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PMRGCAuk Rheuma Research Roadshow
gets underway in Southend
The first of our
research roadshow
events turned out to
be a bit of a surprise.
We had anticipated that there would be
a lot of interest in hearing the team from
Southend University presenting their
research. We were expecting about 60
people, but on the day, people just kept
on coming in, and we had an audience
of 86. People had come from all over
the region, and beyond, to hear more
about new knowledge in GCA and PMR.

Professor Dasgupta of course is no
stranger to our members, but his
talk gave new insights into how
groups of experts come up with new
recommendations for diagnosis and
treatment, exhaustively surveying all
the research literature available to
answer very specific questions. This
research technique is called GRADE
methodology, and the talk gave
insight into the background to the new
recommendations on PMR and the
much-awaited recommendations on
GCA, which we hope will be approved
in the near future.

Report continues on page 2.

NATIONAL
HELP LINE

0300 111 5090

PMRGCAUK is a registered charity established
to meet the needs of people with these
debilitating conditions by raising awareness,
promoting research and offering support.

PMRGCAuk week
Between 19 and 25 June 2017,
we will be holding our first
PMRGCAuk week!
Turn to page 6 to find out more.
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ACROSS THE

COUNTRY
SOUTHEND AND CAMBRIDGE
VOLUNTEERS NEEDED

CHRISTCHURCH
Here we sit in a row
Our chubby cheeks all aglow
Picture of health we’re oft times told
By those who would be so bold
Each with a different tale to tell
Most of which involves the word
‘unwell’
But onward and upward is our aim
I’m sure that we all feel the same
That the words we say to a letter
Are the ones that say ‘we feel better’
Deidre, Group Organiser,
Christchurch Group

Following on from the successful
roadshow, we are hoping to start up a
group again in Southend. We are also
looking for volunteers who are willing
to help run a group in Cambridge as
the Group Co-ordinator Dale Hodgson
is stepping down in September. We
would like to thank Dale for all her hard
work over the past five years.
If you are interested in helping
in Southend or Cambridge, please
contact Claire on groups@pmrgca.
org.uk or 07505 841 754 (Tuesdays /
Wednesdays, or leave a message at
other times).

NEW GROUP IN BARNET
Barnet’s first group meeting took place
on Monday 13th March at Cockfosters
Bowls Club. Derek is the new group
organiser and if you would like to find
out more about the group or join their
next meeting please email barnet@
pmrgca.org.uk

NEW RESOURCES FOR GROUPS
As part of our commitment to
improving the support we offer to
groups we are now producing a
bi-monthly newsletter for Group
Organisers. We are also producing a
comprehensive resource handbook for
Group Organisers to help them set up
and run groups.

NEW PROMOTIONAL MATERIALS
We have been busy producing promotional materials for our groups to use,
to help publicise themselves and the charity. We have new leaflets, an A5 flyer
and a poster that can be customised by Group Organisers.

PMRGCAuk Rheuma Research Roadshow gets underway in Southend
(Continued from page one)
The Southend team attracts researchers from all over the world, and Professor
Dasgupta introduced us to two of his current collaborators, Dr Siwalik Banarjee,
from India, who spoke about the fast track pathway for GCA, and Dr Berit Neilsen,
visiting from Aarhus University in Denmark, who spoke about using ultrasound
scanning to develop new outcome criteria for patients.
It was a pity that, because of the large audience, some people in the hall
couldn’t hear the speakers very well, and we are making sure this doesn’t
happen in other roadshow events, which are taking place in the spring, in
Bristol, Birmingham, Stoke, London and Cambridge. Details can be found on the
PMRGCAuk website. But in any case, even if you are not able to travel to attend
a roadshow, rest assured that material from them will be available online in the
coming months. We are setting about editing the mass of video footage and
presentations that we will have collected, and will be using it in several different
ways, including developing a free online course for you to enjoy in your own time.
That will come next year. In the meantime, the roadshow rolls on!
Find out more at: www.pmrgca.co.uk/news/roadshow-launch
Photographs: © Robert Lawrie
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Bath Meet Up
Christmas lunch 2016

