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[image: image1]Chairman’s Report

We have now moved to our new meeting venue at Bunny Hill Customer Service Centre and have held two meetings there. The building is accessible, has a lift and is comfortable with good facilities.  Dates and times of the meetings are still the same and you can be met at the door if you phone us before-hand. Why not come along and see for yourself!

There are two exciting conferences planned in May 2008, both led by patient support organisations.

ME Research UK and the Irish ME Trust welcome everyone to the “New Horizons 2008: International Conference on ME/CFS Biomedical Research.”

The 3rd Annual International ME/CFS Conference is to be held in London. This event has been organised by Invest in ME and has an impressive list of speakers.

Representatives of our group will be attending the London Conference and we will purchase copies of the DVD to show at future meetings. (See the article below for more information about these events). 
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Best Wishes,

Leslie Tate.
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Dates for your diary

April 16th: Group meeting at Bunny Hill.

May 6th: Cambridge ME/ CFS Conference.

May 21st: Group meeting at Bunny Hill.

May 23rd: London International ME/CFS Conference.

June 18th: Group meeting at Bunny Hill.

June 3rd - August 5th : (inclusive) Nutritional Therapy course at Bunny Hill. (this activity is subject to our obtaining funding -see following article).
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Fundraising Report
Regular standing orders have removed the immediate pressure of carrying out energy-draining fundraising events in order to fund group activities. We are grateful to the people who have signed up to this scheme but this does not generate sufficient income to cover all that we do.

Therefore I am always on the look out for new ideas to help our finances and am delighted to have identified some alternative money earning schemes!

Do you regularly shop on the internet? If so check out www.easyfundraising.org.uk. They have a free service where you can shop on your favourite on-line stores and earn money for your chosen charity (hopefully us?). More than 500 well known firms have already signed up to the scheme and all make donations to charity. Amazon; Asda; M&S; WH Smith; Tesco; Next and Woolworths to name but a few.  We have already registered our group as a participating charity so all you need to do is register as a customer, then start shopping and watch the money come rolling in.

Mobile phones:  If you are buying a new mobile phone then why not give us your old one - working or not? We are in the process of setting up a scheme to re-cycle them to raise cash for the group. PLEASE don’t throw them out.

While you are on the net then also look at 

www.everyclick.com
and use them as your search engine. Each search you do raises money for our group too.
                                                                          -  Pauline Donaldson.
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Infoline

Insurance Advocacy

We are offering a service that we feel will be of great benefit to you and your  members, people with a history of Myalgic Encephalomyelitis, or any associated conditions, who require Travel Insurance, Home and Contents Insurance, Motor Insurance or Life Insurance.

There is NO COST to the individual, or group, in using our service, as we offer an unbiased FREE initial review service to our clients. We have at: 

www.protectedfuture.co.uk  a team of highly experienced medical underwriters, with over 55 years experience in helping people like you and your members, who have developed this service, aimed specifically to help people with health issues.

We can assist your members in obtaining competitive Travel, House and Contents, Motor and Life Insurance and can make a donation for each policy taken out. Whether you or your members suffer from an existing health condition or not, we can ensure that the cover is tailored to meet the needs of the individual.
We welcome any enquires from you or your members and you may wish to make details of our services available to your wider membership via your Newsletter.

We sincerely hope that we can be of help to your members.

 Yours faithfully,

 Mark Harris

(Mark Harris is an appointed representative of IN Partnership the trading name of The On-Line Partnership Limited which is authorised and regulated by the Financial Services Authority)

Email: 

info@protectedfuture.co.uk

Telephone: 
0845 680 0721
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Welfare Rights Information

More couples required to make joint claims for JSA:

New regulations have been issued that increase the number of couples that must make a joint claim for income-based JSA, by including older couples.

From 25th February 2008, childless couples will have to claim jointly in order to receive income-based JSA where at least one member of the couple is aged 18 or over and was born after 28th October 1947.  Both partners will need to show that they are available for work, and actively looking for work, though there are some exceptions to this rule.

