NEWS IN BRIEF

GROUP MEETING 19TH OCTOBER 2006 – CARD MAKING

At our October meeting we were very happy to greet some new members as well as some regular attendees.

We had a lovely relaxed evening with Sarah Broughton, who had come to show us how to make cards.  Sarah helped to make it very easy for us and showed us each step of the process and she provided the card and all the trimmings and the envelopes.

There was plenty of time for a chat and quite a bit of giggling when things didn’t quite go as planned but eventually we all had two really lovely cards.

Sarah brought along a selection of her handmade cards so that people could buy them and they are very attractive and distinctive; she is a very talented young lady and gave us a lovely evening.

GROUP MEETING 16TH NOVEMBER 2006

Christmas started early for our M.E. group, to be precise on the 16th November.  As in previous years November’s meeting at Longsight was devoted to meet, great and eat, no guest speakers – just us.  With a good turn out of 36 sufferers, carers and new members the chance to socialise and have a good natter was guaranteed.

To whet the vocal chords a variety of soft drinks was on offer as well as a table or three of food to share; lots of choice from a fruity South African style curry (delicious) to gluten free home baked delicacies, a wonderful chocolate torte, and other things sweet and savoury.  I’m sure no one went away hungry. 

 Finally at 10pm the doors were closed after a most enjoyable evening.

M.E. AND THE DISABILITY DISCRIMINATION ACT

Who is covered by the Act?

The 1995 Act defines a disabled person as anyone with ‘a physical or mental impairment which has a substantial and long-term adverse effect on his/her ability to carry out normal day-to-day activities.’  Crucially, this definition was extended in April 2005 to cover anyone with a long-term health condition from the point of diagnosis.

M.E. highlighted as invisible disability
- Workplace rights

It is accepted that M.E./CFS is covered within the DDA.  Reasonable adjustments required by law to help people stay in work can cover anything from a special chair or computer screen to an adjustment in hours and environment: (e.g. allowing their employee to work from home.)  There are some circumstances when an employer can legally dismiss an employee but they would need to show that they have followed appropriate sickness and dismissal procedures, including having exhausted all available avenues of support, and that the employee can no longer do the job they are employed to do.

- Useful Contacts

To find out more about the DDA and how it might apply to you, call the Disability Rights Commission on 08457 622 633, www.drc-gb.org or visit the government website; www.dwp.gov.uk/dda 

ACAS works with employers and their staff to solve problems in the workplace providing independent advice about workplace issues on request.  Visit www.acas.org.uk/ or call the helpline on 08457 474747.

Information from Interaction, (Action for ME)

NEW TEST FOR COELIAC DISEASE

An article in the Daily Express, 19/9/06, concerned coeliac disease, one of the most common digestive disorders, which affects around one in 100 people.  The charity Coeliac UK estimates some 125,000 people in the UK have been diagnosed with a further half million remaining undiagnosed.

A new blood test taking 10 minutes is now available which is 94% accurate although final confirmation still requires a biopsy.  The Biocard test is available from pharmacies for about £9.99, and also online at www.coeliactest.co.uk.  The Coeliac UK helpline telephone number is 0870 444 8804.

This is also a common complaint with many ME sufferers and an easier test is most welcome.

BLUE BADGES

From 29th Sept 2006, it is the law that a blue badge can be inspected whenever it's displayed.

 

If asked by an authorised officer (traffic warden, police, parking attendant, or anyone working for the local authority) please hand it over to them. 

 

This law is not to determine whether you are entitled to the badge, but to make sure you are not misusing it.  It is also to check that it is not counterfeit or stolen. 

 

Misuse of a blue badge.

· Do not let someone else use your badge, even if collecting something for you. 

· Do not let someone else use your badge to get free/better parking.  The trip must be for your benefit, if you are in the vehicle just to help them get better parking, this counts as misuse. 

Someone who is not disabled and uses the badge could be breaking the law and fined up to £1000. 

· Do not use your badge when the information on the badge is illegible or wrong.  If so, send it back to the council and ask for a new one. 
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Do not reproduce it or allow anyone to reproduce your badge. 
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If you are not using your badge correctly, they can write down your information and tell the council who issued the badge that they think you are using the badge incorrectly. 

When an authorised  officer asks to see your badge, not allowing them to inspect it is breaking the law.  You could be fined.  People who inspect blue badges have been made aware of the needs of disabled people and have been asked to think about these needs when inspecting blue badges. 

 

If you are the genuine holder, the people who are inspecting your badge cannot take it away from you when you are using it.  However, it could be seized if being used by someone else.  If the Council that gave you the badge are told it is being used incorrectly, they can warn you to follow the rules.  If they do this, it is important you reply to the Council to explain what happened.  If you or someone else who is using your badge receives parking fines for misuse, the Council can take the badge away from you. 

 

Ask for a guidance leaflet from DfT Free Literature Service. Tel: 0870 1226 236 or email 

dft@twoten.press.net.  Quote ref: TINF1118.

