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5th  October  West Country Vasculitis Support Group  - Talk on vasculitis by Dr Nick 
 Viner, consultant rheumatologist, Torbay Hospital. Meeting starts at 6pm. 
 Please contact Charlotte Stoner (details page 22)       

10th October      Kerry -Anne Orakwusi and Lizzie Deane walks the Royal Park Half-
 Marathon for SSVT 

7th October      Craig Hill runs in the Cardiff Half-Marathon in support of the Trust  

24th October   VSGWM Meeting (See Below) 

14th November     Cambridge Vasculitis Support Group meeting to be held at The Holiday 
 Inn, Impington, Cambridge. The meeting will start at 11.00am, to finish about 
 3.00pm. There will be an opportunity to share experiences. A sandwich lunch 
 will be provided and is included in the price. Dr David Jayne will host a 
 questions and answers sessions. All places to be booked in advance 
 please.  For booking and  full details (including price) please contact: Jenny 
 Fulford-Brown (see page 22) 

2nd January 2011 Surrey Vasculitis Support Group , Winter meeting. Details from Victoria 
 Lown. 01372 727833 e-mail: vlown@vasculitisfoundation.org 

10th April 2011     Francesca Saville runs the Brighton Marathon to raise funds for SSVT  

VASCULITIS  SUPPORT GROUP WEST MIDLANDS   (V.S.G.W.M.)  MEETING  

SUNDAY  24th October 2010  

HILTON  BIRMINGHAM   BROMSGROVE   HOTEL 

        ( www.hilton.co.uk/birminghambromsgrove )         

The Hilton Hotel directions - M5 at Junction 4 take the A38 towards Bromsgrove for about a mile, 
 Hilton Hotel is on the right  

Informal gathering  from 12.00 in bar (snacks available, but quite expensive), or from 1.15pm  in the Elgar Suite  

    PROGRAMME in ELGAR SUITE     1.30 pm to 5.0 pm  

1.30 pm       Welcome and news  é  Margaret Gentle 

2.0pm to 5.0pm  Talks, with break in middle for tea and biscuits  

SPEAKERS         BOTH  VASCULITIS SPECIALISTS      FROM     UNIVERSITY OF BIRMINGHAM  
PROFESSOR C.O.S. SAVAGE,  Professor of Nephrology,  MRC Centre for Immune Regulation. 

       ñHow industry sees development of drugs for rare illnesses.ò  

               PROFESSOR  P.A. BACON,  Department of Rheumatology,   Medical   School,  
          ñVasculitis in India (including Takayasuôs Arteritis)ò           

NOTES      i)  A Toby Carvery is just past the Hilton Hotel but on left side of the road at the traffic lights.    
                  ii)   the 144 bus runs infrequently  on Sundays  between Birmingham  and Bromsgrove 

  ENQUIRIES   V.S.G.W.M. 15, Chepstow Grove,  Birmingham  B45 8EG,             Phone.   0121 243 5621            
e-mail: mg.vsgwm@blueyonder.co.uk          

NEWS ITEMS AND EVENTS DIARY 

VASCULITIS UK - SSVT  
ANNUAL GENERAL MEETING 2011  

Initial Announcement  

The 2011 AGM will be held on Sunday 22nd May 2011 at  
Long Easton Novotel, Long Eaton, NG10 4EP (M1 Junct 25)  

 
Further details, including Programme and Speakers will be published in the  

Spring 2011 Newsletter  

òRamfeezledó = Old  Scots expression -  to be weary , fatigued or befuddled 

http://www.hilton.co.uk/birminghambromsgrove
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AUTUMN 2010  -  CHAIRMANôS REPORT 

How things do change!  This time last year, following the resignation of Paul Pegg as 
secretary and the intended resignation of Richard Harris as treasurer, it looked as if 
the Trust was going to have to be wound up for lack of a secretary, treasurer and 
committee members to run it.  However, the response to the questionnaire, which was 

sent out last November to all members, confirmed that you wanted the Trust to carry on. 