NB: The requirement currently applies to those where at least one member of the couple was born after 28th October 1957.  Transitional protection is provided for couples getting benefit on 24th February 2008 i.e. one member of the couple can still claim JSA - until Jobcentre Plus contacts their partner

DWP given new powers to find benefit fraud:

The former Secretary of State for Work and Pensions, Peter Hain announced that from March 2008, Department for Work & Pensions (DWP) fraud investigators will be able to use information held by credit reference agencies to pinpoint benefit fraud.  This is information given in applications for loans, credit cards, store cards etc.

‘Data matching’ will be a method used to highlight areas where peoples’ circumstances do not match those declared on their benefit claim, for example their level of income, the amount they have in savings, or whether they are single or a couple. 

A recent report by the National Audit Office examining the cost effectiveness of six of the DWP's most important counter-fraud activities - including the National Benefit Fraud Hotline and the Data Matching Service found that, in 2006/2007, they: - 

 '... cost the Department £154 million to operate and identified an estimated £106 million of benefits which had been overpaid as a result of fraud…'

National Insurance Contributions explained:

(Most working people pay National Insurance Contributions (NICs) out of their wages, but do you know what they are used for?) 

Contributions are paid into the National Insurance Fund, which is used to pay certain ‘contributory’ benefits such as retirement pension and incapacity benefit.  Entitlement to these benefits and sometimes the amount paid, depends on whether you have paid – or been credited with - enough NICs at a certain time.  To qualify for a full retirement pension, you will need to have 30 years’ worth of NICs and credits if you are due to retire after 2010.

Other benefits such as income support are not funded by National Insurance but are paid for by our taxes.

 National Insurance Contributions

There are 6 different classes of NICs, but only Classes 1, 2, & 3 count towards contributory benefits…

Class 1: is paid by employees (and their employers) earning above £105 per week (from April 2008).  It is usually deducted from your wage.  If you earn from £90 to £105 per week you do not have to pay, but are treated as if you had paid and can claim the following benefits.  If you earn less than £90 per week, you do not pay NI and are not entitled to the benefits.
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except the ‘married women’s stamp’ or ‘small stamp’, which does not entitle the payer to any benefits.

Class 2: is a flat rate amount paid if you are self-employed.  It is £2.30 a week (from April 2008).
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Class 3: These are voluntary payments to make up a shortfall in a year’s contributions (e.g. if you’ve been out of work but not signing on).
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National Insurance Credits

Credits can be made to your NIC record in certain circumstances, e.g. for each week that you are unable to work because you are sick or disabled or a carer, or when you are unemployed and signing on at the Jobcentre.  [There are other reasons you may be able to get a credit.]

 Home Responsibilities Protection 

This is a similar scheme for people who cannot work because they look after a child or a disabled person, or are a foster carer. It covers a whole tax year rather than being paid week-by-week, and can reduce the total number of contributions you need for a full retirement pension.
Bogus HMRC emails – beware!

Following the loss of personal data by HM Revenue & Customs in December 2007, many people are receiving fraudulent emails claiming to be sent by HMRC and asking for personal bank details.  These emails appear to be legitimate and contain the HMRC logo. 

While HMRC do at times contact claimants by email, they do not request login, bank or credit card details.  Our advice is not to respond.  

For more information and to find out where to report such emails visit: 

http://www.hmrc.gov.uk/security/spoofs.htm
New Agency
Peter Hain, the former Secretary of State for Work and Pensions, announced recently that the Pension Service and the Disability and Carers Service are to be joined together into a single Agency.  This will be called the ‘Pension, Disability and Carers Service’. It will come into existence on 1st April 2008. 

The Pension Service currently provides pensions and benefits to over 11 million older people.  It also helps people to plan for retirement.  

The Disability and Carers Service supports people with disabilities and their carers, whether or not they work. It is responsible for Attendance Allowance, Disability Living Allowance and Carer's Allowance.

The two existing Agencies share many of the same customers - over half of the customers of the Disability and Carers Service are also customers of The Pension Service and the proportion is growing as people live longer. 

Announcing the change, Peter Hain said: 

"This is a big step forward for our Department and its customers. The new Agency will help us to give many more of them the services and support they need through one organisation in a joined up way." 