Coventry Meet Up

SOMERSET RHEUMATOLOGY SYMPOSIUM
SUPPORTED BY PMRGCA SOUTH WEST
On 8 February, a National Musculoskeletal Symposium Event was run by Jenny
Chamberlain (Clinical Specialist Physiotherapist Rheumatology Somerset
Partnership NHS FT), the Physiotherapy Rheumatology Team and Physiotherapy
PA Tania Selway. Over 60 delegates travelled from Devon, Somerset, Cornwall,
Wales, Gloucestershire, Dorset and London to attend this event held at the
Taunton Rugby Football Club. Delegates heard from both local and national
speakers about a range of rheumatology subjects including PMR. The event
was also attended by representatives from local patient-led support groups
including Wendy Morrison who leads PMRGCA South West, and the delegates
were provided with local and national information to pass on to patients.
Feedback from the event was excellent, and it was good to see GPs and Allied
Health Professionals from a range of professional backgrounds enjoying this
excellent learning opportunity.

PMRGCAUK GROUPS
Support Groups are run independently by volunteer Support Group Organisers
(SGOs) with a supporting committee. They are self-funding and have their own
membership systems. They meet at various frequencies during the year and
attract members from a wide area who come to hear a variety of speakers.

Chichester Meet Up

Some members of the
group at their first MCardiff
eet Up
www.pmrgca.org.uk

Meet Ups are local groups headed by a Facilitator who is a member of the
charity. They meet regularly in cafes, community centres etc. and there is no
charge for attending. They are an opportunity for those unable to travel far from
home to meet and share the challenges that living with PMR and/or GCA brings.
Members of small Meet Ups might decide to journey together to a regional
Support Group to hear a speaker.
The latest list of groups is on our back page.
If you don’t have a group near you
and would like to help us start one,
please contact Claire by email:
groups@pmrgca.org.uk or call
0300 999 5090 or 07505 841 754.
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New agent, tocilizumab, for the treatment
of giant cell arteritis (The GiACTA study)

Eric L. Matteson, M.D., M.P.H.

The GiACTA study is the
largest study ever done of
a treatment for giant cell
arteritis. The results of the
study have been presented
at medical meetings and
are being evaluated by
pharmaceutical regulatory
agencies around the world.

This was a 52-week long study
including 251 patients in 14 countries
to evaluate whether tocilizumab is
safe and effective for treating giant
cell arteritis. Tocilizumab (“TCZ”) is
a “biologic” agent which works by
blocking the inflammatory protein
called Interleukin 6. This protein is a
major driver of inflammation in giant
cell arteritis.
All patients in the study were
started on usual doses of prednisone*,
a steroid agent which is the currently
accepted therapy for giant cell arteritis.
By random assignment, some patients
received TCZ by self-injection under
the skin at a dose of 162 mg every
week or every 2 weeks for 52 weeks,
and other patients received placebo
(inactive agent) in place of TCZ.
Neither the patients nor their treating
doctors knew which patients were
receiving the TCZ.
The prednisone was decreased
according to a standard schedule, and
the numbers of patients who could
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stop prednisone after 6 and 12 months
was recorded, as was the total amount
of prednisone patients received. The
number of flare ups of the disease
according to symptoms and blood
markers of inflammation was also
recorded.
The results of the study were
dramatic. Of patients who were
prescribed usual doses of prednisone
without the TCZ, only 14% of patients
had sustained remission of their
disease after 6 months, and 18% were
in sustained remission at one year.
Of patients receiving TCZ every 2
weeks, 56% had sustained remission,
and of those who received the every
two week TCZ, 53% had sustained
remission. Patients on TCZ needed only
half the prednisone dose for control
of their disease compared to patients
who did not receive any TCZ. As well,
patients on TCZ had significantly fewer
side effects than those patients who
were only on prednisone. Almost all
side effects were related to prednisone.

