NEWS IN BRIEF

Bury Carers Annual Consultation Day 20 Feb 2007

“A carer is someone who provides care or assistance for a relative, friend or neighbour who is frail or has disability or long-term illness”.  There are an estimated 19,000 Carers within the borough of Bury according to the Bury MBC website.

This event took place at Radcliffe Civic Hall between 10am and 1pm, followed by a buffet lunch.  It was very well attended by carers and other health and social care professionals, including Pat Horan the Director of Adult Care Services, giving the opportunity for good discussion and networking.  The event had 4 aims and objectives, and each was supported by an excellent 20 minute presentation by the person responsible for the initiative.
1. How can we expand the equal opportunities achievements?
2. What services should the Carers Centre offer?
3. What support should be available for Carers in GP practices?
4. What do Carers want from Carers Assessments?
Following coffee we broke up into 6 workshop groups.  I was included in the carers and health professionals group for long term neurological conditions, which includes CFS/ME, strokes etc.  For 20 minutes we then brainstormed our ideas for each of the 6 topic areas.
1. Carer Centre services

2. Expansion of equal opportunities e.g. access to leisure and therapy services

3. Carer support in GP practices

4. Carers Assessments

5. Education/training needs

6. Hospital discharge.

Each workshop was facilitated by the person developing the initiative.  They are going to report back to us shortly what ideas were generated and how they propose to develop them over the next 12 months.  I was surprised by what I learnt even though I have been caring for over 20 years.  I came away with 3 things that I should do to help myself in my caring role.  If you would like any further information please contact me.  Yvonne Leech – 0161 764 7822

Children and Young Person’s CFS/ME Service

Frances Moulden, the CFS nurse, gave a presentation to Bury PCT in December on the management of CFS in children/young people and provided them with an introduction to the Greater Manchester Children and Young Person’s Service.  The service is currently trialing a new assessment process which splits the initial assessment of young people into two appointments.  This is to try and prevent overwhelming the young person at the first appointment and ensure a thorough assessment is completed.
A provisional date for the next Young Persons Forum is the early evening of Thursday 24 May, probably in Bolton.  Watch our website for confirmation of the details.  I do hope as many of our young people (under 18’s) and their parents/carers will be able to attend what is usually an informal, enjoyable evening to share experiences with each other and the clinic team.

Yvonne Leech
Membership Renewal, Internet News

Thank you all for your membership over the last year, it is greatly appreciated.  Now, it’s time to renew: please send the renewal form enclosed with this newsletter to our Treasurer Wayne Payton, 20 Grundy Street, Westhoughton, Bolton, BL5 3SB with a donation of at least £6.  This will ensure you still receive our great newsletters and flyers.  If you have only recently joined in the last 3 or so months, please ignore renewal reminders.  If you no longer wish to be a member of the group, please email Wayne at waynep@hotmail.co.uk.

You’ll also be able to join our Link Up service, our Yahoo! Chat group, loan books from our library and attend our meetings and socials!  We hope you enjoy what we have to offer: if you have any suggestions or comments about the group, please email caroline@mesupportgroup.co.uk or phone 01204 525 955.

*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, when buying things, 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!

Kim Finney wants to hear your experiences of claiming DLA, as discussed at the A.G.M.  Please phone her on 01204 882 826.

RICKY GERVAIS AND IGNORANCE

Dear Readers, I need you tonight, to vent my frustrations to.  I am just back from the Ricky Gervais stand up show where he has a routine that suggests having ME is a work-shy indulgence as opposed to a serious illness.  We will come to that shortly.  First I shall say that I had read a preview of the show (briefly mentioning ME as one of his controversial topics) and I was in a two day long dilemma as to whether to go or not.  In that time I wrote Ricky Gervais a letter telling of the severities of ME.  Nice Man also wrote and thought we should sell the tickets.  However, some of my family members and pals said it was hard to judge from a review and I might as well go and then defend or criticise.  I considered it might be defeatist to avoid going.  I reasoned I should face the supposed attack and then be in a position to give a report or opinion.  So report I shall...

Firstly can I say that Gervais chose to be risky about illness and disability in general.  There is a sketch about taking a neighbour's autistic kid to the casino instead of the zoo (a la Rain Man).  Controversial, yes, but we all know that autism is 100% real and can be life-wrecking.  Next Gervais was making gags about how he believed all obesity was self inflicted and not an illness.  Then - my stomach tightened - he said how he'd seen someone collecting for ME recently.  Quote - ME?  Not MS - not the crippling wasting disease.  No, the thing that makes you say 'I dont wanna go to work today' (here he adopted a self-pitying tone and mock lethargy).  The audience guffawed and broke into spontaneous applause.  He said that Africans wouldn't get ME because they have more serious concerns like getting food and water.  Cue his sketch about one African asking another weakling ME African to go and get water from the well.  More huge laughter.  At one point Gervais did concede that it was a 'cheap gag' but that a person with ME couldn't run after him and fight him.

I usually pride myself on being able to take a joke in any circumstances, but the horribleness of this is that Gervais is perpetuating the myth that ME is a choice.  This man has sold five million DVDs worldwide.  He will do this routine to thousands of people every night.  He may sell another million of the follow-up DVD.  I call on the ME charities to do something drastic, something effective.  This disbelief has been going on for decades.  There is hard scientific evidence out there that ME can be every bit as severe as MS.  Where is the missing link?  How can Ricky Gervais get an audience to support him in implying we're molly-coddled fakes?

I came out feeling like I'd been bullied in the playground.  I loved The Office but I don't feel I can ever warm to Gervais again.  Maybe Nice Man was right and we shouldn't have gone.  Maybe it is important I was there to highlight how misinformed and harmful to the cause the routine was.  I welcome anyone who wishes to write to Gervais c/o his company.  I don't think there is any point in writing vicious and critical letters - just a short letter telling how your life has been affected by ME would do.  If you were the African with ME and couldn't walk to get water from the well, you'd die, let's face it.  Oh what a cheery night of comedy!

Posted on http://ciaramaclaverty.blogspot.com/2007/01/ricky-gervais-and-ignorance.html by Ciara MacLavert, an ME sufferer from Glasgow on January 10 2007 with kind permission to re-post.  She writes poems, short stories and articles.
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Cartoon by Margaret Knight
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