Fortunately, a very able and committed new treasurer, Andy Bone, volunteered his services 
in time to save us from disaster.  Then, at the AGM in June, several new, enthusiastic 
trustees came forward to help run the Trust.  (You will find an article introducing each of us 
on page 4).  So now we have to get together to make some decisions about the future of the 
Trust and its direction and how the aims and intentions are to be implemented.  One of the 
new Trustees is Pat Fearnside, who has, to my relief, now taken over as editor of the 
Newsletter as well as helping out with many other administrative issues.  This is her first 
edition as editor. 

About 70 people attended this yearôs  AGM in June where there were talks by Dr Neil Holden 
about his vasculitis research (see page 8), and from Dr Andrew McClean on new research 
into ñFatigue in Vasculitis and chronic kidney diseaseò.   

Dr Lorraine Harper also gave a very interesting talk on genetic factors in vasculitis ñANCA 
Associated Vasculitis: Genes or Environment? Or a little bit of bothò.  For reasons of space in 
this Newsletter, her presentation will appear in the Spring newsletter. 

Having now been on the receiving end for over a year of many óphone calls, emails and 
letters, from those with vasculitis or suspected vasculitis, I have come to believe that the 
main problem that needs to be addressed is the  failure to recognise and diagnose vasculitis 
sufficiently early and to treat it appropriately. I think many with vasculitis would now be 
suffering from fewer long term effects, have a better quality of life and an improved life 
expectancy if their disease had been correctly diagnosed and properly treated at an earlier 
stage. 

So the change in government does give me some cause for alarm.  Earlier this year, Sir 
Liam Donaldson, Chief Medical Officer, announced his intention to direct more attention and 
resources towards diagnosing and treating rare diseases.  However he is no longer CMO 
and the new administration has announced its intention to devolve all the commissioning of 
medical services to GPs.  

Unfortunately, most GPs have little or no knowledge or awareness of rare diseases like 
vasculitis, so one suspects they are hardly likely to direct a larger proportion of the reduced 
resources that are going to be available in the direction of those diseases.  But these are 
early days and I hope my worst fears are unfounded.  

However, there is hope on the horizon. The Trust has been invited by the highly respected 
ñGenetic Allianceò to join a pilot scheme ña route map for rare diseasesò. It is hoped that this 
will give rare diseases, such as vasculitis, a higher profile. See report on page 20. 

John 
John Mills (October 2010)  

PROFESSOR LORRAINE HARPER  

I am sure all Members will join me in congratulating Professor Lorraine Harper (the Trustôs 
medical advisor), who was officially promoted to Professor of Nephrology at the University 
Hospital of Birmingham on 1st October.         
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VICE CHAIR - MARK GRIFFITHS 

Sarah (my Fiancé) and I live in Leamington Spa. She works for National Grid nearby, 
and I work for Network Rail. Sarah first started having the symptoms of WG in the 
summer of 2005 and was diagnosed with it in the December 2005. Before that, I was 
profoundly ignorant of what WG was, or about what it is to live and deal with such a 
condition.  

The past 5 years, seeing what she has gone through and the tenacity with which she deals with it 
have been a revelation and inspiration to me. I hope I can make some small contribution as a 
trustee to what Vasculitis UK (SSVT) can achieve. 

 

 

ANDY BONE - TREASURER 

Iôm Andy and Iôm 40, I live in a small village in North Buckinghamshire and I am 
engaged to Lorna. My background is as Press Officer/Programme Editor at 
Buckingham Town Football Club, I was Press Officer at Buckingham Town Cricket 
Club and Secretary for ten years. My loves include being a fanatical Southampton 
Football Club supporter for 34 years, cricket and sports photography - I run a 
Facebook Group called ñSports Shotsò which raises awareness of Vasculitis through 

my images. I am grateful to my parents, Lorna and friends for helping me through the past 20 
years in my battle with WG.  

I look forward to building on the excellent foundations of all those previously involved with the 
Trust and to continue their good work. I would like to give a big thank you to Richard Harris for all 
his ongoing help and support. 

NEWSLETTER EDITOR - PAT FEARNSIDE   

I live in South Yorkshire and share my home with my constant companion Peter. I 
have Wegenerôs (trachea), diagnosed in 2003. I was a keen dancer and taught 
dance. I now help to publish a dance magazine, and recently this Newsletter. I love 
animals. Other interests include reading (historical novels and mysteries), 
crosswords, clothes and eating out. Pre-retirement I was the senior administrator for 

the Occupational Health Service of a now defunct nationalised industry.  