Overall, this study showed that
TCZ is a safe and effective treatment
for giant cell arteritis, and can
substantially reduce the need for
prednisone. It is truly a breakthrough
therapy. Patients have been followed
for up to two years in the meantime,
but it is not yet known how long TCZ
treatment is needed or which dosing
scheme will be best. TCZ also comes in
an intravenous form, but this was not
tested in the study.
Because of the success and
promise of the drug for dramatically
improving treatment for giant cell
arteritis and reducing the need
for steroids, the results have been
submitted to drug regulatory agencies
for approval as a treatment for this
disease. This approval is an important
step in making the drug available for
the treatment of giant cell arteritis in
everyday clinical practice.
Eric L. Matteson, M.D., M.P.H.
Consultant, Division of Rheumatology,
Department of Medicine
Division of Epidemiology, Department
of Health Sciences Research
John F. Finn Professor of Medicine
Mayo Clinic College of Medicine and
Science
200 1st St. S.W.
Rochester, MN 55905 U.S.A.
email: matteson.eric@mayo.edu
* “prednisone” is the name used in the U.S.A for
what we know as “prednisolone”
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What’s the deal with
steroids and blood sugars?
Many patients prescribed glucocorticoids (“steroids”) worry about
the risk of developing diabetes. The good news is that not everyone
taking steroids will become diabetic. In fact, most won’t. So how
does this happen? And what can be done to prevent it?
Glucose (which we’ll call “sugar” here)
is the chief fuel the body uses to keep
working. The brain needs a constant
supply of sugar even while you are
asleep, so the blood sugar level is
tightly regulated by hormones (insulin
and glucagon) to stop it falling too low
– or going too high. If the blood sugar
level stays too high for a long time, as
in untreated diabetes, this can cause all
sorts of problems with blood vessels,
eyes, and nerves.
After you eat your meal, your
“carbs” are digested and glucose is
absorbed into the bloodstream. Quite
a lot of the glucose enters muscle cells,
where it can be burned as fuel; spare
glucose can be stored in the muscles
as glycogen, ready for the next time
you have to run for the bus.
Type 1 diabetes means a shortage
of insulin (because of an autoimmune
attack on the pancreas). This usually
happens in young people. These
patients tend to become diabetic
rather suddenly, and usually have to go
straight onto insulin. Type 2 diabetes
is different: the insulin is made, but
the body’s cells don’t respond very
well to it (insulin resistance). There is
a stereotype that type 2 diabetes is a
disease of fat people, but the truth is
that genetics play a large part too: type
2 diabetes often runs in families. Quite
a few patients are found to be “prediabetic” during routine health checks
– which means that they are at risk of
developing diabetes in future years.
People who are diabetic, and
some people who are pre-diabetic,
are especially likely to get problems

www.pmrgca.org.uk

with their blood sugars if they take
steroids. The problem is that steroids
make insulin resistance worse. During
prednisolone treatment, the muscles
don’t take up glucose after a meal as
well as they should, and they are also
less able to store the spare glucose
away as glycogen. The result is that
blood sugars rise high after meals.
This can be dealt with by increasing
antidiabetic medication - but then the
blood sugars may fall too low at night.
It can be fiddly to get everything in
balance.
Over time, steroids have other
effects on the body which compound
the problem. Steroids cause muscle
thinning - which means there’s less
muscle to take up the sugar after a
meal. Also, steroids can make you
abnormally hungry. Over time this can
lead to weight gain, and the extra fat
accumulated (especially around the
waistline) contributes to further insulin
resistance.
Even if you HAVE to take steroids,
there are things you can do. You can
ask your doctor for a blood test to
see if you do have diabetes – this
is particularly important if you had
diabetes during pregnancy or if a
close relative has type 2 diabetes. The
effect of prednisolone on blood sugars
seems to be dose-related – this is why
doctors often encourage patients
to taper the prednisolone dose if
appropriate. You can also look at your
diet: eat healthily and try to avoid
foods with a lot of added sugar. Lastly,
exercise really helps! Although formal
trials of exercise haven’t been done in

patients taking steroids for PMR and
GCA, we know that in people with
diabetes and pre-diabetes, exercise
is beneficial in keeping the muscles
strong and in counteracting insulin
resistance. Walking, swimming, or any
physical activity that gets you a bit out
of breath – just be sensible and don’t
overdo it!
The information in this article is not
meant as medical advice. Please consult
your doctor to talk about what is right
for you.
Dr Sarah Mackie is an academic
consultant rheumatologist at the
University of Leeds and a trustee of
PMRGCAuk.

PMRGCUK NewsWire • Issue 21 Spring 2017 5

WITH A LITTLE HELP FROM
OUR FRIENDS ….

PMRGCAuk week
We are excited to announce something
brand new for 2017 – PMRGCAuk week!

