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Welcome to Our First Binnual eeNewsletter

Vasculitis UK is going from strength to
strength. We have a new and energetic
group of Trustees with innovative ideas.
Details of our initiatives will be found in
this e-Newsletter.

Membership is increasing steadily, and
income from various sources is looking
more healthy.

We recently sought the ideas of a
number of members and the consensus
was that they would welcome a Vasculitis
UK Newsletter at quarterly intervals.

Financial constraints do not allow more
frequent Newsletters to be printed and
posted to Members. We will continue to
print and post our Newsletter & Journal
(Spring and Autumn), which will also be
available to view on the website.
However,
Summer) will only be available by e-mail
or to view via the website.

(www.vasculitis -uk.org.uk)

To ensure that non-surfers do not miss
out, articles such as research reports will
not appear here and some of the items
may be expanded in the main issues.

As a Trust we aim to keep our costs to
the absolute minimum to enable us to
continue to fund vasculitis research.
However, funding research is not our only
aim. The Trust -

9 offers support and advice for those
with vasculitis and to their families,

9 actively seeks to raise awareness of
vasculitis,

9 operates a website,

9 produces pamphlets for patients,
particularly the newly diagnosed,

publishes newsletters for members,
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Spring Raffle

Everything is underway for
our planned Spring Raffle.
The tickets will be posted
to Members this month.

The actual draw will take
pl ace at t he
in May. Please be as generous as you
can and help us to make the event a
success.

If you have a prize to donate please
contact Paul: 01737 813389 or e-mail:

paul.m.bingham@btinternet.com

Some of the fabulous prizes include:

Dz A holiday for 4 |

B, Ghsamagngmtea for

Dorchester Hotel, London

Dz Lunch for 2 at Th
Hotel, Hampshire

Dz Houses of Par |l i
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1 CHURG-STRAUSS
SYNDROME

9 GIANT CELL
ARTERITIS

1 HENOCH SCHONLEIN
PURPURA

1 MICROSCOPIC
POLYANGIITIS

1 POLYARTERITIS
NODOSA

9 TAKYASU ARTERITIS

1 TEMPORAL
ARTERITIS

T WEGENERGS
GRANULOMATOSIS

1 OTHER VASCULITIS
CONDITIONS
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Genetic Alliance
(Route -map for
Rare Conditions )

Genetic Alliance is a
respected organisation,
receiving funding from
the Department of Health
t o
for Rare Conditions.

The Trust has been
selected to undertaken
the Route-map for
Vasculitis.

We have had several
meetings and have
formulated our plan. We
hope to start in earnest in
January.

The aim of this 18 month
project is t
t o Z0 of

vasculitis. This will then
be available to patients
and their families as
currently what is available
can be difficult to obtain

and to understand
particularly when first
diagnosed.

In addition the GA and
Health Service links will
ensure that the final
document is circulated to
health and social service
professionals to ensure
that they are aware of the
requirements of and
difficulties  encountered
by the vasculitis patient

One of Our Fundraiser

S

Rachel O6 Nei | |,
(7th August 2010).

Rachel did a skydive in
memory of her school friend
Kayl ey who had

Kayley was only 13 when she
was diagnosed with the

disease and sadly she passed away at |,ckiest person in  the

the tender age of 20 on 1st September o | d. 1 6d a c

2006. Rachel 6s bravtehgtnd@g?your

Al196 for the Trust. Rache

will appear in the Spring issue, but here  Rachel Kayley
is a taster: 251‘13“:;;3%2

Swahssgat

i Sk ytdhiev edo o r
in a split second | was flying. It was as
if my breath had been taken away.
Anything | had imagined now felt like
an_insignificant spec in comparison
with/ &hifRyn Ad ¢hé -clouds opened
below me, and the ground came into

way,

vision, | felt that | was the

pr oducnea pfs

Genetic Alliance UK

Supporting. Campaigning. Uniting.

News Items and Events Diary

2nd January 2011 - Surrey Vasculitis

Support Group , Winter meeting.
Details from Paul Bingham 01737
813389.