Any queries on the new powers should be directed to : Department for Transport, Mobility and 

Inclusion Unit, Zone 4/22, Great Minster House, 76 Marsham Street, London, SW1P 4DR.  Tel :020 

7944 6550 or email blue.badge@dft.gsi.gov.uk
INTERNET NEWS

Those of us who use the Yahoo Groups* email message board are already familiar with http://fatigue.wikispaces.com/ , a website set up by Alison Bailey charting her own personal journey with CFS/ME.  Along with her own fascinating history and the coping methods she found to help her, there is also a large amount of practical advice for the more day to day stuff like food & diets, or how to make your own action plan.

 

The section I found most useful to my own current situation was entitled "Hidden Disability" and went into great detail about the Disability Discrimination Act and how it related to ME/CFS in the workplace, along with some excellent advice on dealing with your employer.  I emailed Alison with a further query, and received a very quick and helpful response.  I had initially thought that perhaps I shouldn't be bothering her with my own issues, but on the contrary she was very glad to get some feedback on her website as she has had over 16,000 visitors but very little response.

 
*Yahoo Groups is a great way for us all to keep in touch on a day to day basis, whether it's advice you need or you just want a chat.  If you are not already a member and want to join go to: http://health.groups.yahoo.com/group/Bury_Bolton_ME_CFS_Support_Group or email Mandy at BBMECFS@houseofgore.co.uk 

 

Many thanks to those who continue to shop at Amazon.co.uk via our website - www.mesupportgroup.co.uk as we get a commission on purchases.  Don’t forget, for last minute Xmas shopping or when buying things in the sales, please go via our website to Amazon’s site.  We’ve been getting about £30 a year from this, which is a nice little earner for the group!

 The website continues to grow!  Any recent news is posted on the home page, as well as the next meeting dates.  There is also a separate "Future Meetings" page with maps and direction to Longsight and details of the next meetings.  We have a page for our yoga, describing what's involved and how to get there and a page dedicated to the latest Service Provision news. 

 

We list most local and national groups with links to their websites and links to other helpful organisations like the CAB or Shopmobility.  There are pages for getting a blue badge, a list of our library books, other useful websites, how to get in touch with us and a link to our Yahoo chat group.

 

There is also a page with previous newsletter articles, with the newsletter number and most of the articles listed below it, going back to before February 2005.  I am trying to get the entire newsletter into one document, but it is proving easier said than done!

If you have any suggestions for the website, or any other good websites to recommend, please get in touch.

Those of you who have access to the internet may have heard of YouTube.com.  YouTube.com allows people to post videos to the website for others to look at.  There are millions of videos on the site ranging from cats talking, to martial arts demonstrations to pranks going horribly wrong!  You can also see clips from TV shows, music videos, trailers, basically anything on film!

One of our members on the Yahoo! Chat Group mentioned that if you search for ?CFS? or ?Chronic Fatigue?, or other related words, you can find videos posted by sufferers and carers, explaining what it’s like to live with the illness.  People also post video blogs (video diaries).  This is a great way to get in touch with others and to share experiences.  The videos might help explain the illness to family or friends better than books can, so it is well worth a look.




Caroline

A CAUTIONARY TALE.

Along with many ME sufferers, I have always had a fair amount of headaches and so when I had them constantly last summer I just thought it was par for the course.  Then, when I went up to the Lakes for a holiday I felt much better and put it down to the relaxation and fresh air.  When I came home the headaches started up again.
I am a bit slow off the mark and it was not until I very fortunately had another week away and the same thing happened that I began to wonder what was the difference?  The only thing I was doing different was that while I was away I was not taking my supplements.

I then reintroduced them one at a time and found that it was the oil supplements that were causing the migraines.  I should have thought about this sooner because I had previously found that I could not take oil of evening primrose because it gave me migraines.  The main culprit this time was the vitamin E which is an oil, but I am not great with the fish oils either.  It is a shame because I would like to be able to take them but it is no use if they make you worse.

I hope this experience might be used to help someone.

Sue Forshaw.

THE OUTSIDE CLINIC

The Outside Clinic is a national domiciliary optician service that offers free home visits and eye tests to people unable to attend a High Street optician.  Its mobile opticians will provide a complete home eye test on the NHS and it offers a full dispensing service.  For more information visit  www.outsideclinic.com or ring 

freephone 0500 295245

CARERS EMERGENCY CARD SCHEME

One of the things people often worry about when caring is ‘What would happen if I was taken ill or was involved in an accident?’  Careline and Bolton Carers Support have set up a FREE Carers Emergency Card scheme.  Contact Ann/Bev on 01204 363056 to find out the details.

SUPPORT FOR MANCHESTER ME/CFS SUFFERERS

For patients who have no clinical services (i.e. outside the Bolton/Bury area) who have a diagnosis of CFS/ME, who are housebound and need support/advice – contact Gill Walsh.  Tel. 01619223690 or e-mail: gillian.walsh@nhs.net 

Thanks to AYME
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