This will take place between 19th and 25th June and our focus will be on
local fundraising. We would be delighted if you could join in with PMRGCAuk
week by organising a small fundraising activity with your friends and family.
Our work is funded by donations, membership subscriptions and proceeds
from fundraising events – your support is really appreciated by everyone at
PMRGCAuk.
Here is one fundraising idea that might appeal to you, but for more
information and other ideas please download a PMRGCAuk week pack from
our website: www.pmrgca.co.uk/content/pmrgcauk-week or email kathryn@
pmrgca.org.uk or call 0300 999 5090 to receive a printed copy.

TAKE THREE… FOR TEA IN PMRGCAUK WEEK
Here’s a fun fundraising idea that not only raises some cash, but also increases
awareness of PMR and GCA. You can choose which version according to how
much time you and your friends have!
Invite 3 or 4 of your family, friends or neighbours to join you for afternoon tea.

1
2

Tell them about PMR and GCA* and ask them to make a donation to the
charity. That’s it! Simple, enjoyable and very effective.

Do you have children, grandchildren
or other family or friends who enjoy
marathon running? If so why not ask
them to run for us? We have tabards
they can wear, collecting boxes and
sponsorship forms, and wherever we
can, we will help to organise a place in
a marathon near to where they are.
Raising funds for PMRGCAuk
means we can achieve even more
than we do now… more campaigning,
supporting more research projects,
more events with expert speakers. We
may be a small charity but we want to
make big changes for all. We’re already
doing a lot, but there is so much more
we can all do with a little help from our
friends!

SAVE YOUR STAMPS AND
HELP US RAISE MONEY
Support PMRGCAuk by sending in your
recycled stamps free of charge, using
special freepost envelopes. Simply
follow these steps to raise vital funds:

If you would like to take the idea one step further, once you have served
your afternoon tea, told your guests about PMR and GCA and asked them
for a donation… why not ask if they will invite 3 or 4 of their friends to tea
with them and follow your example! If even one of your guests is able to
do the same, you have doubled your contribution to the cause.

• Request up to 5 freepost envelopes
by completing an online form on the
website below.
• Send your stamps using the freepost
envelopes
• We will receive £11 per kilo for all
stamps received

Or if you have a bit more time, you could invite your afternoon tea guests
to bring any unwanted gifts they have around the house. Set out a table
for the items with a plate or box for donations – and if you don’t want to
be left with unsold items make sure your friends take home what they
brought if it is still there at the end of the afternoon!

Each pre-paid and pre-addressed
envelope can contain up to 250 grams
of stamps. If you have a large quantity
to send you can order a jumbo padded
envelope that can hold up to 2kgs!

* We can provide you with leaflets and copies of NewsWire to hand out to your
friends, invitation cards and we even have recipes for sandwiches, wraps and
cakes. Find out more at www.pmrgca.co.uk/content/pmrgcauk-week

To order your freepost envelope please
see the fundraising stamps website:
http://www.fundraisingstamps.com/
pmrgca-uk or call 07599 830966.

3
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HELPLINE
Your Helpline is working hard to support all callers who ring for information on
PMR and GCA and/or to speak to someone who understands how it feels to live
with these conditions and the medication involved in their management.
However, we are in need of reinforcements!

to our incredible
volunteers

• Have you had either one or both conditions for more than a year?
• Do you have a clear understanding of both conditions and their management
with prednisolone?
• Do you have good communication and telephone skills?
• Are you stable with your PMR/GCA and able to give a little time to the Helpline?

We wanted to take this opportunity
to say a special thank you to the
people who make PMRGCAuk
what it is – our brilliant, dedicated,
talented volunteers. They are so
generous with their time and
expertise and we couldn’t continue
our work without them.

If you have four ‘yeses’ and are in a position to join us – please do make contact to
find out more and discover if being part of this rewarding service is right for you.
Please email Chris Young, Helpline co-ordinator at chris.young@pmrgca.org.uk

If you have a bit of spare time and
would like to help us out, these are
three of the volunteer roles we’re
currently looking to fill.

