Barbara’s Crusade

One woman’s personal setback set a ball rolling which thanks to her uncrushable spirit resulted in the establishment of Clwyd ME support group.

In about 1988, Barbara Turnbull contracted Myalgic Encephalomyelitis (ME), and was quite ill for 4 to 5 years, unable to do anything. She was unable to reach any help or guidance from the ME Association or Action for ME. 

Background – before her illness
Barbara has been Chairman of Deeside Branch of the Workers Educational Association since 1966, so she was no stranger to organising groups, meetings, conferences and lectures etc. Barbara was on North Wales WEA Committee at the headquarters in Bangor, the National Committee based in London, the Women’s Committee, also based in London, and the Publicity Committee based in Birmingham. Every two years there were National Conferences, which she always attended, usually with one of the exhibitions. With help from the Chairman of Derby WEA, various “Great Houses of Clwyd” were visited and an exhibition of pictures and photographs organised, which were taken round for a month at a time, to all the libraries in Clwyd. Later those subjects on which there had been weekly lectures, geology, fashion, natural history, etc, were featured.

Her first steps towards helping people with ME/CFS 

ME seems to happen to busy people, and it is very hard to come to terms with because the more you try and do, the worse it gets.  As Barbara heard that Counselling was a source of help for ME sufferers, she arranged for WEA classes to teach counselling at NVQ level, this was, and still is of enormous help. Especially when she talks to the many sad people who have no idea what has hit them, and get in touch with her for help. Barbara is pleased to say that they are very much more at ease afterwards, and is sure she has helped them considerably. 
Barbara helped the then Tutor Organiser for Flintshire, to set up classes in Connah`s Quay, Shotton, Queensferry, Buckley, Mynydd Isa and Mold. Sadly only two at Shotton are now still running. Coleg Harlech, an Adult Education Centre, held conferences, and Summer Schools, which Barbara always attended, usually helping in some way, until she became ill and had to give up most of these activities. 

Barbara decided to set up a local support group
Armed with a list of 30 MEA members in East Clwyd, Barbara wrote to them all, and got the local paper to run an article announcing the first meeting. Fifteen people attended the first ME meeting .There, people spoke of their illness, their problems with family, their GPs, obtaining benefits etc and were delighted to meet and share with other sufferers. A secretary and a treasurer volunteered to help. Previously, the nearest Groups were in Ellesmere Port and Crewe. It lessened the isolation for them enormously. 

Barbara then phoned all the other people on her list, discovering how they were and getting to know them. One gentleman had joined to help his niece in Canada, she and Barbara are now very firm friends, and she is Clwyd ME’s most distant member.

The group continues to meet and develop

Christmas 1992 saw the first newsletter published, and also a telephone list for people to phone each other. Various alternative therapists came to talk to the group about their respective treatments.  Benefits advisers, MPs and ME Association officials came to visit. The group became affiliated to the ME Association.
The group started going to different restaurants for birthday and Christmas lunches. 

Barbara tried to visit as many sufferers as possible, and many people phoned for help advice and sympathy, and still do. Barbara spends a lot of time on the phone, helping to make people feel much less isolated, and giving them suggestions on what medication might help the many symptoms they suffer. 

Pushing for treatment to help ME/CFS Sufferers

Barbara started to make enquiries from North Wales Health Authorities, as to what could be done about treatment for ME sufferers on the NHS . Petitions were sent out to everybody in the Newsletters, to get people to sign in support of a clinic like the one in Liverpool, at the time. Then Barbara asked people to write to their MPs, and to the Director of Patient Care (DPC) at the NWHA. 
Eventually one of the DPCs said that Barbara and Dr Anne McIntyre, Action for ME`s Medical Advisor, could come for a meeting to discuss the issue. “Perhaps you would like one in Wrexham, Glan Clwyd, and Bangor, as well,” she said, finishing off the meeting. After 3 months Barbara wrote asking her how plans were progressing and got the reply “No plans are under way for treatment for ME.” 

Barbara was very disappointed, but determined to continue. She wrote to two further DPCs, and sent copies of petitions and also details of clinics for ME/CFS held in Cardiff, Hull, Leeds, Preston, the National ME Centre, and Bart`s Hospital in London. Stockport ME Group had succeeded in getting two nurses appointed to help sufferers, so Barbara asked them for help and information, which they were happy to give. They had previously told her whom to approach for this service. 

In the meantime the Group was progressing very well, and held conferences, concerts and dances, etc. Barbara also attended Post Graduate Trainings for GPs, after requesting that they be given training in ME/CFS. At the first one she was asked to speak about her own experiences with ME, a bit daunting, but as ever, she managed! 