20th March 2011 1 Oxfordshire
Vasculitis Support Group  Seminar
2011. (see advert page 10)

10th April 2011 - Francesca Saville
runs the Brighton Marathon.

Wth o Harild €013 n - /Gambridge
Vasculitish $uppgrs Group. Details
from Jenny Fulford Brown (see page
10)

10th April 2011 - Alex & Danni
Brunwin of Oxfordshire will
parachute jump to raise funds for the
Trust.

17th April 2011 - Emma Hayes runs
the London Marathon.

22nd May 2011 - Vasculitis Trust UK
(SSVT) Annual General Meeting ) -
see below.

23rd May 2011 - Holly Hampshire is
organising a Charity Marathon in West
Yorkshire (see page 4)

Vasculitis Trust Uk Annual General Meeting

The 2011 Annual General Meeting of
Vasculitis UK (SSVT) will be held on:

Sunday 22nd May 2011
at 1.00 pm
Venue: The Long Eaton Novotel
Long Eaton
NG10 4EP.

The hotel is close to the Ml junction 25.

The Speakers and Topics will be
announced in the Spring Newsletter &
Journal.

In addition to the normal agenda items

there will be a Forum - fGenetic
Al l'i ance Rar e Dwhere
the ideas of me mb €
mapo for rar e co
welcomed.

ases
rs
ndit

Right Mrs Jones.

The red pills are for your rheumatism, but they may cause heart problems.

a2 \
'?"“Trﬂ 1

The blue ones will take care of your liver, but may cause

The green ones will look after your heart, but may cause liver problems.
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Living with ANCA: How to

Live a Full Life

Members might be interested in viewing
or just I|istening

Dr. Ron Falk (USA) is joined by ANCA
patient Dianne Shaw in this interview.
They discuss ways that an ANCA patient
can improve the quality of his or her life.
Topics include:

*Managing Your Disease

*Healthy Behaviours

*Finding Support

*Finding Your "New Normal"

*Managing Flares

*Keeping Vasculitis in its Place.

Diane is an articulate patients and the

t o comments shd makescare selevant to all

of us.

You may download the podcasts by going
to:

http://www.unckidneycenter.org/
kidneyhealthlibrary/
podcast_livingwithanca.html

To view the podcas
tuneso but you <can
recording. (34 min) or you can select

specific items.

Some Useful Websites

Facebook
Look for
very lively site, mainly for younger people
with vasculitis. Currently there are over
300 members.

Voice -4-Vasculitis

A very informative UK based internet
discussion group. You can join at: http://
sites.google.com/site/voice4vasculitis/

Polymyalgia Rheumatica & Giant Cell
Arteritis UK

www.pmrgcauk.com, email
pmrgcaenquiries@googlemail.com or
6 p h 00247631956

The Churg -Strauss Association

-8B K@ s onl Fiic ehB//ww.cssagssociation.org/

Arthritis Research Council
http://lwww.arc.org.uk/

Vasculitis Association
http://www.vasculitisfoundation.org/

An excellent booklet for the newly
diagnosed
http://www.stjames.ie/Departments/
DepartmentsA -Z/I/Immunology/
DepartmentinDepth/Wegeners.pdf

Thought to ponder:

Knowledge is
knowing a tomato is
a fruit. Wisdom is not

putting it into a fruit
salad

Research.com

The Journal of Rheumatology & Oct
2010

Abstract: il ncreased ri sk
di seases in famil.
Granul omat osi so

http://www.jrheum.org/content/
early/2010/09/27/jrheum.091280.abstract

(Research undertaken by Cambridge

University, UK)

htt Iwww,.me. etoday com/
o)

Mee in Coverﬁgelﬁ\g%? 5

es n er 6s

Rituximab in ANCA -Associated
Vasculitis: Fad or Fact

http'//content karger.com/ProdukteDB/

Abstract from nMedpagikoéjukt

ACR: Azathioprine Bests CellCept for
Vasculitis (2010)

tion= ShowFuI text&ArtikeINr=321437&
Ausgabe=254788&ProduktNr=228539

| always take life
with a grain of salt,
plus a slice of
lemon, and a shot of
tequila.

