Memories from FMA UK Trustees

This tribute was given at Bob's funeral by Janet Horton on behalf of the FMA UK Trustees
Bob Stewart
In late 1996 the founder of the Fibromyalgia Association decided she had to give up due to personal circumstances and put matters in motion to close down the association. She strongly advised that I didn’t take it on as I hadn’t got a group in my area to back me up. She was approached by a group in the North Midlands but refused to hand it over to them. It looked as if all was lost but as 1996 closed and 1997 started Bob, as Chairman of the Black Country Group, came on the scene and must have been very persuasive and convincing as the Association was handed over to Bob and I had my first contact with him by phone. I was impressed by his vision and unquestionable commitment to the cause of the Fibromyalgia Association. Whilst we both became trustees on the same weekend in March 1997 we didn’t actually meet until the first conference in May 1997 in Stourbridge. The amount of work that had been achieved in such a short time was a mark of Bob’s enthusiasm and drive and Pam’s patience as the office at that time was wholly in their home. 

Bob worked tirelessly to bring people together including the group that had wanted to take over but who then chose to go it alone. Many people would not have bothered about this but Bob made several efforts to compromise and work with them before having to admit we weren’t going to be successful on this occasion. His dedication to and belief in everyone working together was only to be admired. 

These early efforts that Bob put into making FMA UK work and taking it forward were to set the pattern for the next 8 years. In all the work he has done he has been there for both individuals and groups. Romayne, who became a trustee in May 1997 has good reason to know this.  After only twice meeting Bob and just a few chats on the phone, she lost her husband to a short acute exacerbation of his illness in Jan 1998. Despite having only 2 days notice Bob flew over to Belfast to attend the funeral. For Romayne this was an awesome gesture and a measure of an incredible man for whom sending a card just wasn’t going to do. From this their friendship grew. Later in 1998 they attended a conference together in Portland USA as FMA UK trustees. It was during the 14 hour flight that she discovered the warning that Bob could ‘talk’ to be very true and after 7 hours had to ask for a break for a rest and a sleep! This habit of long chats between them was to continue and over time Romayne says she learnt more about Ford cars from Bob than she ever thought possible. 

In 1999 we held our conference in Bournemouth and this is where another of our now trustees – Kathy first met Bob. She says she shyly  (this we would all find hard to believe) asked Bob if she could try writing scientific articles for the Journal. 

Bob’s reaction was typical of him – enthusiasm and encouragement and thus Kathy was brought on board and eventually became a trustee and co-ordinator of the Medical Advisory Board. As this involvement increased Bob became her source of counsel and encouragement at the other end of the phone to listen and calm her frustrations when things were moving too slowly for her limited patience (her words not mine). One of the things Bob would say was “you can only do as much as your material and human resources will allow” and Kathy came to recognise the wisdom of this saying. 

Again, as with Romayne, Kathy and Bob rapidly became close friends and she enjoyed many happy times with him and Pam when they would exchange travel stories and amuse each other with the silly situations you can find yourself in, when using a wheelchair and how others can treat you. 

A widely held feeling comes from another trustee Jean Turner that Bob WAS FMA UK for a long time and his energy and drive have been an inspiration to others. She once told him that he was the glue that kept us all together. Quick as a flash his reply was ‘I’ve never been called UHU before’. His message has always been that it is possible to be positive even with difficult health problems. Bob often said that he needed FMA UK more than it needed him. This is not so, we shall all be the poorer for not having him amongst us. For many of us though, as for Bob, it is the working for the Association that ‘keeps us going’, when it would be so easy to give up, sit in a chair and get depressed. Keeping going alongside Bob made it both easier and more pleasurable. 

That Bob’s enthusiasm for the Fibromyalgia cause was infectious is clear from all the comments I have received and as Janet McFarlane says he inspired us all to get up and do something about the injustice to the Fibromyalgia sufferer. Janet reminds us of Bob’s great affinity with Scotland, especially the tartan which he loved to wear at every opportunity. This endeared him to the group leaders in Scotland. His vision to have equal rights for every sufferer was apparent in his wish for FMA UK to be part of Europe and the wider world. Janet has told me that she has received lots of messages of condolence from our colleagues in Europe, which she will be passing on to Pam.

Gerry, our vice chairman and his wife Jean reminded me that, prior to the introduction of the FMA UK Helpline, Bob was the first point of contact that callers to the Association made with another Fibromyalgia sufferer. We all know how important that first conversation is to a newly diagnosed sufferer. It is a monumental event in all of our lives when we find somebody who understands what it is we are experiencing. Bob instilled hope to all those who contacted him, many not realising that Bob himself was a sufferer because of his cheerful voice and the encouragement to keep positive that he engendered. 

Jean and Gerry always found that, whether it be a personal conversation or on a business footing, Bob was a passionate man who cared deeply about the Association and the welfare of his friends. He had the capacity to make all of those he spoke to feel as though they were life long acquaintances. Bob always found time to listen, advise and support others. Even on bad days when he was tired he always put other people before himself. This was evidenced by Jean’s first ever contact with Bob, when she rang him on his mobile about some trivial matter concerning the Association. He spoke to Jean for about 15 minutes before revealing that he was on holiday in the West Country at the time – nothing was too much trouble for him. 