Benefit backdating to be cut from 12 to 3 months
Backdating of pension credit (PC), housing benefit and council tax benefit (HB/CTB) claims for those aged 60 or over is to be limited to 3 months from October 2008.  At the moment arrears of these benefits can be backdated for up to a year. 

Other ‘simplification’ measures for older people to be introduced from October 2008 include: – 

*   the Pension Service will complete HB/CTB claims over the telephone and then send the claim directly to the person's local authority; 

*   the length of time older people can spend abroad without their pension credit being stopped is to be extended from 4 to 13 weeks, in line with HB/CTB; and 

*   people aged 75 and over, in receipt of pension credit, will no longer be required to provide updated information every 5 years about their retirement income.

The government states that these measures will make the benefit system 'simpler and less intrusive for older people'.

 HB/CTB backdating will also be restricted to a maximum of 3 months for claimants of working age.

Has your youngest child reached 16? 
If you are claiming Income Support when your youngest child reaches 16 you will be expected to change to Jobseeker’s Allowance, unless your Income Support is paid on the grounds of incapacity due to ill health.  

When this happens it is important to claim Child Tax Credit for your child or children as Jobseeker’s Allowance is paid for the adult only.  We are finding that many people are not doing so and as a result are losing out.

Did you know that you can continue to claim Child Benefit and Child Tax Credit until your child reaches his or her 20th birthday if he or she stays on in full-time non-advanced education or certain types of approved training?  

 Benefit uprating
From 7th April, most contributory and non-contributory benefits will rise by 3.9% and most income-related benefits by 2.3%.  Other changes include the introduction of one single rate of Jobseeker’s Allowance and income support for people under 25.  It will be £47.95 per week (previously there were 2 rates).


 
ME Conferences in 2008

Information regarding three ME related conferences has come to our attention. Two are very creditable, worthy of note, but the third has raised a certain amount of controversy within the ME community. We report the details of each conference here in date order and allow you to form your own opinions about them!

* The Royal Society of Medicine (RSM) CFS/ME London Conference is on April 28th and has speakers that include:-  Professor Kam Bhui, Department of Psychiatry, Queen Mary School of Medicine and Dentistry, Dr Anthony Cleare, Institute of Psychiatry, London and Professor Simon Wessely, Psychiatrist, King's College London. 

There has been a significant amount of discussion around this event caused mainly because of the heavy psychiatric bias of the conference.  It is advertised as a conference for “professionals” and clearly not for people with ME who are not allowed to attend. The MEA (ME Association) asked that they be allowed to have a display stand at the event to put forward the illness from a patient perspective but this was disallowed also. Initially the MEA were happy to advertise the event in the spirit of openness and information-sharing, but in response to member queries, they have now issued a statement on their website:

www.meassociation.org.uk/content/ view/496/ 70.

Conference details are at:   www.rheumatology. org.uk/education /event/cfs

* ME Research UK and the Irish ME Trust welcome everyone to the “New Horizons 2008: International Conference on ME/CFS Biomedical Research.” The event on Tuesday 6th May is being held at the Wellcome Trust Conference Centre Cambridge. Key speakers include Prof. Nancy Klimas (USA), Prof. Birgitta Evengard (Sweden), Dr. Byron Hyde (Canada), Dr. Jo Nijs (Belgium), Dr. Jonathan Kerr (UK,) Dr. Derek Enlander (USA), Dr. Dan Peterson (USA), Dr. Faisel Khan (UK) and Dr. Stephen Graves (Australia). For further details visit:  www.meresearch.uk.org 

* The 3rd Annual Invest in ME International Conference is to be held in London on May 23rd. Eminent speakers include Dr. John Chia (California), Dr. Judy Mikovitis (Nevada), Dr. Julia Newton (UK), Dr. Martin Lerner (Chicago), and Dr. Martin Learner (Michigan). Information and details can be found at:  www.investinme.org

M.E. Peoples Day Events 12th and 15th May 2008

Dear Everyone, 

The following two events are taking place in London.  They are national M.E. events therefore anyone affected by M.E. including carers, friends and families or anyone with an interest and/or concern with M.E. can attend.

Monday 12th May:  

11:00 am - 11.30 am: Informal Gathering opposite Downing Street, Whitehall, 
London SW1.