LN
PAS

e
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Neutrophils

Ever wondered what a
Neutrophil is, what it
does or what it looks
like? Here is a video

I i nk t o n M
i mmune <cell
Uus publication
iScience Fr

video gives a relatively
easy explanation for
the layman.

Reporting in the journal
AiScienceo,
and colleagues filmed
immune cells
(neutrophils)  finding
t heir way t
wounded liver. The
researchers wanted to
understand how
neutrophils find injuries
when bact e
around to signal the
damage.

http://
www.sciencefriday.com

/program/archives/
201010153

Once the picture
appears on your screen
just Left click your
mouse on the actual
picture and, hopefully, it
should start.

Rare Diseases Day 28th February 2011

Rare Disease Day is
marked internationally
on the 28" February
and Rare Disease UK
(of which Vasculitis
K is a member) is

e =
responsible for co-

bordifne(tir?g 'gctivhli& fr the UK.

draeypgrpose of [iRarg Disease Day is to

raise awareness, both among decision
makers and the general public, to call
for rare diseases to be seen as a health
priority and to provide a voice for people
with rare diseases and their families.

Rare Disease UK will be holding four
parliamentary receptions across the UK
to bring all those with an interest in rare
diseases together to highlight the issue
to politicians. The dates for these
receptions are:

DScottish '|'P22FdIF'ebauaTyz||1t

DMWe s t mii R&"February,
DNorthern | r eil3% MarchA
DWel sh As 468 Mardhy

We encourage a wide range of people
to get involved in Rare Disease Day,
from patient and families to healthcare
professionals and researchers. You can
get involved either by attending our
events, participating in our contact
campaigns, media work or by organising
your own awareness raising activities.

To ensure that you are kept up-to-date,
please sign-up to receive the RDUK

email newsletter on the website
(www.raredisease.org.uk) or contact
Stephen N utt )

stephen@raredisease.org.uk
02077043141.

ssem

Charity Marathon (West Yorkshire)

%((l)“'ulr Trl5<stlilaeb, eH%IIy, is planning to
organise a charity marathon on Sunday
23rd April 2011 to coincide with the
week in which the Rare Diseases Day
faffs. SEeo0s

Hol I yés family and
taking part. Her sister's boyfriend is

doing the whole thing but everyone else
is just pledging to run a certain amount
eg. 6 miles.

If you are interested in taking part in the
event, and hopefully raise funds for the
Trast, please cohtacti Holydfa details: €
hollyemery82@hotmail.com

a arenot

Income of Vasculitis UK (SSVT) comes
entirely from voluntary donations,
bequests and fundraising activities.

Most of the money goes towards
sponsoring clinical research into the
causes of and treatments for vasculitic
diseases. Over the past five years the
Trust has paid £125,000 for vasculitis
research grants and bursaries.

A donation and gift aid form s
attached to this Newsletter for you to
print and return to Susan.

Please ensure that all cheques are
made payable to: SSVT. Thank you.

Other ways of raising money for the
Trust include:

JustGiving & to sponsor our
Fundraisers,
Easysearch & an excellent search

engine

Easyfundraising & a simple and safe

way to shop on line

easyfundraising
org.uk

Page 4
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Takyasu Arteritis

In this, and subsequent issues of the decent, are about 8-9 times more likely to
Newsletter, we will highlight some of the have it than males. People usually get the
vasculitic diseases rarely mentioned in disease between 15 and 30 years of age.
the Newsletter. Thi
Arteritis.

