NEWS IN BRIEF

Please note there are no Yoga Sessions on Tuesday August 22 & Tuesday August 29.

Link Up Contact Service

So what is the Link Up Contact Service?

Link Up is a very user friendly Contact Service and it is free to all members of the Support Group.  Have you ever thought it would be nice to be in contact with other members of the Group by telephone, letter or email?  Well now you can by becoming a member of the Link Up Contact Service.  It is open to everyone, all ages welcome.  Two Contact Sheets are sent out each year one in the Summer and one during the Winter.  It is a great way to contact people, compare experiences, and more importantly make new friends!  Interested?

Feel free to contact Stephen on 01204 842395 (Thursday and Friday after 12pm) or email him at stewalker@postmaster.co.uk

Better Bolton Café

On Friday 21 July, I was invited by the Bolton Council Fairness team to a Disability Consultation Event, held at Bolton University in the Café Athena.

As you are aware, the government require Local Authorities to meet with disabled people in order to ensure that the services that they offer are acceptable and useful.  It was a very pleasant morning and very informal and friendly.

Tables for five or six people were set out, with cakes and biscuits and plenty of drinks (tea, coffee, fruit juice and water).  In small groups we discussed several questions:

1 What is good about your experience of living and working in Bolton? - this shows them what they are doing right

2 How can we create a better Bolton? - This gives ideas for areas where improvement is needed

3 How can we be involved in improving the quality of life for all of us?

After each question you moved onto another table so that you met a lot of new people and everyone got a chance to talk and give their ideas and no one “took over”.  I gave out quite a few of our information leaflets and made some new contacts as well as telling a lot of people more about ME.

If you have any comments you want to make about any of the above questions I am sure the Bolton Council Fairness team would be very happy to receive them.  You can either write to the team addressing the letter to Jane Gray (Corporate Disability Officer) or e-mail hafizq.vazifdar@bolton.gov.uk 

Anyone who would like to attend any future events of this nature, in order to share their ideas, can contact Pam who will let you know of future events.









Pam Turner

Three useful websites

 HelpwithME.co.uk 

A one stop shop for people with ME started by Calum and his sister, who has ME.  They sell products to try and save people time and energy by putting everything that might make living with ME easier, all in one place, e.g. ear plugs, shower chairs, etc.

http://www.disabledgo.info/

Disabled Access Information.  DisabledGo provides free detailed access information for disabled people across the UK, so you to judge for yourself which hotels, cinemas, restaurants, solicitors' offices, pubs, train stations - all kinds of shops and services - are accessible to your particular needs.  They research every venue in person and on site, using disabled people.  Unfortunately, there is no info for Greater Manchester yet, but they do have information on other parts of the country, so it might be handy if you're going on holiday or visiting friends.

benefitsandwork.co.uk

Benefitsandwork.co.uk produce guides written by a welfare benefits specialist and a welfare rights worker who's now a qualified barrister specialising in employment law and welfare benefits.  They have very good guides on filling out DLA and Incapacity forms and what to do at the medicals, appeals, etc.  You have to become a member to view most of this site, which costs £16.50 a year, but they still have several interesting articles to access for free (check out the "In-depth articles index" and the "snippets and tips" section.)
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Notschool.net & NISAI

Notschool.net began as an online research project looking at ways of re-engaging young people of school age back into learning and now has charitable status.  The young people engaged in Notschool have been out of mainstream schooling for a variety of reasons like exclusion, sickness, or pregnancy.  Students on the project are known as researchers and adults working with the researchers are known as mentors and experts.  There is also a small group of 16+ teenagers on the project known as buddies, whose role is to encourage and support researchers.
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The starting point is to re-establish self esteem and encourage researchers to participate in the Notschool community.  Once they are confident they are encouraged to take part in activities and complete finished products using a wide range of media.

Students have the opportunities to become skilled in a wide range of subjects whilst developing IT skills.  There are opportunities to work independently as well as with other researchers.  Projects can include movie production, music, dance and drama as well as childcare, English, maths, business studies and hair and beauty activities, depending on personal interests.

Students are awarded certificates of achievement known as Part A certificates for engaging and making positive contributions to the Notschool community.  As they complete activities they work towards Part B certificates which are nationally recognised by colleges and employers and can be used to gain access to college courses and employment.

Each researcher works with a mentor who is able to guide them to activities and a team of experts who prepare and support them through activities to gain the Part B certificates.  All mentors and experts are qualified teachers.

To enable the researchers to access the Notschool online community they are given a very fast internet connection and a new eMac computer with printer and digital camera to allow them to make full use of the facilities.