12.00 noon: Presentations to 10 Downing Street by a small group and photo-call.
12.30 pm: Presentations to Department of Health, Richmond House, Whitehall, London SW1.

1:00 - 2:30 pm: M.E. Picnic & Poetry, St James Park (10 minutes walk from Whitehall) London, SW1.
Thursday 15th May: 

11:30 - 1:15pm: M.E. Picnic & Poetry, the Victoria Tower Gardens (just further along from Houses of Parliament Black Rod Entrance), overlooking the Thames.

1:15 - 1:30pm: Join Lobby Queue at St. Stephen's Gate, outside Houses of Parliament.

1:45pm: Prepare to enter Committee Room 6. .

2:00 - 4:00pm: Open Forum Meeting to discuss the current affairs in the M.E. World.

The Open Forum is an opportunity for members of the M.E. Community, its charities, groups and organisations to discuss the current state of affairs in the M.E. World and where we are in relation to: NICE, Occupational Health Guidelines, DWP, the Mental Health Act and Mental Capacity Bill and its implications with M.E., APPG On M.E., the M.E. Observatory, recent Government initiatives, representation of national M.E. Charities, NHS-Plus, Charity Commission, Carer Issues, Research and a number of other related M.E. topics.

There will be an agenda for the day and it is envisaged, that people who have a specialist interest on an above given topic, will come forward with a presentation of documented references to naturally state their case. If you would like to present a case on one of the above topics please make contact in the first instance to:

12MayM.E.PeoplesDayEvents@live.co.uk

We very much hope the 12th May M.E. People's Events founder and patron, Trev Wainwright will be able to join us at one or both of the events, subject to health and commitments, of course.  The usual "creature comforts" are highly recommended for both days e.g. extra clothing and waterproofs, fruit, snacks etc. Plenty of refreshments for the duration of the day/s and packed lunches for the Picnics are a must.

Mobility scooters and wheelchairs users are most welcome to both Events. Those assisting are most welcome as well. A separate entrance to the House of Commons applies so please make yourself known on arrival, to the police officers outside Parliament, who will arrange a guide to escort you through Security and to the Committee Room.

Placards of a serious or humorous nature are welcome for display at the 12th May Gathering, opposite Downing Street. However, please note: NO placards will be allowed at the 15th May House of Commons Event. Thank you. 

Kind regards,

Di Newman, Organiser 12th May M.E. People's Day - 2008 events.

 Email: 12MayM.E.PeoplesDayEvents@live.co.uk
Alternative e-mail address: dinewman1991@hotmail.co.uk

Postal Address: PO Box 775 Peterborough, Cambridgeshire PE1 4WZ.

Landline:   01733 552872

Mobile:   07742 615 952


Internet Matters

Support our very own website

For all M.E. sufferers and the healthy significant others affected by this debility. I realise a significant number of our members cannot attend regular support meetings, but use the internet as their window to the world. Why not use our site for questions, answers, management, lifestyle options and general friendliness for one another. 

Set up over one year ago by our very own Pauline, it has the potential to be huge, covering clinical issues at both local and international level. You never know, you may even find some special friendships from those who know exactly what you are going through.

 Visit: www.mecfs.co.uk and follow simple instructions.

Lee

ME Blog

Now there's only M.E. "All things are necessarily connected and arranged for the best."  Sometimes feel I should have the insight of Voltaire, but you know, there's nothing like a chronic illness to rob you of your dreams. Like a thief in the night waiting to pounce during another lingering relapse.

I was asked to contribute a new regular column for Reach and hopefully if you like it, it will be the first of many. Solace and catharsis for the hidden; suffering.

My illness I suppose followed the usual pattern experienced by many of you. Glandular Fever - Post Viral Fatigue Syndrome - Chronic Fatigue Syndrome. C.F.S. is such an umbrella diagnosis which can fit rather conveniently into many of the chronic illnesses. I feel it somehow denigrates the way I actually feel. Yes, the overwhelming fatigue is forever present, including it's sinister delayed onset colleague. Oh the times it has tripped me up just when I wanted to enjoy myself. It is the cognitive dysfunction (I haven't read a chapter, never mind a book in over three years), short term memory and concentration deficits; sorry I've forgotten your name again and why did I put the sea salt in there?