SIt istallsomk%owﬂ ésq'éulsel-gse}s kdige%sae"s N

because pulses on the upper extremities,
Takayasu Arteritis is a rare systemic sSuch as the wrist pulse, may not be
inflammatory large-vessel vasculitis of palpable.

unknown aetiology. If you would like to read more about

This particular vasculitic disease affects | akyasuo6s please visity

the aorta, the main blood vessel from the  ptp://emedicine.medscape.com/
heart, as well as the blood vessels that grticle/332378-0verview
attach to it. scheme of the aorta

Females, particularly those of
childbearing age and those of Asian

Vasculitis DNA Bank for Glomerulonephritides

The glomerulonephritides are a group of helping the research team to establish
kidney diseases that may lead to severe  whether genetics or possibly environment
kidney damage, requiring dialysis. are triggers in the disease process. I f you hlaven
Glomerulonephritis is associated with participated in this
inflammation within the kidney, the cause ~ They now have a technician in place to important research
of which is often unknown. process the samples which means they please do so.
have a much greater capacity. If you
The Vasculitis DNA bank at Birmingham, would like to donate then please contact You dondt| hav
housed in the Wellcome Trust Clinical the Bank at wtcrf@uhb.nhs.uk , or write have kidney
Research Facility, is still actively to: Wellcome Trust Clinical Research involvement to take
collecting samples from patients, spouses  Facility, UHB NHS Foundation Trust, part
and relatives. Birmingham, B15 2TH and they will send
you a pack which you can take to your
By taking part in the research you willbe L ext doct or 6.5 appoi ht ment

Exciting New Initiatives

Since being elected in May 2010, the not only cosmetically but also the content.
Trustees have been working tirelessly

with the day-to-day running of the Trust Fundr_a|smg and brlngmg_t_he Trust to the Some Priorities :

L attention of more vasculitis patients and
and on new initiatives to help meet the to the general public are hiah briorit o
Aims of the Trust. Some will be obvious 9 P gh priority Fundraising for

. . . agenda items. .
z_ilmost immediately, others will take a Vasculitis Research
little longer. Increasing membership (with an eventual
. i i s i Raising Awareness
The most important i :rqmqriﬁz‘ﬁta;}mﬁunvdse forl rSese?r%h)e S #Rb u g N
-map for Rare Condi tIPdRE8™ a note of of Vasculitis
which can be found on page 2. Eventually we imape® [twl _ _
. provide all the answers. Until then the Raising tpe Tr
The Newsletter has been entirely . i
pamphlets we produce, especially for the Profile

revamped and we are now to produce 4

per year newly diagnosed, will be updated.

We have set ourselves much to achieve,

We are working to update the website, but we are confident we will succeed.

Page 5
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Healthy Eating

Healthy eating
will:

1 help the
diabetic
patient,

1 help to reduce
weight,

9 help to stave
off infection/
disease long
term.

We are pleased to welcome a new
contributor, Catherine Carey, who is a
fully qualified dietician. Catherine also has
WG having been diagnosed in 1994, so
she is aware of the dietary problems
many of us encounter. Catherine has
kindly agreed to give us the benefit of her
expertise and experience in each of the
forthcoming quarterly Newsletters.

Catherine has suggested offering some
general healthy eating guidance and
recipes, including methods to build up
patients whom are struggling with food
intake. The healthy eating aspect will, by

definition, help anyone who has diabetes
or gained weight, and wants to do all they
can nutritionally to stave off
infection/disease long term.

If you do have any dietary questions for
Catherine please send them, in the first
instance, to the Editor. Unfortunately any
personal one-to-one advice will be limited
as to do this would and should include a
formal clinical assessment so that the
advice is tailored and considered.

To start our healthy eating column
Catherine has provided a delicious recipe
for you to try.

Spaghetti with Sardines serves2

1509 spaghetti

2 tins of boneless sardines - drained

1 red onion i chopped

2 garlic cloves i crushed

16 cherry tomatoes 1 halved

1 yellow pepper 1 sliced into thin strips
2 capfuls (10mls) white wine vinegar
% lemon

Handful of basil (optional)
Salt & pepper

Olive oil (2-3 thsp)

Method

1. Cook spaghetti as to
instructions - about 8 mins

2. Heat 2 tbsp oail into large frying pan and

packet

add onion, garlic and cook on low heat for
5 mins

3. Add pepper, tomatoes to onion mix, stir
& season with salt and pepper.

4. Increase heat, add white wine vinegar
& cook for another 5 mins.

5. Half way through this time, add
sardines, basil and a good squeeze of
lemon juice.

6. Drain spaghetti and add to frying pan.
Mix well and serve with a drizzle of olive
oil.

Oily fish provides omega 3, which is anti-
inflammatory. This recipe provides 2 of
your 5-a-day.