One source of income for charities is donations from trusts and foundations. We
would like to hear from anyone with experience of writing funding bids or a flair
for writing, who would be interested in helping us develop this area of our work.
To find out more please email: kathryn@pmrgca.org.uk

WEBSITE UPDATES
Are you confident using a content management system? We are looking for a
volunteer with a spare hour each week, to help us keep our website up to date. To
find out more please email: kathryn@pmrgca.org.uk

FUNDRAISING

BOOKS
Since its publication this book has quickly become a
bestseller. Kate Gilbert, PhD. distilled what she learned
from having PMR (and recovering!), and from years of
working alongside other sufferers, rheumatologists and
researchers, as a trustee of PMRGCAuk. Kate says “I have
tried to write the book that I would have liked to read
when I had PMR, not only when I was first diagnosed, but
also a few months in, when I
realised that it wasn’t going
to be as straightforward as
they had led me to believe.”
It is now available for
Kindle and in paperback
from Amazon http://bit.
ly/pmrbk2ed Price for
the paperback is £10.03
plus p&p. If you are
unable to order the book
from Amazon, write to
polywotsit@gmail.com to
order via PMRGCAuk.
www.pmrgca.org.uk

Part of the Oxford Rheumatology
Library series, and edited
by Prof Bhaskar Dasgupta
and Prof Christian Dejaco,
Polymyalgia Rheumatica and
Giant Cell Arteritis provides
quick and practically relevant
information on several aspects
of the diseases, particularly on
diagnosis and management,
with the ultimate aim of
improving the patient’s care.
Chapters highlight current
concepts of pathogenesis, recent advances of diagnostic
and therapeutic approaches, the ongoing research into the
identification of new biomarkers and corticosteroid-sparing
medications, and the importance of patient education and
support. The book is currently available on Amazon.co.uk for
£26.30, or £19.49 on Kindle, or through the Oxford University
Press.
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Research Round-up
There have been a raft of articles published around PMR
and especially GCA recently, so I’ve summarized some
of the highlights from the last 6 months or so.
Usually, I’d stick with research papers,
rather than opinion pieces, but I
thought I’d start with an editorial piece
from Max Yates and his colleagues in
Norwich that recognises the problem
of withdrawing from steroids –
something to which I’m sure many
of you can relate1. Although their
paper doesn’t contain any new data
or ‘answers’, it does highlight a real
problem. Similarly, OMERACT have
published a paper on the importance
of measuring stiffness in studies of
PMR and have highlighted how much
work there is still to do in this area2.
In terms of new research into
PMR, the two most recent studies
have come from our group in Keele.
In one study, we have shown that
patients with newly diagnosed PMR
have a range of views on the cause
of their PMR, including ageing,
stress, medication and other medical
conditions3. In a second study, we
evaluated the online information
available about PMR from search
engines, such as Google. We found
many of the websites were nicely
designed but content was often
pitched at a higher reading ability than
recommended for everyone to access
them easily4.
In terms of GCA research, a group
in Italy has shown that those people
who can achieve long-term remission
(no symptoms or raised inflammatory
markers in their blood for at least

8 PMRGCUK NewsWire • Issue 21 Spring 2017

one year) were less likely to then
experience a flare in GCA symptoms
and overall took lower doses of
steroids. However, people who also
had PMR when they were diagnosed
with GCA were less likely to achieve
long-term remission5.
There has been discussion in
several papers about the potential
to treat GCA by targeting a protein
in the body called interleukin-6, and
Professor Matteson has written an
article about the GiACTA trial in this
issue of NewsWire. There has also
been a trial of another drug called
abatacept. This showed that people
who took this drug as well as steroids
after an initial 12 weeks of steroid
treatment were less likely to have
symptom flares than those who
kept taking steroids alone6. Another
trial, the TABUL study, has compared
ultrasound to temporal artery biopsy
in diagnosing GCA. It showed that
ultrasound might be better at spotting
GCA, but that it might also overdiagnose too many people as having
GCA7.
There have been quite a few
observational studies in GCA,
many around the risks of having or
developing other conditions, such as
strokes, heart attacks and diabetes8-12.
Of particular interest within these
studies, was a finding that people
who have had an infection are more
likely to develop GCA and the more

infections they have had, the more
this risk increases. The authors suggest
this is because of changes in the
immune system13. Also, reassuringly, a
large review of published studies has
shown that the long-term risk of dying
in people diagnosed with GCA is the
same as in the general population14.
Dr Sara Muller is a Research Fellow
at Keele University, where she leads
the PMR Cohort study.
References
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WHAT DO WE DO ALL YEAR?
You will find us:
• supporting patients, carers, friends
and family
• providing information about the
illnesses for patients and also for
medical practitioners and the
general public
• encouraging research and involving
patient participation where possible.
These are the aims of PMR-GCA
Scotland and what we spend our time,
and sometimes the charity’s money,
doing. Of course when I say “our” or
“we” or “the charity” I’m referring
to the membership as a whole. It
is the involvement of members –
whether helping out at an event,
placing posters on a hospital notice
board, donating and fundraising,
or educating student doctors as a
volunteer patient – that fulfils our
aims. Thank you to all who did so in
2016 and a warm welcome to anyone
who is willing to do so or contribute in
any other way in 2017. If, for example,
you think you can offer us a story
for NewsWire or the website, start a
local group or attend an event on our
behalf then please get in touch via the
Helpline 0300 777 5090 or by email
info.scotland@pmrandgca.org.uk
As all our members know, finding
others who understand because they

