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NEWS ITEMS & EVENTS DIARY
11th April. Neville Homer took part in the Kingston Breakfast Run for SSVT.

25th April. Tony & Michael Norris ran in the London Marathon for SSVT.
3rd May. Caroline Speers takes part in the Belfast Walk for SSVT.

23rd May. Guy Hates runs in the Edinburgh Marathon in support of SSVT.
30th May. Annie McGregor runs in the Plymouth Half-Marathon for SSVT.
6th June. AGM Vasculitis UK (SSVT ) at Long Eaton Novotel

17th October. Craig Hill runs in Cardiff Half-Marathon in support of SSVT
24th October. VSGWM Meeting (See Below)

24th October. Michelle Jehan-Malby runs in the Great South Run for SSVT

14th November. Cambridge Vasculitis Support Group Open meeting

New Arrival.
Many of you will have met Victoria Lownes at various meetings. Victoria represents
the US Vasculitis Foundation in the UK. Her father sadly died due to vasculitis. We
are very pleased to be able to congratulate Victoria and her husband on the safe
arrival of Alexander John on March 9™.

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 is easy to find, M5 at Junction 4 take the A38 towards Bromsgrove for about a mile,
Hilton Hotel is on the right hand side of that road.

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

PROGRAMME in_ELGAR SUITE 1.30pm to 5.0 pm

1.30 pm Wel come and news é Mar gar et
2.0pmto 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 Inmune Regulation

PROFESSOR P.A.BACON, Depart ment of Rheumatol ogy, Me
Il ndi ao

NOTE: i) If anyone wants a meal before/after the meeting The Toby Carvery is just past the Hil-
ton Hotel but on left side of the road at the traffic lights.
i) 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
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MAY 2010
CHAlI RMANG6S REPORT

It is now six months since | sent out a doom-laden letter and questionnaire to
all members, suggesting that the Trust would have to be wound up unless
some people came forward to help with the running of it. Well, the Trust is
still here and very active. Fortunately, we do now have Andy Bone to fill the
essential role of treasurer. Pat Fearnside, who wrote in the last newsletter,
has been a great practical help and moral support behind the scenes.

Susan & | have had very enjoyable visits to Local Vasculitis Support Group
meetings in Oxford & Cambridge, where we renewed old acquaintances and
met new ones. We talk to and correspond with so many lovely people that
you tend to wonder if vasculitis only affects nice people!

We also get to talk to people with problems, which can be upsetting. We do
what we can to help, by offering support and advice where appropriate and
there is absolutely no doubt that the Trust, as a central organisation or focal
point, fulfils an essential role especially for those newly diagnosed with vas-
culitis. We try to find a local support group for them, or at least someone in
their area who has their type of vasculitis and is willing to talk to them on the

Ophone. The new Vasculitis UK site

successful way of bringing people together, especially the younger ones.

The Marathon and Sponsored Walk season has resulted in entrants in seven
sponsored events all around the country - read about this elsewhere in the
newsletter. We try to give these valiant and energetic walkers and runners
as much support as possible. All of these events take advantage of our
member ship of MAJustgivingd and the
sand pounds raised for the benefit of the Trust.

We have joined the Rare Diseases Network to get more of a voice politically
by joining forces with the many other groups representing people suffering
from rare diseases. We have tried to get some high profile media attention
for Vasculitis, so far with limited success. We have written to Sir Liam
Donaldson, Chief Medical Officer, about the problems facing many of those
with vasculitis in getting their disease properly recognised, diagnosed and
treated.

There are some new supporter groups in the formative stage, in London,
around Manchester and Aberdeen, in Essex and maybe around York. But
there are huge gaps where there are no support groups at all.

The sad thing | have to report is that the Trust is, in reality, still being run by
three people, John & Susan & Andy. There is so much to do and so many
opportunities to do more or do things better, but it all takes time and effort. If
you feel you can help, there is still time, so if you are coming to the AGM in
June, please make your presence known. If not, you can contact me before-
hand.