Weight-watching? Use less oil and 509 of
wholemeal pasta per person

Vasculitis UK Cookery Book

To raise funds for the Trust we are to
produce a cookery book.

If you have a favourite recipe, healthy or
otherwise, please send it to Pat (contact
details on page 11).

It would help if you could say something
about the recipe, eg:

1 Weight watching,
9 Healthy,
1 Low fat,

1 Naughty but ....,

1 Family treat,

1 Quick,

1 Easy,

1 Not for the novice, etc.
1

If from a cookery book please state
which one to enable us to obtain
permission to reproduce.

The Trustees and Catherine will select
the best recipe. One lucky entrant will
win a £15 M&S voucher

Page 6
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West Country VSG Meetingsth October 2010

In November the West Country Support Group
arranged a talk by local Rheumatology Consultant Dr
Nick Viner from Torbay Hospital.

The event was a great success with 26 people
attending and a fair few of us going on for a bite to eat
at a local hostelry afterwards!

Dr Viner spoke for about 30 minutes about vasculitis,
its treatment and some of the tests used in diagnosis.
This was followed by over an hour of lively questions
and answers.

The next event will be a lunch at:

The Devon Hotel, Matford, Exeter
on Tuesday 11 January from 12.00 noon.

If you would like to attend, please let Kathleen know at
least a week beforehand as she has to confirm
numbers by then. Contact Kathleen on
01392 832231 or
email krawlinson@waitrose.com

West Midlands VSG Meeting24th October 2010

Over 70 members attended the meeting. The Chair
(Margaret Gentle) opened the meeting, and indicated
that she would welcome assistance from members
with the running of the Group.

The first
(including
Bacon, Director of the Birmingham Arthritic Research
Centre (BARC) and formerly of the Birmingham
University Department of Rheumatology.

This illustrated that as a result of environment, strains
of vasculitis may differ from one region of the world to
another. For example, there is a far greater prevalence
of cardiovascular strains of vasculitis in India than in
t he UK, with Takayasuods

relatively common in India whilst remaining very rare
in the UK. Professor Bacon went on to outline some of
the current approaches to treatment in this area,
including successful results in the use of angioplasty.

The second presentation was by Dr Caroline Savage,
Head of Discovery Medicine at Glaxo Smith Klein, and
Hon Professor). She gave an outline of current
developments and future prospects in terms of

p r e s eVascalitisi in rindiaw aPs o b n Safiv a g e
Takay absyu 6 Br oAfret destuditry seBsh delelopment of

aRARiGHIar drgs. o

development of new drugs
relevant to the treatment of
Vasculitis, including
angioplasty.

spo

drugs for rar
Companies tend to focus on
more common diseases but
new vasculitis treatments are
coming through. Some US and
European countries fiinc
offering tax credits or offering marketing exclusivity for

Professors
Bacon and Savage

in particul ar b
Prof Savage said that patients can also help the
discovery process through raising awareness of rare
illnesses and by participating in clinical trials.

She went on to discuss the implications of steroid use,
particularly their side effects and the need to seek
reduction in their use in a safe and controlled manner.

A full report will appear in the Spring Newsletter/
Journal.

ei

Cambridge VSG Meetingl4th November 2010

In the morning the

T

o gy LA &S members split into smaller
";f.""' B ’ & @ groups, including several
A @ new members, and

LSS o ] discussed their current

state of health, and shared
tips on keeping well. Points raised included problems
sleeping, the need to be positive and take care of
oneself, and not to be in denial about having a chronic
illness. Other points raised included energy and
varying health levels. The causes of Vasculitis were
discussed with suggestions that there might be links to

chemicals used on farms, or other environmental
factors.