www.pmrgca.org.uk

have had the same experience is
such a relief. This is why our Support
Groups and Helpline are at the centre
of what we do. Whether it is a long
chat with a Helpline volunteer who
is also trying to get past that difficult
7-8 mg point (does anyone else find
Sybil Fawlty’s telephone voice ringing
in their ears as they say “I know, oh I
know” in sympathy with the caller?)
or a discussion with a new friend over
tea and biscuits at a group meeting,
this is what our charity can provide.
Expertise and understanding are of
course available on the NHS, but what
we have is time.
Christmas saw the Dundee group
have its now traditional party – after
10 years and 110 meetings in the
same room I think we can legitimately
refer to traditions! Mulled wine and
mince pies were added to the usual
refreshments but, as always, it was
being joined by old friends such as
Bob Bell from the early days of Tayside
PMR and GCA Support that made the
gathering special. December meetings
also took place in Glasgow and
Edinburgh, although Edinburgh saved
its festive lunch until after New Year.
During the coming year, building
on Bea’s successful conference bringing
the new guidelines on GCA to medical
personnel from the West of Scotland,
we shall be campaigning for fast track
provision for all suspected of having

GCA wherever possible throughout
Scotland. Our attendance at the Cross
Party Group on Musculoskeletal
Conditions at Parliament in Holyrood
should help with this. We shall have
the opportunity to speak there on the
subject towards the end of the year
and are delighted that we shall have
the support of Rheumatologists from
Fife who are trialling this approach in
their area.
Lorna Neill,
Chair of PMR-GCA Scotland

HELPLINE
0300 777 5090
www.pmrandgca.org.uk
Registered Scottish Charity No
SC037780
Registered address
7 Hamilton Place,
PERTH, PH1 1BB
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TRUST ME, I’M A DOCTOR TACKLES GCA

In February 2017 we sent the first
of our new e-bulletins, designed to
ensure that you are kept up to date
with the latest developments in
between editions of NewsWire.
These emails will be sent
three times a year in addition to
NewsWire and will cover all the
latest news and events. If you don’t
already receive emails from us, you
can sign up by emailing kathryn@
pmrgca.org.uk and please put
‘e-bulletin’ in the subject line.

DID YOU KNOW?
When Janice Maddock, PMRGCAuk
trustee, spoke recently to a
local Reablement Team* at their
monthly meeting, only one of
the 21 team members had heard
of PMR and GCA. By the end of
the session Janice had raised
their awareness of the symptoms
and treatment. Janice has been
invited now to speak to the team’s
Management Meeting.
If you can help to spread
awareness in your area, please do
get in touch with Janice for further
information: janice@pmrgca.org.uk
*

The Reablement Team are the
professionals who help patients make a
smooth transition and receive the care
they need when they return home from
hospital or care.
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To watch the GCA segment and find a link to the BBC article which accompanied
the episode, please visit www.pmrgca.co.uk/content/bbc-trust-me

2017 Members’ Day and AGM:
Saturday 9th September
As we announced last summer, at the
2016 Members’ Day we suggested that
the 2017 event be moved from June
to September, to avoid the summer
holiday season and to allow more time
for the preparation of accounts after
the end of the financial year. We also
decided to try holding the event on
a Saturday to make it easier for our
members who are working to attend.
Those present in the meeting were
happy with the changes, confirmed
with a show of hands. As a result, this
year’s Members’ Day will be held on
Saturday 9th September 2017, 11am
– 4pm.
As in previous years, the day will
start with our charity AGM, but most
time will be spent in the Members’ Day,
with the opportunity to hear from our
excellent guest speakers, have a chat
and share experiences over lunch and
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STAY IN THE LOOP

