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CHAl RMANGS REPORT

A Sad Ending for SSVT? Or a New Beginning, with a New Name and a Plan for the
Future?

| started writing this editorial and putting this newsletter together in June last year, when | had just
been elected, at the AGM, as Chairman of the Trust. At that time we were looking for a new treas-
urer and trustee, to replace Richard Harris. His decision to retire was not negotiable! Nobody at the
AGM volunteered to take on either role ( but there were only 36 members present at the meeting). |
had taken over as chair from Paul Pegg, who had been both secretary and acting chairman until
then. Once again , that was due to an absence of volunteers at the 2008 AGM!

In the Autumn of this year, Paul advised the trustees that he too wished to retire as secretary and
trustee and his decision was also final. Both Paul and Richard agreed to stay on until the end of
2009, but it looked as though SSVT was going to have to be wound up. So instead of receiving this
newsletter in the autumn of 2009, as planned, you received my letter desperately asking for volun-
teers to keep SSVT afloat, and its accompanying questionnaire. The deal was that if you returned
the questionnaire, you would receive this newsletter and if some volunteers came forward, SSVT
would keep going.

The fact that you are now reading this newsletter indicates that you must have returned your ques-
tionnaire, so many thanks for doing so. The response was almost overwhelming, so now we can
update our mailing list and know that we are not going to be sending post to non-existent people.
There was a great deal of support for keeping the Trust going and a lot of opposition to it closing
down. A special vote of thanks is due for those who showed their faith in the survival of the Trust, by
making a donation in addition to returning the questionnaire.

So now we know who is out there and interested. The really good news is that quite a few people
volunteered to help in one way or another, so the future for SSVT now looks a little rosier. We now
have a new treasurer, Andy Bone. Many of you made comments and suggestions on your question-
naire. Sorry there is not time to respond to all, but rest assured all were read and duly noted.

So the next stage is to elect some new trustees and formally appoint our new treasurer and one or
more secretaries (to share the work and responsi |
trustees and officers have to be elected. Each year This needs to be done at a full meeting, open to
ALL members. Rather than going to the expense of holding an extra meeting in the Spring, we will
wait until the AGM in June However we do realise that many of you, for a variety of reasons, espe-
cially distance, probably cannot get to a formal meeting. So on this occasion, if we can manage it,
there will be the opportunity, for you |l et us kno\

If we have more volunteers from potential trustees than there are places, | will ask those who want

to stand as trustees or officers to write a few words about themselves and send this out to members,

so that you can select the candidates that you pr
cated to organise, but an expression of your opinion to pass on to the chairman at the meeting. Re-

member that we really need trustees who have some special skills, or experience or other knowl-

edge, as well as the time and energy to give to the Trust.

Stuart Strange Trust was created in memory of Stuart Strange in 1988, by his family and friends.
Stuart died prematurely as a result of Wegener
awareness of this rare illness, to offer support to those with the disease and their family and friends ,

and of course, to promote research into WG. Later, when Paul and Jill Pegg became involved, the
name was changed tMascUitSTuast 0O Stoangel ude those su
other types of vasculitis.
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I am proposing (with the support of other trustees and members) to change the name again, to The
UK Vasculitis Trust. ~ We would operate under the name of Vasculitis -UK. This will make it
clearer to all what we are about, that we are the UK national organisation for those with vasculitis
and bring us into line with similar organisations such as Lupus UK, the US Vasculitis Foundation and
the Canadian Vasculitis Foundation. However the name of Stuart Strange will still continue in the
name of the underlying charitable trust.

In the past, the Trust has been very successful in achieving its declared aims. With the aid of finan-
cial contributions from many supporters, it has been possible:-

1 To have a range of publications available giving information and advice to those with vas-
culitic diseases and their families.

1 For new and existing sufferers, personal telephone support, advice and counselling has
been available, mainly thanks to Paul Pegg.

1 Valuable links have been forged with those hospitals and doctors specialising in vasculitis
and its complications.

1 Funding by SSVT has made possible vasculitis research that would not otherwise have
taken place. (See Nei l Hol dends report |

1 This newsletter, distributed free to all members, helps to keep people informed and in
touch and gives advice on relevant topics.

1 The SSVT website is having a major facelift so that it can offer much more information and
be updated regularly.

Now, following your clear demonstration of support, UK Vasculitis Trust will continue to do all of
these things, but we want to build on the success of the past and do even more. We hope to en-
courage the setting up of more independent local groups and to support and work with them (and
existing groups). We will be much more active in campaigning and lobbying for Vasculitis causes at
NHS and National level, in raising public and professional awareness of vasculitis diseases and most
especially the importance of early recognition and diagnosis. We will be active in establishing links
with other groups around the world and with support groups for other similar diseases.

There really is much more that can be done without losing any of the valuable activities that SSVT
has done in the past. SSVT exists only for the benefit of its members and its members are anybody
with an interest in vasculitis who wants to join. It is the only registered national charitable organi-
sation for vasculitis sufferers in the UK. The trustees believe that all available money should be
spent on the declared aims and objectives of the trust, not on salaries; so unlike many similar chari-
table organisations, there is no compulsory subscription , there are no offices and there are no
paid staff, advisors or consultants , just a few dedicated volunteers. | firmly believe that the UK
Vasculitis Trust  should continue operating with these same high principles.

Remember, we vasculitis sufferers are a very rare bunch, so we need to stick together for mutual
support and in order to have any sort of voice or influence. With your continuing support, the UK
Vasculitis Trust will be there to help you. Remember too that a rare disease is not rare for the per-
son who is suffering from it!

Please do let us have your feedback and opinions, after all this is your organisation. Obviously, the
Trust welcomes and appreciates donations, from members, their families and other supporters.
These donations help to further our stated aims and support new research into vasculitic diseases.
Without some financial support, the Trust would fade away and there would be no research funding,
but donations are always voluntary, not expected or demanded.

John Mills - current chairman of SSVT/ UK Vasculitis Trust
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Questionnaire Results

The replies to the questionnaire are still trickling in so we have no final results of the survey yet. Out
of 1250 members on our list, almost 500 members responded to the questionnaire and all were in

favour of SSVTO6s survival. Most thought the Newsl
s

over 100 |l etters fireturned to sender o0, but t hat

we sent out a second letter which produced another 100 replies. Quite a few people did not receive
the questionnaire and others replied but we did not get it. The end of November was probably not a
good time to send out mail to members, with the mail strikes just over and Christmas coming on, but
there was an urgent need to know what degree of support there was for SSVT to continue.