My aims for the Trust are to continue to improve on the excellent work of my predecessors 
regarding the Newsletter, and assist with updating the website, and other initiatives.                   ] 

INTRODUCING YOUR NEW COMMITTEE 

JOHN & SUSAN MILLS - CHAIRMAN & HON SECRETARY  

We are your very own BOGOFs (buy one, get one free). We are partners in 
marriage and many other aspects of life. We  usually work as a team, well, most 
of the time anyway! 

John, now 67, was a dentist in a country practice for over 40 years until he retired 
in 2007. Susan also worked in the practice for many of those years, initially as a dental nurse and 
latterly as practice manager. In addition to her dental qualifications, she is also a qualified social 
worker, having worked at different times in the care of elderly and handicapped people as well as 
working with severely abused children.   

We are both on second marriages and have 4 children and a grandchild between us. John was 
struck down with Wegenerôs Granulomatosis in 2001, but was promptly diagnosed and suitably 
treated, so now leads a pretty normal and very active life. We have a second home in France, 
where we spend about 2 months a year.   

Over the past 18 months, SSVT has taken over our lives, but the up side of that has been 
meeting and talking to so many nice, different, interesting and good humoured people who are 
determined to not let having a silly disease like vasculitis get them down. 
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MEDICAL ADVISOR - LORRAINE HARPER  

Although most of my time is spent looking after patients and performing research I still 
have time to enjoy myself. You will often see me out on the hills with my other half on 
a mountain bike. I hope to bump into some of you there as I am sure you will agree 
exercise is the best form of medicine. 

I graduated from Edinburgh University and trained in kidney diseases. I gained my PhD in 2000. I 
am currently Professor of Nephrology at Birmingham. My research interests  include:  improved 
outcomes for patients by using novel treatments and better understanding how to use current 
therapies in a safer manner. My department is currently studying fatigue in ANCA associated 
vasculitis, the role of genes, and possibly predicting those at risk. This work should allow us to 
tailor the drugs we use to treat the individual. 

TRUSTEE - HOLLY HAMPSHIRE  

Iôd love to say Iôm very exotic ... but Iôm not. Iôm 27 and diagnosed with WG in 
December 2009. I married James last September. We live in West Yorkshire and 
have just moved house, which has been a pretty crazy time. Iôm a journalist and run a 
news team at a local radio station, which I love. I not only get to interview interesting/
famous people but also read bulletins live on air.  

I hope that the Trust can help spread the word about Vasculitis, both to the medical profession 
and the general public. One way is through media coverage and I am going to work to this end 
via my knowledge of the industry. 

TRUSTEE  - CHRIS STAIT 

I live on the southern edge of the Peak District with my Partner. Between us we have 
3 children and 5 grandchildren so we have a large house to keep us occupied. We 
enjoy walking and touring in our mobile home. We also used to sail a lot. I am now 
retired after 38 years with Rolls Royce, where I was involved in both the 
manufacturing and assembling of aircraft engines, including the testing of the ñTrent 

1000ò for the new Boeing 787. One year after retiring I acquired WG, and am living successfully 
with renal failure awaiting a transplant.   

I wish to bring to the Trust some of the process and disciplines that where a way of life in my 
career, and to help highlight the best practise of living with WG. 

TRUSTEE - PAUL BINGHAM  

Iôm  married (42 years) and have 3 sons and 7 grandchildren. I retired at 56 after 35 
years in Marketing which took me all over the World. My interests are quite diverse 
but include family, travel, food & wine, music, opera, golf (I had to give up occasional 
tennis when I got WG in 2006). Manchester United are the team I support !!  I have 

always been involved in voluntary work, charity activities and fund raising. 

I am very supportive of the initiatives of the Trust. I have a strong patient perspective, and believe 
that some medical professionals need to be more knowledgeable about Vasculitis, should 
exchange experiences more and be more communicative with patients. I will support the Trust to 
attain a sounder financial base, to develop awareness, and fund important future research. 

Continued from page 4 