Many of you will have watched the episode of Trust Me, I’m a Doctor on
Wednesday 15th February, which featured a segment presented by Dr Saleyha
Ahsan on giant cell arteritis, the needless sight loss caused by poor diagnosis and
treatment, and the benefits of the fast track system for patients pioneered by Prof
Bhaskar Dasgupta and his team at Southend University Hospital. Those of you who
attended our Members’ Day in 2016 may also have spotted yourselves in the film!
Our thanks to the BBC, Dr Ahsan, Prof Dasgupta and in particular to those
people who agreed to be interviewed so that their powerful stories could be
shared. Bringing the symptoms and potential consequences of untreated GCA to a
wider audience is absolutely vital if sight is to be saved – this work continues.

take part in small group discussions.
We are still looking at venues in
central London and will confirm the
location as soon as we can. Full details
of the day and how to book will be
sent out to all members in plenty of
time. But until then – please save the
date.

www.pmrgca.org.uk

TELL US WHAT
YOU THINK

AND YOU COULD WIN A SIGNED
COPY OF THE NEW EDITION OF
KATE GILBERT’S BOOK ‘PMR AND
GCA: A SURVIVAL GUIDE’.
PMRGCAuk is carrying out a survey of people with polymyalgia rheumatica
and/or giant cell arteritis to find out what is important to you, how satisfied
you are with the services the charity provides and how we can do better.
Your responses will help us improve, plan ahead and apply for funding, so we
would be extremely grateful if you could participate.
We are offering a prize of a signed copy of the new edition of Kate Gilbert’s
highly acclaimed book to someone who completes the survey. One winner will
be selected at random after the survey closes on 31 May 2017. Five lucky runners
up will receive a special PMRGCAuk pen! Please make sure you leave your email
address at the end of the survey to be entered into the prize draw.
We are using a website called Survey Monkey to record your responses. The
website allows us to analyse and summarise the data easily, and will save us many
hours of data entry compared with paper forms. For this reason we would ask
everyone who can do so to complete the survey online.
However, if completing the survey online at Survey Monkey is not possible
for you, we are still very keen to hear from you and will be happy to send you a
version on paper – please call 0300 999 5090 to request one.
You can find the survey at www.pmrgca.org.uk/content/survey2017 and we
will also be sending out a link by email to everyone who has given us their email
address.

Join our PMRGCAuk community
and make your experience count
Get help to manage your health and lifestyle from others
with polymyalgia rheumatica and giant cell arteritis and
from the charity, PMRGCAuk.
It’s free, easy to use and it’s just waiting for you!
The online community gives you:
• Answers to your health questions from other patients
• Support from other PMR and GCA sufferers
• Ideas for treatment and lifestyle choices that could help
• Health issues and debates relevant to you

Take control of your health and join today
pmrgcauk.healthunlocked.com

www.pmrgca.org.uk

JOIN US!
If you are not already a member of
PMRGCAuk, we would love you to
join us.
• Receive NewsWire through
the post three times per year
with the latest on research and
treatments, details of support
and events, and updates on
campaigns and advocacy
• Get involved in research projects
endorsed by the charity
• Attend our popular Members’
Day with top guest speakers in
the field of PMR and GCA
• Receive invitations to events
such as the 2017 Rheuma
Research Roadshow
Your subscription will also help us
to reach more people with PMR
and GCA. Each year about 50,000
people are diagnosed and with our
current capacity we can only reach
a small proportion of these. We
want to be there for every person
who needs us.
The cost is £10 per year for
unwaged people and £25 for
waged. We keep fees low to make
membership accessible to as many
people as possible, although some
members are able to add an extra
donation.
For more information
please visit www.pmrgca.co.uk/
membership-application or email
membership@pmrgca.org.uk or
telephone 0300 999 5090.
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SUPPORT GROUP AND MEET UP CONTACTS
Our network of groups around the country is growing! Scotland and the North East are independent organisations. If you
don’t have a group near you and would like to help us start one, please contact groups@pmrgca.org.uk or 0300 999 5090.