Around 30% do not have ready access to the internet and more than half preferred to have the
newsletter by post. For those who are happy to receive newsletters and other communications by
email, setting up a reliable system for mass-mailing e-newsletters will take a little time. Most mem-
bers had no preference about time or place for the AGM. Most members were in favour of a modest
voluntary subscription to support the running costs of the Trust.

Suggestions for the newsletter included: a) a shorter newsletter; b) more serious articles ; ¢) more
humour; d) more personal stories; e) more news of local support groups; f) a readers questions
section. And much more besides! We will try to respond to these requests, but an improved web-
site might be the best solution for some of them i at least for those with access to the internet.

Paul Pegg & Richard Harris

You will all be aware by now that SSVT has recently lost the services of the two people who have
been responsible for keeping the Trust going over many recent years, as Secretary and Treasurer

and as Trustees. . Many members have been hel ped

calm and practical support over the éphone and

ergy in promoting SSVT and dealing with the admin of the Trust. Richard Harris as treasurer was a
|l ess well known figure but his wise and cauti
able SSVT to fund an ambitious research project.

On behalf of the Trust and all its members, | would like to express our sincere appreciation
and gratitude for all that they have done for SSVT over the years. They will be a hard act to
follow.

Osteoporosis

If you take prednisolone tablets over a period of a few weeks or months, especially in doses over
7.5mg per day, you are at an increased risk of osteoporosis, especially in the case of those over 65
and post-menopausal women. This can lead to fractures of bones, curvature of the spine and col-
lapse of the vertebrae in the spinal columnd you get shorter and your nerves become trapped.

Not a nice prospect, but it is avoidable. Simple bone density scans can assess if the bones are be-
ing thinned. A good calcium-containing diet helps, but is not enough on its own. You can take cal-
cium tablets which double the bodyds nor mal i
biphosphonates, usually taken once a week, which are very effective in combating this problem.

So if you are taking steroids or you have been taking them in the recent past and you are
not having any of the above, please do ask your GP or your consultant about it.

Deep Vein Thrombosis (DVT)

If you have ANCA related vasculitis, such as Wegeners, and on medication, you have a slightly in-
creased risk of deep vein thromobosis as your

we

ous

bl o

tra precautions if taking | ong journeys by plane,

drated and if necessary, wear some well-fitting support stockings. Any doubts, contact your doctor.

Polymyalgia Rheumatica & Giant Cell Arteritis.
A new Support Group has just been formed. For details Email. pmrgca@googlemail.com or Tel 024 7631956
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Update from Birmingham on Cutting Edge Research into Vasculitis

The term Vasculitis covers a multitude of diseases of inflammation of the blood vessels. These are
sub-divided into different disorders by the size of the vessel they affect. One of the most common is
that which involves the small vessels (SVV) and this is often associated with a breakdown in the im-
mune system. It causes the body to believe that certain parts of it are alien and it attacks them. The
mechanism centres around a type of white blood cell called the neutrophil. Neutrophils are cells of
the immune system which are responsible for getting rid of foreign things that find their way into the
body, such as bacteria. They do this by sticking to them, engulfing them and digesting them. In or-
der to be able to do this they have inside them a large amount of toxic chemicals.

In SVV the body produces a protein called an anti-neutrophil cytoplasm

antibody, or ANCA for short, which finds the neutrophil very attractive. It

sticks onto the neutrophil and this causes it to think that there are bacte-

ria about. As it canodét find any it st
eat that instead. This is what causes the inflammation. At present it is

still unclear what causes ANCA to form. It may be that the body sees a

bug that looks a bit like a neutrophil and then gets confused between

this and the neutrophil itself. Other theories are that particles of silica

might cause a similar effect or it could be that exposure to a particular

chemical is to blame. It is most likely that no one thing is to blame and if there is an environmental
factor then there are probably also a number of genetic ones that play a part too.

Over the past few years we have been investigating how the ANCA sticking to a neutrophil leads to
these effects. We now know a lot about what happens inside the cell. In 2007 we showed that a par-
ticular protein in the cell was responsible for the neutrophil sticking down. Recently Neil Holden has
shown that this protein is also responsible for the neutrophil attacking the blood vessel and releasing
its toxic chemicals.

One of the new projects that webre working on in
ments that the whole Renal Immunobiology Group in Birmingham has performed during the last cou-

ple of years. These experiments measure the strength of different neutrophil functions, such as
stickiness or the ability to attack bacteria. By putting together nearly 1000 different experiments and

using a range of statistical approaches we have been able to show that there are a wide range of

di fferences between different peopleds ANCA and a
reasons.

ANCA come in a variety of different forms. Some of these recognise different parts of the neutrophil,
some are more bendy than others and some have more sugar molecules attached to them. The dif-

ferences in the neutrophils are mainly caused by
in the neutrophil that we believe that ANCA sticks to. All of these proteins come in 2 or 3 different
6fl avour so. I f we multiply al/l of this we can see

sible. We need to find out if a particular sort of ANCA mixed with a particular combination of protein
on the neutrophil will make someone have worse disease.

At Birmingham we have the resources to be able to investigate this. From years of collecting we
have amassed over one hundred different ANCA samples. In addition we have also been collecting
DNA from vasculitis patients since 2001. What we are able to do is to determine what different types
of ANCA are in the samples that we have. We can then look at all the DNA samples that we have
and see what combinations they have of the five proteins that we are interested.in We can then look
at the experiments that we have done and see which ANCA give the biggest responses and see if
the patients that they came from had a particular set of proteins. By asking lots of these different
guestions we could try to build a formula that might predict who would get worse disease or a cer-
tain set of symptoms. We are currently applying for funding to perform this work.

Dr Julie Williams. University of Birmingham. (June 2009)
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14™ ANCA and Vasculitis Workshop 2009. Lund, Sweden and Copenhagen Denmark.

For four days the small Swedish university town of Lund hosted over 400 clinicians and scientists all
interested in progressing research and clinical trials into ANCA associated vasculitis. The first Inter-
national ANCA workshop was held in Copenhagen in January 1988. Since then well over 4500 re-
search papers have been published in scientific and clinical journals concerning ANCA.