After lunch Dr Jayne, Vasculitis Specialist from
Addenbrookes, Cambridge, gave a talk and answered
questions. The chance to listen to Dr. Jayne drew
people from long distances, Chester, South Wales etc.
The topics covered included the origins, use,
comparisons and development of the drugs used in
the treatment of Vasculitis.

Dr Jayne emphasised the importance of continuing to
monitor vasculitis patients throughout their lives. ]

Page 7
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Cambridge VSG meeting continued

He recommended a cautious approach to any signs of
ill health - better to be safe and check with doctors
rather than let a flare up go undetected. Dr Jayne
spoke about a new study on Rituximab and invited
applicants to email him at djl06@cam.ac.uk for full
details (see page 10 for a copy of the Proposal)

A full report on the Cambridge VSG will be available in
the Spring Newsletter.

The next meeting will take place at:

The Holiday Inn, Impington, Cambridge,
on Sunday 10th April 2011
11.00 am till 3.000 pm.

A charge of £8 will be made to include a light lunch
and hire of the meeting room. Booking and advance
payment to be made in March 2011. Please contact
Jenny Fulford-Brown by e-mail:
jenny.cambsvsg@hotmail.com nearer the time.

Four Pillars Hotel, Marcham Road
Abingdon, Oxford, OX14 1TZ

The programme
11.00 Arrival, Tea and Coffee
Talk by Dr Raashid Lugmani

Oxfordshire Vasculitis Support Group Seminar 2011
Sunday 20 " March 2011 - 11.00am i 2.00 pm

Consultant Rheumatologist, Specialising in Vasculitis at The Nuffield Orthopaedic Centre,

Oxford
6Diagnostic and Classification Criterlia in Vasculitis (DCVAS)
12.15 Questions and Answers
12.45 Sandwich Lunch. Tea and Coffee Stop Global
Cost £10 per person W .
For further details, or if you have any questions for the Q&A session please contact arming
Sue Ashdown, 46 Wales Street, Kings Sutton, Banbury, OX17 3RR 01295-
816841 oxonvsg@hotmail.com
VP P S S S
Autumn questionnaire
Thank you to all those members who completed and D2Mor e i nf ormation about al | a

returned the questionnaire. If however you did not
we would be very grateful if you could take a
couple of minutes to do so. Your views are very
important when prioritising our future activities.

Based upon the questionnaires received so far, here is
a brief analysis of the results:--

DA | mo s of yoa Irated your Diagnosis at a lower
level than your Treatment. However, the scores for
both leave a lot of room for improvement. This is seen
as a critical issue for action by your committee in the
future.

DA significant
medical profession to ensure quicker diagnosis and
better treatment as their highest priority. This is also
a key issue and one which will not be easy to achieve,
given that Vasculitis is such a rare illness unknown to
many of the medical profession.

DA ncreasing membership,
website were also highly ranked as key activities.
Currently our membership is around 650 which is
estimated to be only a small proportion of those with
Vasculitis in the United Kingdom.

u

seen as a requirement with many replies mentioning
that their medical practitioner was not always very
communicative, while information is limited and
difficult to find. We have been working on this area
recently, using other medical charities as examples to
follow.

DA nt er e the i nmagrityy of respondents are
connected to the internet and would like to receive
information updates electronically. However the
majority still prefer to receive the main newsletter in
hard copy format.

DA0% of me mb e s u

proporti onfee lwhichKvSufl go‘{‘b(r\/a{rd’s 'co%glng tWe' bfagb coéts

of running Vasculitis UK.

DMany members added c¢comme
of activity which were very helpful as these will
broaden our perspective in the future.

s ma |

nt

¥ > ‘* Congratulations to
e ’0 Mr lan Dennis of Lea Valley, Hertfordshire

@V The lucky winner of the £25 M&S Voucher

We are very grateful to lan who kindly donated the
prize money back to the Trust
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