Finally a breakthrough

But we still didn’t have a Clinic. However a new DPC, Dr Peter Higson, was to take up his post at the start of 1997, so Barbara ensured there was a letter waiting for him on the first day of his new job, asking once again for a Clinic, and briefly explaining what she wanted. Three weeks later he asked Barbara to meet him at Preswylfa, NWHA in Mold. Barbara took along David Bibby, who had worked for local Government before he was struck down with ME. When they walked in, the atmosphere was so much more accommodating than the previous visits they'd made. Peter was willing to listen to what was wanted, and it was a huge project that Barbara was seeking. 

After several more meetings, he said that Mrs Julia Williams would write to all Consultants and visit a quarter of GPs' practices in N Wales to test their responses. Did they think it was a viable proposition? If it existed, would they send patients to such a service? Some Consultants were completely against the idea, as usual, all in the mind! Some were wary, and some thought it was an excellent idea. The GPs on the whole were happy to use it if it was there. Then Julia took Karl Krysko and Barbara to visit Hull and Stockport, to see how they ran their services. Then Dr Higson said he would allow £50,000 for a pilot scheme to run for a year! 

The first clinic opens

In April 1999 the first Clinic was opened by Barry Jones MP, in a celebration attended by NHS officials, the new Local Health Board, and anyone Barbara cared to invite. Her own GP came. After three changes of practice, he had been very sceptical about her illness, saying he could not believe that Barbara was as bad as she said. He was finally convinced after the opening! It had lots of media coverage. Barbara was on TV, radio, and in all the papers. She then visited Penmaenmawr Hospital to discuss practicalities, and the possibility of a Clinic in North West Wales as well as North East Wales.
Long before the end of the first year the pilot was extended for three years, and long before the three years were up, it became a permanency, while another Clinic was opened in Eryri Hospital, near Caernarfon. Finally we have 2 ME clinics in North Wales.

The Support Group continues

Barbara continued to hold meetings twice a month, one at Flint and one at Wrexham Maelor Hospital. Speakers came from all categories, who could possibly help people with ME, talking about benefits, and therapies of all descriptions. Dr Betty Dowsett, now Clwyd ME President, came to explain more about ME and what could be done to help sufferers at a packed meeting. Professor Findley of the National ME Centre told how inpatients were treated there. It is quite costly for the NHS although patients can go privately, and of course it’s a long way from Clwyd. 

Since the clinic has been opened the staff have co-operated and reported their progress with patients at Clwyd ME Conferences. The only person not surprised when there was an enormously long waiting list, all referrals from GPs, was Barbara! 

In 2000 the ME Association which the group was affiliated to decided to dissolve all its Groups and take their money from them. They DID say groups could have 50% of it back again, but Barbara did not trust them and spent the money left on stationery, stamps and photocopying, then sent them a cheque for £10! They replied they hoped they could keep the 50%, i.e. £5, as a donation!! Not being affiliated has not made any difference to the groups ability to continue to support sufferers in North East Wales.
In 2002 when Flintshire Local Voluntary Council (FLVC) offered to help Groups to become Charities in their own right, Barbara accepted. Clwyd ME became self supporting, not wishing to join the other National Charity, Action for ME. Clwyd ME is however a “Partner Group” with The Young ME Sufferers, (TYMES Trust). The Association of Young People with ME has recently co-operated with Clwyd ME, and its Chief Executive Jill Moss came to Clwyd ME's 2005 conference to speak of their work. 

FLVC has, for the last three years, been running an Information and Resource centre in Shotton. FLVC has agreed to let Clwyd ME use their little office. Barbara goes there regularly once a week to photocopy Newsletters, etc. They also helped to get a Grant of £2,500 for office equipment. The next thing is to get a grant of £5000 to employ a part time Administrator who will answer all the mail and write Newsletters.

As Barbara has done most of this work for people with ME since 1992 completely voluntarily often using her own money, she feels it is time to expand. A bigger Group can be more active and reach more people and particularly young ME sufferers. It is only recently that Barabara has had more practical help, enabling more to be done. 

Barbara has always enjoyed working for the Group, despite frequently being completely fatigued! She has found it very satisfying to hear from people how much they have been helped by her efforts, how much they enjoy the Newsletters.  
Clwyd ME recently celebrated its 13th birthday with a party and its AGM. Some might think the number inauspicious, but the group is growing and gaining strength and the cause of ME sufferers is being promoted more and more. From one woman's disaster has sprung a support for many other people due to her spirit and determination.