We now appreciate the importance of ANCA in diagnosis and treat-
ment of disease, how to manage remission/relapse more effectively
and we are making large strides in understanding the pathological na-
ture of this group of diseases. However, we still have a lot more to
learn. Although the key topics and talking points may have shifted
since 1988, there still remains a fundamental need to understand this
group of diseases more clearly and utilise this knowledge to design
therapeutic agents to dampen down or stop disease.

Here is my short diary of what went on during the conference

Saturday:

The workshop was opened by the chief organiser, Dr Marten Segelmark, who gave a brief history of
the city and acknowledged the significant input of Scandinavian academic institutions into vasculitis
research. The introduction was followed by a plenary lecture by Professor Charles Pusey from Impe-
rial College, London, who gave a comprehensive overview of the current state of research in the field
and where it is likely to head in the future. The evening was rounded off with a performance from a
student choir from Malmo, singing traditional Swedish folk songs to an appreciative audience.

Sunday:

The following day started with a packed auditorium listening to a session devoted to the progress of
several clinical trials taking place both in Europe and America, with leading clinicians heading a
panel to discuss present and future therapy regimes for the treatment of ANCA vasculitis. Clinical
trials were discussed which have focused on improving the safety and therapeutic effect of both
combination therapies and new antibody based
then proceeded to debate the direction of present and future clinical trials with some interesting dis-
cussion dedicated to therapeutic agents currently being developed and assessed for the treatment of
other autoimmune diseases, which may potentially play important roles in also treating ANCA asso-
ciated systemic vasculitis. The highlight of the afternoon session was a mini-symposium dedicated to
models of systemic vasculitis. Discussions centred on how best to recreate the fundamental features
of vasculitic disease in the lab, what we learn from current techniques and how they may be im-
proved.

Monday:

The following daydés presentations were devoted

excellent talks followed, specifically dealing with research projects dedicated to investigating how
ANCA antibodies interact with different cells of the immune system. We now appreciate that ANCA
associated vasculitis involves a number of different activated immune cells all promoting disease in
different ways. What is not clear however is the effect that each type of cell type may have on one
another. What we have started to look at in Birmingham, and what was touched on in a number of
presentations, i s whet her di fferent cells of
and if the answer is yes, can we disrupt this
disease?
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The day was drawn to a close with a lively debate by a distinguished panel of investigators concern-
ing the origins of vasculitic diseases and the relative impact of ANCA on these diseases. The debate
demonstrated the strides research has made in our understanding of ANCA associated vasculitis,
whilst also reiterating that there is much more to do in order to address some fundamental questions
that remain in ANCA research today.

Tuesday:

This was the last day of the conference and a relatively short one in terms of presentations. Follow-
ing a continuation of the science theme from the previous day we learnt of other possible mecha-
nisms of disease, which may add to those we know exist and may, with more research, provide new
therapeutic targets. For the final afternoon of the ANCA workshop, delegates boarded buses to be
driven across the civil engineering feat that is the Oresund Bridge (linking Sweden to Denmark) to
Copenhagen where three parallel sessions were held. Each dealt with a different aspect of using
ANCA as a diagnostic tool for disease. Highlights of these sessions included proposals to improve
established techniques and the use of new technologies to detect ANCA consistently with high sen-
sitivity. With that the majority of the delegates left the Danish capital to head for the airport, drawing
this thought provoking meeting to a close.

For both me and colleagues at the university, the meeting was an excellent opportunity to converse

with fellow research-er s about our own and otherods wor k. It
of alternative lab techniques and how other groups around the world are tackling the same chal-
lenges that we see in the lab everyday in Birmingham. It was a chance to see and meet leading re-
searchers in the field and to be part of a strong community of clinicians and scientists currently work-

ing in vasculitis research. Thank you for all your continued support towards research at the univer-

sity. | am sorry | missed the AGM but hope to see you all soon to share with you some important
findings from the research done here in Birmingham.

Best Wishes,
Neil

For the benefit of those who donot already know,
project at Birmingham University, into the role of ANCA in vasculitis, since June 2007. SSVT con-
tributed £72,500 for the initial 30 months of the project.

We have recently contributed an extra A40,000 to
end of 2010 and contributed towards the cost of N ¢

TRAVEL INSURANCE
Do remember that we have an arrangement with Freedom Travel who specialise in arranging travel
insurance for those who have medical problems and who often have difficulty in getting cover. The
company makes a small contribution to the Trust for each policy that is taken out with them by mem-
bers. However this is not necessarily an endorsement of their services. For more information or a
brochure contact Susan Mills (01629-650549) or jandsmills@btinternet .com.
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Taking Part in Research Projects.

Many people with vasculitis would |Iike to help direct]l
viously, you can support research by giving money. Most of the money donated to SSVT goes towards re-

search. But if you want to be involved directly and more personally, there are other ways. Some SSVT mem-

bers have quite recently taken part in research projects at Birmingham Univesity, although the results have not

yet been published.

We are planning to compile a database of those who would be willing to take part in research into vasculitic
diseases, usually in the UK. This is a very valuable way of contributing without it costing you money! Contact
JandSMills@btinternet.com or Tel. 01629-650549

The Trustdéd has contact with its members and it mi ght
members. Of course, you do need to ask the right questions, perhaps asking about where people lived in the

years before they got vasculitis or their occupations might be revealing. Finding out how long members went
before they were given a proper diagnosis, the type of treatment they have been given and how they re-
sponded to it, their reactions to medication, side effects etc. With access to so many members we could possi-

bly come up with some meaningful information that would be helpful for the medical profession and for others

with vasculitis.

You can also register with the Vasculitis Clinical Research Consortium. This is a highly regarded, US based
research organisation, part of the Rare Diseases Clinical Research Network. To register, you just need to
complete a simple form which can be downloaded from their website www.rarediseasesnetwork.epi.usf.edu/
vrc/ or contact John Mills for a copy. (01629-650549).