NORTHERN IRELAND (ANTRIM) MEET UP

NORTH WEST

PMR-GCA SCOTLAND

Contact: Win Sayer
groups@pmrgca.org.uk
Tel: 0300 999 5090

Contact: Caroline Stewart
pmrgca.ireland@gmail.com
Tel: 0300 999 5090
Contact: Lorna Neill (Chair)
www.pmrandgca.org.uk
Tel: 0300 777 5090

WALES (CARDIFF) MEET UP

Contact: Sue
cardiff@pmrgca.org.uk
Tel: 0300 999 5090

SOUTH WEST
BATH MEET UP

Contact: Pat Martin
pmrgca.bath@gmail.com
Tel: 0300 999 5090

GRANGE OVER SANDS MEET UP

MIDLANDS

SHROPSHIRE SUPPORT GROUP

Contact: Brenda Wilson
pmrgca.hastings@gmail.com
Tel: 0300 999 5090

EASTERN

Contact: Margaret Hicks
pmrgca.maidstone@gmail.com
Tel: 0300 999 5090

Contact: David Davies
shropshire@pmrgcauk.com
Tel: 0300 999 5090

CAMBRIDGE SUPPORT GROUP

PLYMOUTH CORNWALL & SOUTH DEVON
SUPPORT GROUP

Contact: Maryan Fidler
eastanglia-pmrgca@outlook.com
Tel: 01787 379400

SALISBURY MEET UP

Contact: Clare Marshall
peterboro@pmrgcauk.com
Tel: 0300 999 5090

SOUTH WEST (TAUNTON) SUPPORT GROUP

Contact: Claire
groups@pmrgca.org.uk
Tel: 07722 827 947

Contact: Patrick O’Donnell
pmrgca.salisbury@gmail.com
Tel: 0300 999 5090
Contact: Wendy Morrison
pmrgca.southwest@yahoo.co.uk
Tel: 0300 999 5090

TORBAY MEET UP

Contact: Trish
pmrgca.torbay@gmail.com
Tel: 0300 999 5090

NORTH EAST

EAST ANGLIA SUPPORT GROUP

PETERBOROUGH SUPPORT GROUP

SOUTHEND/ESSEX SUPPORT GROUP

GREATER LONDON
GREATER LONDON SUPPORT GROUP

Contact: Anne
londonpmrgcauk@gmail.com
Tel: 0300 999 5090

BARNET SUPPORT GROUP

Contact: Derek

PMR & GCA UK NORTH EAST SUPPORT GROUP barnet@pmrgca.org.uk

Contact: Mavis Smith
www.pmr-gca-northeast.org.uk
Tel: 0191 4111138

CHICHESTER MEET UP

COVENTRY MEET UP

Contact: Anne Hollingsworth
pmrgca.coventry@gmail.com
Tel: 0300 999 5090

CHRISTCHURCH MEET UP

Contact: Wendy Morrison
pmrgca.southwest@yahoo.co.uk
Tel: 0300 999 5090

BRIGHTON MEET UP

Contact: Catherine Spencer
brighton@pmrgca.org.uk
Tel: 0300 999 5090
Contact: Helen Weiner
chichester@pmrgca.org.uk
Tel: 0300 999 5090

Contact: Dale Hodgson
dalepmrgca@gmail.com
01767 651084

Contact: Deidre Harding
pmrgca.christchurch@gmail.com
Tel: 0300 999 5090

SOUTH AND SOUTH EAST

Tel: 0300 999 5090

HIGH WYCOMBE MEET UP

Contact: Alison/Sue
pmrgca.highwycombe@gmail.com
Tel: 0300 999 5090

HASTINGS MEET UP

MAIDSTONE MEET UP

ORPINGTON MEET UP

Contact: Penny
pmrgca.orpington@gmail.com
Tel: 0300 999 5090

OXTED MEET UP

Contact: Debbie Pitt
pmrgca.oxted@gmail.com
Tel: 0300 999 5090

PORT SOLENT MEET UP

Contact: Barbara Winspear
pmrgca.portsolent@gmail.com
Tel: 0300 999 5090

SEVENOAKS MEET UP

Contact: Penny
pmrgca.seveonaks@gmail.com
Tel: 0300 999 5090

SURREY SUPPORT GROUP

Contact: Shirley O’Connell
surrey@pmrgcauk.com
Tel: 0300 999 5090

SUSSEX/SOUTH COAST SUPPORT GROUP

Contact: Christine/Catie
pmrgcasouthcoast@btinternet.com
Tel: 0300 999 5090

WORTHING SUPPORT GROUP

Contact: Christine/Catie
worthing@pmrgca.org.uk
Tel: 0300 999 5090
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