John Mills (May 2010)
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My Story i by Holly Hampshire.
Stress, it was my best friend ... that was until it very nearly killed me. As a journalist | used
stress to help me find the best stories, meet deadlines and generally be the top dog at work
but it was to be my downfall.

A little over a year ago, | woke up one morning with a stinking cold, aches and pains and

thought &é0Oh god | 6ve got man fl ubd. I went int.
coul dndt seem to get rid of it andideéeciddedada. f e
nose was constantly running but | coul dndt seen
was always blood on the tissue. | had a wracking cough, headache, sore mouth and was

absolutely exhausted. |l 6m no delicate I|little t1l

gry and couldnét seem to eat anything that was
tempt me with a full fry up and | think | managed to swallow a bean or two before | pushed

the plate away (he was gutted!). One evening | coughed up blood, so got an out of hours

appointment where the GP diagnosed tracheitis and gave me an anti-b i ot i c . [ was s
start to feel betterreallysooni | di dndt .

Things came to a head one Sunday evening when my family decided it was time to take me

to hospital. It was no easy feat but after hours of waiting | was finally admitted. They took

blood and sent me for achestx-r ay whi ch, although | didnodot real
lungs were full of tumours. At about half past five in the morning | was taken up to a holding

ward; | stayed there for the next two and a half days with my condition worsening. | lost

most of my hearing, my gums started to disintegrate and my energy levels took another

nose dive.

I was then taken to the high dependency unit on the respiratory ward where doctors per-

formed a nose biopsy to confirm their diagnosis. It was a traumatic and painful procedure

and as it was finished one of the doctors | ent
the crash team standing by Holl yod.

The next day | was to find out exactly what was wrong with me. | had Wegener's Granulo-
matosis. At first it meant nothing to me but after it was explained, | realised that | was in for
a rough ride and my life would never be the same again. | was told the most effective form
of treatment was cyclophosphamide, but that it was a chemotherapy based drug. | was
twenty-six at the time and due to get married in nine months, so the thought of chemo and
what it could do to my fertility was upsetting. In fact | was more upset and worried about that
than the disease itself. Because of my concerns and the lack of egg harvesting case stud-
ies, my doctors decided to give me intravenous pulsed steroids and mycophenolate instead.
The pulsed steroids worked like a miracle and about an hour after the drip had run dry |
started to feel a whole lot better.

Little did | know that this was just the start of another journey, one that would take me on a

long and winding road. | was discharged two weeks later, just days before Christmas. Over

the coming weeks | made slow progress and gradually began to build up my strength again

after being so ill. | also managed to build up my weight quite nicely and although | lacked

the energy to use my |l egs much, my hand to mout
the same problem 7 miraculously really!

For the next four months | was taking 2000mg of mycophenolate daily and 60mg of predni-

solone (steroid). This very high dose was gradually reduced. Although my condition had

i mproved, I wasndédt making as much progress as Ww
decided | should begin a course of cyclophosphamide which would be given intravenously

every three weeks. | was to have six sessions and the dose would be 500mg.
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Well that was the plan but as | was coming to realise, things very rarely go to plan when
youdre dealing with WG. After my second
with severe chest pains inflammation in the pericardial sac around my heart. | had another
round of pulsed steroids and my consultant decided to increase the number of cyclophos-
phamide sessions, the frequency and the dose. It was to finish just a week before my wed-
ding day.

It did and on the day | got married, tests showed my inflammation markers were the best

theydéd been and | was able to enjoy my day

Holly and James on their very special day.

As a ¢c tri (o}
skill s, her sto
! e

n to mar k Vascul iti
r
t he Hudder sfi |

S
y was reported in bo
d Weekly Examinero.

Hol l'y al so featured in an item on APul

she also took part in a programme on Dearne FM, Ridings FM, Rother FM and Trax
FM in which she interviewed a fellow WG sufferer, Pat Fearnside, of Mexborough.
(An MP3 recording of this interview is available from Susan on request)

As i f that was not enough, Hol ly al so
raised over £540 for the Trust.
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