There is a project currently taking place, led by Dr Katherine Simonovitch at Mount Sinai Hospital in Toronto

and they are requesting WG volunteers irrespective of location, age or gender. This is a project to identify

AWG Susceptibility Genesbo. The procedure is simpl e,
alternatively a saliva sample, using the kit supplied. The sample will then be sent to Toronto. If you would like

to volunteer, contact the research co-ordinators, Jennifer & Stephanie (001-416-946-4501 Ext3297) or email

them at clinicalgenet.research@gmail.com or Mount Sinai Hospital, Room 778D, 600 University Avenue, To-

ronto. M5G 1X5, Canada

Local Support Groups

After SSVT was formed in 1988, several local support groups were formed. These are obviously very valu-
able as it makes it possible for vasculitis sufferers and their families to have direct contact with others near to
them. Some of these groups also raised money for SSVT. But as time has passed, some of the groups have
faded away and others have continued independently with no link to SSVT.

This is a great pity. It is quite understandable that local groups should want to have their independence, have

their own activities and give support to those in their own area, but since we are so few and so widely scat-

tered, not everyone is within reach of a local group. There are the internet discussion forums, such as
Voicedvasculitis, the US-based WGdi scussions group and several inter
perform an extremely useful service for many, especially in helping to share knowledge and by reducing that

sense of isolation. But these are individuals talking to individuals, there is no lasting record T and not every-

one has access to the internet.

So we really do need a central organisation in the UK to act on behalf of all vasculitis sufferers. In the US, they
have a national organisation, the Vasculitis Foundation. There is one in Canada and Australia In the UK, we
have the SSVT, (or UK Vasculitis Association!). There is no other central organisation in the UK to support
and advise vasculitis patients and their families, to help them in finding suitable treatment, to represent them
and lobby for them, to raise awareness and understanding of vasculitis amongst the medical professions and
the public at large and to organise support for research, either by funding research or by actively involving
members, (as is reported on elsewhere in the newsletter).

There is so much more that could be done, with co-ordinated effort. Most of us recognise that early diagnosis

of these illnesses has a critical influence on the out
Vasculitis Awareness Weeko, with articles in newspaper :
similar here, but it needs organising and coordinating

working on their own. You will read later in this issue about the fund-raising activities of members. Almost all
of this money will go into funding vasculitis research.



Local Vasculitis Support Groups Around the UK.
(These groups are independent of SSVT. There may be other groups not listed here.

West Midlands Vasculitis Support Group 77 people attended the VSGWM meeting of the group on 11"
October at the Bromsgrove Hilton, chaired by Margaret Gentle. Janice Mooney (arthritis research Council)
spoke about the recent survey into the educational or information needs of patients with vasculitis. Out of
1000 questionnaires distributed, only 397 were returned. The average age of respondents was 60. 40% were
given no information after diagnosis. Only 70% had access to the internet. She went on to discuss, in the light
of this survey, what information should be made available, and how.

David Carruthers, consultant rheumatologist at Birmingham, gave a very interesting talk on various types of
vasculitis. He spoke of the risks of osteoporosis associated with steroids and possible adverse effects of some
osteoporosis medication. He said that vasculitis seems to have increased since 1985, probably due to intro-
duction of the ANCA test. He said that Wegeners is more common in northern Europe, but Microscopic Poly-
angitis is more common in southern Europe, for reasons not yet clear. He discussed the mechanisms of vas-
culitis and the role of ANCA and the various treatment regimes, including newer therapies, such as Rituximab.
He considered there to be better and safer therapies than those based on stem cells.

There will be another open meeting on Sunday24th October 2010.

For information about this group, contact Margaret Gentle: mg.vsgwm@blueyonder.co.uk

Cambridge Vasculitis Support Group. The second meeting of this new group was held on 25" October at
Impington Holiday Inn near Cambridge. About 60 people attended. Dr David Jayne of Addenbrookes Hospital
was guest speaker. Jenny Fulford-Brown led the meeting. The first part consisted of questions to Dr Jayne.
He spoke of the advisability of having the swine flu jab, but possibly not for those with Churg-Strauss. He said
that the ANCA test was not a reliable indicator of disease activity after initial diagnosis. The patent on Rituxi-
mab expires in 3 years, so it may become cheaper, thus more available in the UK. It does seem to give better
control of the underlying, subclinical, disease activity than other treatments.

He discussed the long term effects of taking immuno-suppressants and steroids and their impact on life expec-
tancy, concluding that vasculitis itself does do permanent damage to vessels and organs and the greatest risk
comes from recurrence of the disease, rather than the treatment. Many side effects, such as osteoporosis due
to steroids, or increased risk of skin cancer due to immune suppression can be counteracted by other appropri-
ate means.

He also discussed causes of vasculitis and if it is hereditary. Recent evidence suggests that there may be 20-
30 defective genes, associated with immune response, that are involved. Only when several of these genes
come together in an individual does the risk increase. It then needs an environmental factor (such as an infec-
tion, or prolonged exposure to dust or silica) to trigger the vasculitis.

Discussing vasculitis in young patients, he said that they were less likely to have kidney involvement but more
likely to have sinus & ear problems. Pregnancy does not present any particular additional problems if the dis-
ease is controlled. If there is no kidney or lung involvement, long term prospects are good.

After a buffet lunch, the second half of the meeting was more of a social gathering. Participants split into

groups so that they could ﬁmingle and meet o and exchancg
t

proved very successful. Another meeting is planned for Sunday 28 ™ March next year at the same venue.

The theme there wild.l be ASelf help and getting infor mec

there will be time for socialising. Please contact the group if you wish to attend.

The group has also developed a leafletoni Obt ai ni ngo, Bwhmiedh tiss avail abl e
A further meeting is also planned for October 2010. For details of this group, contact Jenny Fulford-Brown
(jenny.cambsvsg@hotmail.com)

Oxford Vasculitis Support Group . This group is very active, having held a seminar for members in March,
with visiting speakers. There was a BBQ in August and a lunch scheduled for Sunday 25" October. They
have their own newsletter. For details, contact Sue Ashdown, 46 Wales Street, Kings Sutton, Banbury. OX17
3RR Phone 01295-816841 or email oxonvsg@hotmail.com

Norfolk Vasculitis Support Group . This is a newly formed group which welcomes new members. For any-
one interested, contact Brian & Jenny Hart, 1 Nelson Heights, Cromer, NR27 9SQ. Tel.01263-512165

West Sussex Support Group
This established group is based in Chichester. For more details about their activities, contact Maggie
Jennings. 01243-527218 or email maggiejennings@talktalk.net
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Surrey Vasculitis Support Group . Set up only last March and growing rapidly. Members enjoy quarterly
buffet lunches and various outings to other groups. For more details contact Anita Laycock, 53 Dowlans Road,
Bookham, Surrey. KT23 4LF. Or Tel.01372 750667 or email anita.laycock@dsl.pipex.com

Somerset & North Devon _Group. This is a recently formed and very active group with 16 members. For
more details contact Kathleen Rawlinson, Exe View House, Depway Lane, Exminster, Exeter. Ex6 8AJ or
01392-832231.

