTNERSHIP, Warm front Grants, Tel. 0800 072 0155 or write to Customer Services Manager, EAGA Partnership, Freepost, NEA12054, Newcastle-Upon-Tyne, NE2 1BR.
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