The burning lymph nodes in my neck - curse you Epstein Barr. The picking up of every virus going, taking four times longer to get over them, the sore-throats, nausea, dizziness, headaches, myalgia, joint pain, in short, the constant flu-like symptoms. My career is now dead in the water, taking with it the social network it brought. 'Friends' tend to fall by the wayside. I have sensitivities to a lot of medications, alcohol and foods. Cut viciously down in my prime. I feel the joke is on me

That is my M.E.

Of course I'm not a merchant of doom, as I write this in late February for our spring edition. Acceptance is half the battle. A cheese and pickle sandwich walks into a pub and orders a pint of lager and the barman says, "Sorry we don't serve food here." Sense of humour intact, if a little diluted these days. Perspective.....there are thousands worse off than us. There are thousands also better off than us. Oh I don't know. I slept ten hours last night, so why do I feel hung over, flu-like, drowsy and exhausted? Mornings are always worse and then it's wading through treacle for the rest of the day. Being an ethereal and sensitive Piscean is both a blessing and a curse when coupled with the nervous system maladies of this torment.

The Easter Bunny will be calling soon. Like Christmas, only a couple of chunks of chocolate I can tolerate these days. Must buy some digestive enzymes....

The thing is I am never bored. Days tend to fly, merging into one another rather like some waking dream, where I am not entirely certain where I went yesterday and what truths I revealed about my personality and state of health. Yes I can do a lot of things, but the sustained and repetition allude me. So even on housebound days watching a DVD is viewed in sections just to allow my concentration to play catch up.

Spring is only a closed -door away, and with it her blossom hue of re-birth and life awakening. Just hope that all I desire and love don't come knocking on the same day. I will have to take to my bed.

Eternal Autumn. XX

Online assessment tool for aids and equipment:
The Disabled Living Foundation (DLF) has re-launched its online self assessment tool for daily living products AskSARA to make it easier to use and more accessible. AskSARA is a way for older and disabled people and their families to get advice about equipment that can help them in their daily lives. To try out the new version visit:

 www.asksara.org.uk

Campaign survey online

Action for M.E.’s survey of health and welfare inequalities amongst people in the UK who have M.E. is now available online for completion by 31st March 2008.

People with M.E. often contact Action for M.E. about their experiences of health services and welfare benefits. Good or bad, their stories indicate that experiences vary across the UK.

To campaign for excellence and equality, we need to collect comparable information on health and benefits from as many people with M.E. as possible, in a structured way.

The survey is open to anyone in the UK who has M.E. You can participate whether you are a member of the charity or not. It is possible to complete the survey in sections, so you can pace yourself and still respond.

With your help we aim to identify:

(1) any gaps or differences in health services and benefits experiences which exist across the country, so that we can campaign for improvements.

(2) areas of good practice, to use as a benchmark for improvement elsewhere.

(3) whether changes have taken place in health care and welfare since our survey in 2002.

(4) how many people with M.E. have to go to appeal before they are awarded the welfare benefits to which they are entitled.

Unfortunately, we can't cover health and welfare benefits in equal depth in one survey. We have kept the benefits questions to a minimum with a view to a more in-depth look in the coming year.

Campaigning is one of the main ways in which Action for M.E. can make a difference. The information you give us through our surveys is fundamental to this work.                                                                                               www.afme.org. uk

MEA fundraising video 

Your photos, please:




www.meassociation. org.uk 
The ME Association is shortly going to start a fund-raising drive for money to cover the costs of running such things as the ME Connect Helpline, our website and to raise money for our research fund.  As part of that drive we are planning a short (three-minute) video to demonstrate to potential donors the devastating effects of ME. "Most people don't really have much of a clue about the illness", said MEA trustee Ba Stafford, who chairs our fundraising group. 

"To grab the audience's attention and get their support, we need to send out messages of heart-rending stories. One way to do this is to ask our members to let us have a photo of themselves which we can then include with their name and a short caption.

Please will as many of you as possible email me a photo and give your name and a short paragraph saying how ME has affected you - how long you have had it, what it's effects are on you, how it has affected your lives, etc. I will then choose some and put captions under them.