Aberdeen & Grampians . Mo McBain of Aberdeen, who was diagnosed with WG in 2003, with is very enthu-
siastically involved in setting up a Vasculitis Support Group in her area. For more details, contact her on
Tel.01224-862226 or email mcbain.moian@btopenworld.com .

Strathclyde & Glasgow. Patricia Henderson of Paisley, would be happy to hear from any other vasculitis
sufferers in her area. Tel. 0141-581-1711

Other Local Groups . . There are plans to set up a group in the area north of Manchester . Several people

would like to find a group in Essex. Chris Mcluskey of Melton Mowbray would love to hear from anyone in
Leicestershire near Melton Mowbray. (01661-850537 or 07905768528). We don ot know of any
Wales.

Eire . We do not know of any support groups in Ireland, Eire or Ulster, but would be happy to support anyone
thinking of setting one up. However, Joe O6Dowd of Dub
other vasculitis sufferers in the Republic.  Contact Joe on (0035) 0 862345705.

Voice4Vasculitis . This internet discussion group, run by Garry Hill, is proving to be a very valuable source of
information and support for many vasculitis patients.
ready visited this site so far, do check it out. http://uk.groups.yahoo.com/group/voivedvasculitis/  or just
Google AVoicedVasculitiso

Facebook. There are several vasculitis sites on Facebook including one for SSVT which has 193 members.
Not surprisingly, these sites appeal more to younger people with vasculitis, but you do need to sign up to Face-
book first, which might require help from a younger person! Warning. If you do join Facebook, you need to be
conscious of the need to set it up correctly protect your privacy.

WG Discussions . This is a US based internet discussion group which gives an opportunity to share ideas
and ask questions, so you can learn a lot, but you might find the very personal American style of it a bit irritat-
ing! However it is interesting and when you read some of the distressing stories there, about having to sell
family homes to pay the bill for essential medication, it makes one very grateful for the dear old NHS i warts
and all!

News and Views f r om ot her | ocal groups are most wel come. The
essential regular feature of the Vasculitis UK newsletter.

Setting up a Support Group _in your area is not difficult. It only needs two or more to form a group! You can

decide how it should be run and we can give you help an
would be very happy to share their knowledge and experience. If you want to find other vasculitis sufferers in

your area, we can do it through the newsletter or by sending out a circular to members in your area.

For reasons of confidentiality, we cannot supply | ists
permission. Maybe a list of members who are happy to be contacted by other members is something to work
on for the future. (See centre pages)

Young People with Vasculitis

Statistics show that most vasculitis sufferers are of
some are much younger, even as young as 4. Rachel Mar ¢
Fundraiserso pages. Al t hough now 30, Rachel has had W

Strauss Syndrome.

Obviously young people who are coping with vasculitis have very different problems from older sufferers. It
has been suggested that there should be a special group for these younger members. If anyone is interested,
please contact us.
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smoeeeep| EASE DETACH THESE CENTRE PAGES*txxxssiit

Donating to The Vasculitis Trust.

You will read elsewhere in this newsletter, in some detail, about the way the
Trust uses the money which is donated. Most is spent on supporting research
projects. These usually take place over 2-3 years and require a commitment
to support the project for the full period. So we need to know that there are suf-
ficient funds available before considering supporting any future research pro-
jects. The Trustds reserves are now
ing any new projects until they have been rebuilt.

The Vasculitis Trust (SSVT) depends entirely on voluntary donations from
members and supporters. We donot I
money that they can ill afford, but we do want to make it easy for those who do
want to donate. People donate money to support the work of the Trust in a va-
riety of ways as follows:-

1 One-off donations, usually by cheque.
17 Regul ar monthly or annual donati o
1 Bequests, or collections in memory of a loved one.

1 Fund-raising events such as sponsored walks etc. There are some excel-
lent and varied examples of fund-raising in this issue.

If you want to make a single donation or set up a regular payment, please use
the form overleaf. Regular payments can be cancelled at any time. Which-
ever method you use, make sure that if you are a UK taxpayer, you also com-
plete the Gift Aid Form on both sides. This will effectively increase the value of
your donation by 25%.
00000000000000000000000000000d293 -
NOTES ON GIFT AID
It is essential that you complete both sides of this form, including the details below

showing your name & address. Send the whole form to SSVT Secretary, Susan Mills,
West Bank House, Winster, Matlock, DE4 2DQ.

................................................................................................................. Postcode .......coovvvvvnrvennnn.

Please notify the Trust if a) you want to cancel this declaration b) You change your name or address c) You no longer pay
sufficient income or Capital Gains Tax. If you pay tax at Higher Rate, you may claim further tax relief in your Self Assess-
ment return. If you are unsure if your donations qualify for GiftiAid relief, ask your local tax office for leaflet IR113 Gift Aid.

n s




DONATION TO VASCULITIS UK (SSVT)

| wish to donate the sumof £ .............ooevvnnnnnees to Vasculitis UK (SSVT)

(Pl ease make cheques payable to ASSVToand send to SO0sa

OR _I would like to make a regular payment to Vasculitis UK., as shown below:-

(please fill in this form and send it to Susan Mills, Secretary, Vasculitis UK, West Bank House, Winster, Matlock,DE4 2DQ )

Instructions to your Bank or Building Society to pay by Standing Order.

Name & full postal address of your Bank or Building Society Name(s) of Account Holder(s)
To; The Manager (Bank or Building Societ})
Address Your Branch
Sort Code I I I
Postcode Your Bank/
Building Society Account Number

Please make the following payments to the account of I I I I || I I
The Stuart Strange Vasculitis Trust as shown below:-

Please pay Lloyds TSB | Long Causeway, Peterborougl|| 30-96-60

Stuart Strange Vasculitis Trusi/c No.0 4 0 4 9 9  Ref.