Here are some of the comments from groups around the country. Essentially they admired Bob’s support and skill in problem solving within support groups and his ability to deal with people on a personal level, giving them confidence and reassurance. From another ‘Bob was always cheerful, kind and supportive.  It goes on to say ‘He counselled and advised me when I had problems with the group’. And another ‘ The Fibromyalgia Association has flourished and grown under Bob’s leadership and we have had some great conferences’. Here I feel I must add that the last 2 conferences have been very ably arranged by Pam, who has supported Bob so strongly throughout his involvement with FMA UK. For this she has our heartfelt thanks. 

Here is a story from the Devizes group. In 1999 they were in real crisis. The group was being closed down and the contributor of this piece and others were in need of the group. She rang Bob for advice as she didn’t know anything about running a group, especially a charity group. Bob immediately put her at her ease, helped her write letters to the Charity Commissioners, spoke and wrote on her behalf and became a good friend during those times and since. Bob helped so much and went down to their first EGM and since then the group has grown in strength and stature. This is just one story but could be repeated several times. Bob, along with Pam, travelled many miles for the FMA UK cause. 

Just 2 more quick comments ‘With Bob’s encouragement I started the helpline for my area’, and ‘He gave me a way of putting my experiences with FMS to positive use’.

In some ways I have left the best till last, that is Bob’s sense of humour and fun. We have already had a hint of it when he likened himself as the glue to UHU. Everyone has commented on this in some way describing him as quick witted and having a dry sense of humour, his wicked and fabulous sense of humour, all this made a greatly entertaining person to be with. Along these same lines Romayne will particularly miss Bob’s crinkly smile and how his whole face would light up and the whole room with it. 

I have been offered 2 verses that are very applicable to Bob and I make no excuses for using them both.

There are wonderful people

Who give from their hearts

In thoughtful and unselfish ways,

So willing to share,

Help out or be there,

No matter how busy their days…….. 

Emily Matthews

Some people come into our lives and quickly go.

Some stay for a while and leave footprints on our hearts.

And we are never, ever the same.

Thank you Bob, God Bless

Gerry Crossley, Janet Horton, Kathy Longley,
Janet McFarlane, Jean Turner, Romayne Wright



Romayne

I suppose one of my earliest memories of Bob would be the year he took over FMAUK – he & I had chatted a few times on the phone and met twice, when my husband died after a short acute exacerbation of his own illness in January 1998.  Despite only hearing the news on the day he died, and the funeral being held two days later, Bob flew over to Belfast to attend it – for me, it was an awesome gesture, and the measure of an incredible man for whom a card just wasn’t going to cut it.  He really knew nobody, yet stayed most of the day with me which was just incredible, and he truly made a huge impact that day alone.  From that point, our friendship grew steadily over the years with my being on the FMAUK board from its new formation in 1997.  In 1998, we attended the Portland OR Conference together as FMAUK Trustees, and I vividly remember travelling down from Stourbridge to London with somebody saying to me about how Bob could ‘talk’ and to not let him get away with it for too long or I’d be worn out.  I’d no idea what they meant, as until that point, we’d somehow never really had any lengthy conversations, but here we were about to jet off to the US on a 14-hour flight, so I figured I’d possibly soon find out – and indeed I did.  About halfway there, I had to gently say to Bob that I really needed to have a rest and sleep – I was totally exhausted and I thought I could ramble with the best of them, but he beat me hands down – in the nicest and most interesting possible way of course!!!  Over the course of the next few years, I suddenly discovered I had developed exactly the same problem (partly from medication I should point out!), and so when the two of us were together, sometimes we just talked for hours, and hours about everything possible.  I learnt more about Ford cars from Bob than I ever thought possible.
Like everyone else, I have so many memories, some I can’t put time/place on, but the one thing I will miss by far and away was his crinkly smile – the way when you told him something really funny, he’d just totally crease up and his whole face would light up and the whole room with it.  I may not have known him as well as some others, but I never remember him ever once being nasty, angry or showing any negativity about anything.  He had a zest for life only rivalled by his enthusiasm for the FMS cause, for which he will be sorely missed.  He was one of my dearest friends, and the greatest loss to all of us who knew him, whether  well or only in part.  Heaven is most definitely richer for him being there!!

Romayne



Jean

I will always remember our ‘phone calls where we would ‘put the world to rights’.  We would spend, maybe, 5 minutes on official FM business and the next hour or more on absolutely anything, wherever the conversation took us.  Both Yvonne and Romayne have told how Bob ‘could talk for England’ which was true, but it was a two-way conversation, he could listen as well.  

Bob’s health had confined him to the house more and more over the last couple of years and the telephone was his contact with the outside world, which was very important to him.  Pam was very long suffering and I well remember a conversation with Bob when he stopped long enough to say goodbye to Pam, who was going out to run some errands, and I think we were both in some shock when Pam arrived home and we were still talking!

In those two years Bob was very reliant on Pam, who was his chauffer.   Despite the health problems (which were not connected with his FM) and with the support of Pam, he was still able to carry on his FM work and visit family and friends.   

People skills was one of Bob’s strong points and we will miss his calm reasoning and tremendous forethought.  He had a view of the future for FMA UK and we will all endeavour to take the Association forward to where he wanted it to be.

Thank you Bob for the friendship and for enthusing me to fight the cause of fibromyalgia sufferers everywhere.

We did it because of you and we will continue to do it for you, we will try not to let you down.

Jean