"I will email the video for approval to anyone chosen before it goes public. We need photos of you maybe before and with your illness or just an up to date photo of you looking healthy or just one where you look really ill - the more mixed the better. We want both sexes and all ages. 

"Please help! Without you we won't be able to do it. Click on the link below to reach me." 

- Barbara Stafford
barbara@fernside.plus.com <barbara@fernside.plus.com>
 Request from Journalist   

We have had a request from Shannon Kyle, a freelance writer who works for titles such as Take a Break, Bella, Pick Me Up, Love It, Woman's Own and The Mirror for uplifting stories from young women aged between 20 and 35 who have ME but have found a silver lining eg. ME is tough but it found me love/ ME changed my life for the better If anyone is interested in speaking to this writer, please contact me in the first instance.                                      Many thanks,
                                                  - Heather Walker, Communications Manager, Action for ME.
heather.walker@afme.org.uk

Questions to Ask

What is “Questions to ask?” 

It is a new leaflet developed by the Department of Health to help everyone get the best out of their appointment with their doctors or health professionals. ‘Questions to ask’ is designed to provide patients and carers with suggested questions through a series of prompts and tips.

Why do we need questions to ask? Getting the correct information and understanding conversations with professionals during appointments is key to involving people in decisions about their treatments and care. This leaflet supports this involvement, encouraging people to feel like partners in their healthcare.

Where can I get a copy?  So far only available in England and Wales, copies of this leaflet can be obtained by contacting:   
* electronically:

www.dh.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_079531               
* by post:

* ring: 

08701 555 455

* textphone: 
08700 102 870 
* fax:               
01623 724 524

* e-mail:           dh@prolog.uk.com                                  

Netmums.com

Netmums.com is a free website set up by mums to provide information and support for other local parents and to encourage a sense of community spirit.  There is information on indoor and outdoor play areas, baby and toddler groups, family friendly events, restaurants and parks.  Also included is advice on working from home and childcare as well as nearly-new and ‘meet a mum’ section.

Netmums.com operate 153 local websites and have over 385,000 members.  To join just log on to:

www.netmums.com

Low-yeast diet 'does not help chronic fatigue'

A new study has concluded that the low-sugar, low-yeast diet often recommended to patients with Myalgic Encephalomyelitis (ME) or chronic fatigue syndrome (CFS) does not actually help.

The research, which was carried out by experts at St Bartholomew's Hospital,  
involved 52 patients who either followed the low-sugar, low-yeast 'anti-candidia' diet or a normal diet for 24 weeks. Analysis revealed that there was no apparent difference in levels of fatigue, mood state or quality of life between the two dietary groups.

Lead researcher Rhona Hobday, who is a registered dietician, said that there has 
been little clinical research into the benefits of a low-sugar, low-yeast diet until now.

'People with chronic fatigue should adopt a varied and well balanced diet known 
to optimise and protect health rather than unproven and complicated diets,' she 
said, adding that, too often, people are advised to follow diets 'for which there is no evidence of benefit'.

http://news.netdoctor.co.uk/news_detail.php?id=18503779

Nutritional Therapy Course

We are planning to hold a 10 week course on Nutritional Therapy for 20-25 members. The sessions will be held on a Tuesday afternoon between 1.00pm and 3.00pm in the Community Learning Room at Bunny Hill and will commence on June 3rd. (subject to funding).

This course will be led by Lindsay Benton a member who is recovering from ME and who is now a qualified Nutritional Therapist.

If you are interested in attending then please contact Pauline on 0191 4556959 for  details or to register your interest. 


 That’s all for now.  Goodnight Folks!




Stop Press!


Work and Pensions Secretary, Peter Hain, resigned from the Cabinet on 24th January 2008.  James Purnell takes his place.  You can find out more about James Purnell at:


www.theyworkforyou.com/mp/james_purnell





Class 3 NICs count towards: bereavement benefits & retirement pension.





Class 2 NICs count towards: incapacity benefit, bereavement benefits & retirement pension.








Class 1 NICs count towards: incapacity benefit, contribution-based JSA, bereavement benefits & retirement pension,


