For credit of

AMOUNT AMOUNT IN WORDS
The sum of [ £
Date of first payment Please select how often (circle clearly)
Commencing And thereafter every Month / Quarter / Year
On

And debit my/our account accordingly until further notice in writing.

0000000000000000000000000000000000000080 -
Gift Aid : Stuart Strange Vasculitis Trust (Reg Charity No. 1019983)

I am a UK taxpayer and would like to claim Gift Aid tax relief on my donation to the Stuart
Strange Vasculitis Trust (Vasculitis UK). Please see conditions overleaf. | wish this to
apply to:- (Please Tick)

......... The enclosed donation of £.....oevvviiiiiiiiiiien,

......... All donations | make today and in the future until | give further notice.

......... All donations | have made in the past six years and from today until | notify
you otherwise.

You Must ENTER YOUR NAME AND ADDRESS ON THE REVERSE OF THIS FORM

n
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VASCULITIS UK

(Stuart Strange Vasculitis Trust)

ANNUAL GENERAL MEETING

To be held on

SUNDAY 6th June 2010 at 1.00pm
At

Long Eaton Novotel
Bostock Lane. Long Eaton. NG10 4EP (M1 Junct 25)

(Take Long Eaton turning off J25 roundabout; this is Bostock Lane. Novotel is on Left

after 1/2m. For a map, ask Susan Mills. 01629-650549 or jandsmills@btinternet.com)
There is a rail station at Long Eaton, which is on the Midland Mainline route.

Coffee and biscuits will be available on arrival from 12.30pm
Programme

1) Introduction & Welcome

2) Mi nutes and Chairman & Treas
3) Election of Officers & Trustees

4) Talk by Dr Lorraine Harper (University of Birmingham)

5) Update on his Vasculitis Research Project by Neil Holden

6) Discussion and Any Other Business.

The meeting will be followed by a finger buffet to fortify delegates for the
journey home and to give an oppo
For catering purposes, please let us know by 4th June if you are intending to come.
Tel. 01629-650549 or jandsmills@btinternet.com.

To book accommodati on a t-9465mh14. WRynetonake it ,
into an enjoyable break for the whole weekend?

rtun

B phon

SPONSOR OUR MAN GUY HAYES IN THE EDINBURGH MARATHON .

Six years ago, when Guy was only 18, his father died as a consequence of
vasculitis. Tragically, Guybs bro
ran in the London Marathon and raised £1300 for cancer research.

This year, he plans to run in the Edinburgh Marathon, in May, to raise
money for SSVT. His target this time is only £700, but we could help him to
beat that by mil es! Guy doesnoé6t r
now training hard.

For details, go to his page at www.justgiving.com/Guy-Hayes. This will be
the Trustodosaibimngt evemd through Jus
best of luck and help him to beat his target by sponsoring him.

t her

eal |

t Gi v
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TALKING & SHARING

When you give your per sonal det af

membership list, we regard it as being totally confidential, unless you
give express permission for us to share that information with others.

However, there are many members who would really love to have
someone to talk to, someone who understands what it is like to cope
with living with vasculitis. So they may get in touch with us. Some-
times there is a support group in their area, but quite often there is not
one, even though we know there are several others with vasculitis in
their area. |l t s someti mes just
because of confidentiality, it is not easy for us to act as
Amat chmaker so.

Some groups, such as the West Midlands Support Group, have a
membership list of those who are happy to be contacted by others
with vasculitis. It really is very rewarding to talk to someone wih vas-
culitis who feels lost, bewildered and alone. For them, in turn, it can
be a relief to find they are not alone, that there is someone else who
understands the problems and the mysterious language of ESR &
ANCA, prednisolone, azathioprine, mycophenelate etc.

If you would feel happy about sharing your personal contact details
with other members, please complete the form below. If enough peo-
ple are interested, we can prepare a list of those who are willing to be
contacted. It would then be available to other members on request.

| am willing to have the following personal details on a list which is available for access
by other members of Vasculitis UK. | understand that other members might contact me.
(Please only enter the details you are willing to have on the list)

Title ........... Forename .........cccooiiiiiiie e SUMAME.....oiiiiiiiiiiiiieee e
AAIESS .ttt oot e e ookt e e e e e e e e e e e e e e e e n e s e
.................................................................................. Postcode .........cccevveeiiiiiiien e
Email address ... @,

Telephone .........cccevvvvveviccce, Type of Vasculitis ...........cceevevvviiiiieeiii,

(Detach this form and send to the Secretary, Susan Mills, address as on back cover.)
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Money Matters.

SSVT is a registered charity and each year we produce proper formal and audited accounts, which are pre-
sented at the AGM. If you would like a copy of the full annual accounts to 31/3/09, please contact Susan Mills
on either jandsmills@btinternet.com or 01629-650549. But below is a rough summary of the important points.
For ease of reading, figures are in round numbers:-

Income (1/4/08 to 31/3/09)

Donations from various sources 18,000
Gift Aid Reclaimed from Inland Revenue 2,300
Bank interest received 800
Total income £21,100

(Income fell by £3,700 from 2007-08)!!

Expenditure

Printing, postage, stationery, inc newsletter 6,900

Other admin costs, inc. AGM 1,400

Research Funding (Neil Holden ANCA project) 29,000

Total expenditure £37,300
As you can see, during 2008-09 we were spending much more than was coming in. The difference was
funded from past reserves, but these are now dwindling
come for the year. These projects usually last for two or three years, so it is a long term commitment. Our in-
come is wholly from donations, so we need to have the money in the bank before we agree to fund a new pro-
ject. Fortunately, since April, we have had several generous bequests and donations from fund-raising events
(see fiOQur Fantastic Fundraiserso |ater in this issue),
tract could be renewed for a further year.
We have now paid a further £40,000 to continue the research until the end of 2010.
This payment has now exhausted all of SSVTO6s reserves ¢
accumulated some further reserves!!
About 10% of income is spent on printing and posting the newsletter and about 15% on general admin.
(postage, stationery, 6phone, i nformat i dnerelare ok dffeess et c )
and no salaries. So the money you donate is used to very good effect).
We invite applications from research organisations to be submitted for vasculitis research funding. The choice
of which particular research project to fund is made by a panel of well-known experts in the field, including Dr
David Jayne and Prof. Caroline Savage. They look very closely at the merits of each application before select-
ing the most appropriate one.
I f you feel able to donate to SSVT, pl ease use the en

payer, we can reclaim the tax on your donation if you complete the simple Gift Aid form. If you wish to
make a regular contribution, there is a form for that also.