In addition to online learning, a series of 'expert' sessions are organised.  These are organised in a friendly non-threatening environment.  Expert sessions cover a wide range of subjects including music, digital movie making and even caring for electronic babies.

If you have any questions about Notschool.net, please contact Billie on 07797 726615. The LEA’s currently participating in the project near GM are: Bolton, Oldham, Rochdale, Salford and Wigan.  You can also contact the Notschool Central Team on telephone 01245 345532 or visit the www.notschool.net or email enquiries@notschool.net
British Gas Winter Rebates.

British Gas is offering a Winter Rebate scheme to their customers receiving certain benefits.  Households buying Gas and/or Electricity from British Gas, where someone in the house is receiving certain benefits are eligible for the following rebates:

Gas - £60 a year paid in two instalments - £30 in the last quarters bill in 2006 and the first quarters bill in 2007.

Electricity £30 a year paid in two instalments - £30 in the last quarters bill in 2006 and the first quarters bill in 2007.

Families need to phone 0845 601 2006 and have their British Gas and/or British Gas Electricity account numbers available.  Registration is simple and effective for autumn 2006.  There is a short registration period so people need to register as soon as possible.

Benefits List for eligibility:

Disability Living Allowance, Housing Benefit, Carers Allowance, Income Support, Child Tax Credits, Income based JSA, Working Tax Credits, Pension Credit, Incapacity Benefit, Attendance Allowance, Severe Disability Allowance, War Disablement Allowance, Council Tax Benefit, and War Pension.

PS  NPower have a similar scheme.  So may other suppliers.  Thanks to Leger ME Pathways newsletter for this article.

Another place to obtain information on heating benefits, home insulation and bill payments is available free from the Home Heat Helpline on 0800 336699.

A note of caution

I am very sad to report that on the 20th July, whilst attending our meeting, a gentleman was given a fixed penalty notice and fine for parking on the double yellow lines outside the hall.  He had put his blue badge in the car window but unfortunately not put his clock to show the time he had parked.  So please all be very careful when leaving your cars to see that your badges are displayed the right way up for the warden to read them easily, showing the side with the expiry date and put the clock set at the time you parked.

Children and Young Person’s CFS/ME Service


Kim Finney and I continue to be actively involved with this service.  Recently a transition protocol has been agreed between them and the Bolton/Bury adult CFS/ME service to ensure a sympathetic and effective transition of young people takes place.  Frances Moulden the CFS Nurse has recently emailed the young people in the area that she is in contact with, to seek their views on how best the service can help them in connection with their education and schooling.

She has posed 4 brief scenarios and asked them for their comments.  Their replies will then be used as a basis for the next Young Persons Forum due to take place the end of August or early September.  She is also consulting with them on the date and venue.  Any young person or parent who would like more information about this can contact Frances Moulden on tel. 01204 390512 or email cf.service@rbh.nhs.uk
Yvonne Leech

Action For ME Campaign Launch 9th May 2006.  More Than You Know

I was very surprised and honoured to be invited to the launch at the British Academy in London.  It was a great occasion with Clare Frances, Jenny Seagrove, Dr Derek Pheby, Shirley Conran and many other important people including MP’s, Department of Health, Medical Research Council and PCT representatives sharing conversation, food and wine in beautiful surroundings.  Very good presentations were made at the press conference announcing the survey results from 2,200 people with ME indicating the true severity and range of symptoms which were contrasted with the MORI poll findings indicating that just 5% of the general public knew how severe the illness could be.

Dr Pheby talked about the £500,000 that Action for ME had received from the Big Lottery Fund to establish a national ME Research Observatory which he will be co-ordinating.  The grant will allow AFME to fund a coherent programme of research into the causes and distribution of ME, being the first step into developing the research field and, in particular, promoting biological research into ME.

I would like to thank my husband Russell for willingly getting up at 5.30am then he could take me to catch the 6am metro tram to Manchester from where I took the train to London.  I managed to negotiate the underground and arrived at the British Academy in good time for the 11 am start.  My return journey left London at 7.05pm and Russell picked me up in Bury at 10pm after a very enjoyable day.  I would also like to thank the Support Group for having reimbursed my train expenses.

Yvonne Leech

Member Rosie Slater has asked us to post this:

I'm starting a support group for people like myself, who are living with ME and find it difficult getting to Bolton as often as they would like to.  It will be an informal group meeting in my ground floor flat once a month.  I live in Leigh and you can ring me for a chat on 01942 673 776 after 6pm.

Fundraising

Please remember when buying gifts that if you go via our website www.mesupportgroup.co.uk and click on any of the Amazon.co.uk links or images, and then make a purchase, we will receive commission.
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