If you and your family and friends want to organise a fund raising event yourself, it might be helpful to
you to use our new JustGiving facility. For details see elsewhere in this issue.

Caring For The Carers

Many of you reading this newsletter will not have vasculitis, but you will perhaps be married to or living with
someone who has vasculitis, maybe a partner, a parent or even a child. Or perhaps you give support in some
way to a relative or friend who has vasculitis. With a chronic, often debilitating illness like vasculitis, it is fre-
qguently not only the person with the illness who suffers. In a variety of ways, it can affect the whole family and
all of those around. Fatigue and depression are quite usual manifestations of the disease and this can cause
irritability and grumpiness, or worse. This in turn can put severe strain on relationships.

So if you are reaching the point where you could cheerfully strangle the person you care for, just hold back and
give Susan a call on 01629-650549. She has been there and got all the T-shirts, so she can give you some
support. Remember, a problem shared can (sometimes) be a problem halved!
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YES | CAN!

A light hearted look at my early days with
Wegener 6s Granul omat osi

Why the pictures of President Obama and Yours truly Well, his slogan was "Yes We Can", mine is
"Yes | Can", even though on some occasions it ought to have been "No You Can't". Perhaps many
of you can relate to some of the trials, tribulations, laughs and tears I've encounted in my six year
journey with Wegener's.

My first upset came at diagnosis. My WG is upper respiratory and | couldn't accept that there was
anything major wrong. | had decided that | had "late onset asthma", not that | had any idea what that
was like, but | would not be moved. | woke in hospital with a tracheostomy tube fitted. | had been
warned this might happen, but | had late onset asthma didn't I? All would be well !!

For those fortunate enough not to have endured such a contraption it's 'orrible 7 all gunk, cleaning
and nebulising. You can't talk so | resorted to writing and pictures. Strange that several of my visitors
forgot they could speak and often reached for the pen and paper to answer my written question !!
After a few weeks | got a "speaking cap". Oh the joy of laughing and the cap flying off hitting my visi-
tor in the face, then disappearing somewhere in the ward and my visitor on hands and knees trying
to find it.

Before WG | had taught dance and | was adamant | wouldn't stop, not even with the tube. After all
there was nowt major wrong with me. It didn't take me long to realise that | was completely barking if
| thought | could continue. Imagine a linedance instructor standing on stage with a microphone and a
trachy tube, holding onto the "speaking cap" and having to stop every few minutes for breath and to
nebulise several times during the evening.

Mobility was a big problem. | couldn't walk far, getting in and out of bed, off the chair, or even the loo
were major hurdles. Having had showers for several months | decided to try a bath. | was alone
(stupid me). After attacking the bath in various slow motion ways | fell in with a mighty splash. | then
had the bright idea to undo the trachy tube tape to give my neck a good wash. Wot a mistaka to
maka. The whole thing came out. | had always though if this happened | would panic, but no, as
quick as a flash | pushed the whole thing back i bath foam an' all. After a lovely soak it was time to
get out. Oh dear. | turned and twisted but my legs and arms weren't strong enough. | finally man-
aged it but didn't tell anyone what I'd done. | didn't try that one again for several years.

| have a doggy and my family or friends would walk her. So another bright idea was born. I'd get a
mobility scooter. Actually it turned out to be the best move I'd made but initially it was a disaster. A
woman driver at her worst. I've run into lampposts, run over my doggie's paws (she at least learned
quickly) and once, in the park, | turned to see where the dog was but kept my hand on the throttle.
You may have heard the expression "look where you're going or go where you're looking". The
scooter left the path, toppled, | toppled and landed in the only mud in the park, and other stuff | don't
care to think about. My doggy looked at me with the sort of pitying look only a dog can give you.

Having decided | would be better in a few months | booked a trip to Edinburgh on the Yorkshire Belle
(Orient Express). My brother and his wife enjoyed that one. | booked an open air concert at Chats-
worth House and some friends enjoyed that one. We were even going to go on a cruise but fortu-
nately we couldn't get a cabin. Now we book a few days prior to going. You see | learn from my mis-
takes i eventually.
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It's a fact of life that Pred makes you fat, it also makes you irritable. It doesn't take long for the sane

person to realise that Pred moods have to be contained if you want to keep your friends. My good

friend would take me shopping and would push my wheelchair. | would indicate | wanted to stop and

browse, say, at a book. She would push me past the book and into the corner then ask which book |
wanted. "If | wasn't in this bé.y corner |'"d be a
it taught me a valuable lesson.

After six years I'm doing well. | had a flare 18 months ago but things have settled nicely with Pred
and Azathioprine. Yes, vasculitis is for life, not just for Christmas. Our new "normal” life might be a
far cry from what used to be normal, but with a positive "Yes | Can" attitude things can and do get
better. Trust me, I'm a patient, would | lie to you?

Patricia
Wegener's Granulomatosigliagnosed October 2003

Visiting Your Doctor & Keeping a Diary
Consultants are usually very busy and brisk and time spent with them is precious, so make best use
of it and make sure you remember everything that was discussed. Before visiting your GP or Con-
sultant, write down a brief note of any problems or any questions you want to discuss. Two memo-
ries are better than one, so if possible take someone in with you or at least take a pen & notepad so
you can record any changes in medication or other important points.

It can be very helpful to you and to your doctors if you keep a day to day diary about how you are,

how you feel. Especially when medication changes. Ask for a copy of the results of all your tests,

even i f you dondét wunderstand them and incorporate
usually, but not always, the best judge of how your disease is affecting you. Remember that doctors

are human, like the rest of us. They can forget and may miss important points. Remember too, that

if they do make mistakes, you are likely to be the loser. So work with your medical advisers, rather

than trying to set them a challenge!

JUST GIVING

SSVT is now a member of the fAJust Gi vi ngdGving he me.
which is an organisation that makes it easier for individuals to make contributions to their selected
charities online. To look at the basic SSVT site go to www.justgiving.com/ssvt.

By going to www.justgiving.com/ssvt/donate you can make a credit/debit card donation to SSVT.
JustGiving takes a small percentage of each donation, but at present we do not have the facilities at
SSVT to accept credit card donations. But do remember to tick the Gift Aid box if you are a tax-
payer. ltés worth a |l ot to us!

Just Giving is especially useful if you are planning an event (such as a sponsored walk or run) in aid

of SSVT as you can put your profile on the Just Giving website, with a description of the event and

contact potential donors on your emailing list with a message about your planned event. Sponsors

can then make their pledges by card and the rest follows quite painlessly, including reclaiming Gift

Aid. So no more chasing up those people who said, in the pub, two months ago, that they would
sponsor you. Just get them to pledge online and
matically. For more information go to the website www.justgiving.com/ssvt/raisemoney

(See p13 for details of Guy Hayes entry in the Edinburgh Marathon).

There are other ways of wusing Just Giving, i nclu
and friends to make a donation in memory of someone who has died, perhaps as a birthday mem-

ory. So go to www.justgiving.com/ssvt/memory or www.justgiving.com/ssvt/remember . f

you want advice about using JustGiving, please contact us.
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PERSONAL STORIES: Happy Stories & Horror Stories

One of the points that came out of the recent questionnaire was that members would like to see
more personal stories. These stories can be an inspiration to others. All of you who read this news-
letter will have stories to tell about your experiences coping with, facing up to and living with your

particular type of wvasculitis. Some are very sad

find humour in their predicament. It often helps one to cope by seeing the funny side. There is a
story on the previous page of this issue, narrated by Pat Fearnside from Yorkshire, which illustrates
how so many people cope with Wegeners with a stiff upper lip and a sense of humour.

We would |Iike to include some other personal
to hear from people who have coped well with vasculitis for many years and others, such as the
young woman who had a baby after getting WG and is now training as a nurse, or the girl who had
Wegeners at the age of 14, who is now 21 and at uni training to be a doctor, or the people who have
lived with Wegeners for thirty or more years.

So if you have a happy story, an experience or an anecdote to tell, or anything else that you think
readers might enjoy, please share it with all of us, especially if you have an inspiring message and
can see the funny side of things. Please send us your contribution, preferably by email as a Word

stor

document . But i f you donot d o ¢ o rwpttert eomtribytionsve ¢ a

Please try to keep them reasonably brief as space is limited.

If you have had good experiences with your diagnosis and treatment, please let us know by letter,
6phone or email. Unfortunately, some of the
and advice are far from funny. Far too many people still seem to be experiencing lack of recognition
of their problem, late diagnosis of their disease and inappropriate treatment by doctors without ade-
guate experience of treating vasculitis patients. There is absolutely no doubt that early diagnosis of
vasculitic disease, followed by proper treatment can have a tremendous impact on the quality of life
and life expectancy of the patient.

If you have a horror story like this to tell, please get in touch with me. This is probably not about
publication in the newsletter, but we would like to assemble a collection of such stories. We are not

stor |

l ooking for people to bl ame, nor is it a fAwitch h

try to find out where things go wrong and how the situation might be improved, both for you and for
future vasculitis sufferers .

The ultimate aim is to ensure that doctors, be they GPs or consultants, are more aware of the need
to recognise the early signs of these rare vasculitis diseases, how to make a correct diagnosis and
of the need to seek advice when they are not sure about the treatment. Most of you, like me, will
probably have had very good and positive experiences and excellent care. The aim is to raise the
general standard of diagnosis and care towards that of the best.

We do have Centres of Excellence in treatment of vasculitis in the UK that are a match for any to be
found worldwide. We hope eventually to have an established system for doctors to be able to seek
advice from one of these centres of excellence when they suspect that they have found a case of
vasculitis or are uncertain about how to treat it. This is a project that need not cost the Trust a lot of
money, in fact it might well get positive encouragement and support from the NHS; but it does also
need the active support and cooperation of the medical profession if it is to succeed.

Ramfeezled Today?

You may have been puzzled by the title of the
used by Robbie Burns, meaning Ato be wearie

familiar with this feeling!

h
d
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SSVTO6s Fantastic Fundr ai

The income from SSVT comes entirely from voluntary donations, bequests
and fund-raising activities. Most of this money goes into sponsoring clinical re-
search into the causes of and treatment for vasculitis diseases, but at present
we are spending more on research than is coming in. So we are really ex-
tremely grateful to those listed below for their wonderful efforts in raising
money for SSVT.

Rachel Marsh

(Rachel Marsh, of Hopton, Norfolk, has suffered with WG since she was aged 15. Sheis a
regular fund raiser for SSVT and was featured in issue 34 of the SSVT newsletter.

Last year she raised a wonderful total of over £2,300 for SSVT by using her 30" birthday to
raise money for the Trust. She also raised a further £700 by giving a talk to her local Ma-
sonic Lodge ladies night. So it was a grand total of over £3000 donated to the Trust.

Cutting the Cakes!

On behalf of the Trust, we wish Rachel a very belated Happy Birthday
And of course a Very Big Thank You indeed, from all of us.

Rachel 6s birthday party in April was hel d
member. The party had a Hawaiian theme. Instead of birthday pressies, she asked for do-
nations to SSVT. In June she gave a 50 minute talk to Great Yarmouth Masonic Lodge la-
dies night, answering questions and giving out information.
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Tracy Martin (In Memory of Gordon Mott)

Gordon was diagnosed with WG in 1996 at which time he was a head of faculty and tech-
nology teacher. After the initial illness he enjoyed remission for ten years, remaining very
positive and active, but he suddenly and unexpectedly died in 2006.

His grandson, Matthew, has previously raised money for SSVT with sponsored cycle rides.
Earlier this year, Gordonb6és partner, Tracy Mai
50"birthday party to stage a surprise dance ro
tume (but only after some weeks in rehearsal!). They raised a splendid sum of £300 for

SSVT. Many thanks to Tracy and Friends.

Bjorn Again?

DANCING QUEENS

Tracy (centre) With Two Friends in Their Abba Routine.

Gordon and Tracy owned a 2 bedroomed holiday cottage in Pakenham, Holt, Suffolk,
where she still asks guests to contribute to SSVT in exchange for books they borrow. The
last tin raised £30! If you fancy a holiday and a good read in Norfolk, you can get full details
of Tr acy 0 slittet@lineioree met or 61859-233343

Thought for the Day

Shared joy is double joy.
Shared problems are problems halved.
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