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How the Southend Hospital Fast-track
Pathway for GCA is saving sight in the USA
Members will be interested to read that a pioneering hospital in Massachusetts has
opened a Fast Track Clinic for Giant Cell Arteritis, utilising the fast-track pathway
developed by Professor Bhaskar Dasgupta and his rheumatology department at
Southend Hospital.
Turn to page 2 to read more from Dr William P. Docken and Dr Piotr S.
Sobieszczyk, Co-Directors of the Fast Track Clinic for Giant Cell Arteritis at Brigham
and Women’s Hospital in Boston, USA.

Multidisciplinary Team Delivers Rapid Care for Patients
with Giant Cell Arteritis to Prevent Irreversible Vision
Loss and Other Serious Complications
This article was first published in Rheumatology Advances in 2016 and is reprinted here with the
permission of Brigham and Women’s Hospital, Boston, USA.
Recently established to expedite care
for patients with giant cell arteritis,
the new Fast Track Clinic for Giant Cell
Arteritis comprises a multidisciplinary
team of rheumatologists, vascular
medicine specialists, vascular
surgeons, and pathologists from
the Division of Rheumatology,
Immunology and Allergy, Division of
Cardiovascular Medicine, Division of
Vascular and Endovascular Surgery,
and Department of Pathology at the
Brigham and Women’s Hospital.
“While giant cell arteritis is the
most common of the systemic
vasculitides, it can be associated with
serious complications,” said William P.
Docken, MD, Co-Director of the Fast
Track Clinic for Giant Cell Arteritis.
“Currently permanent vision loss
occurs in 10-20 per cent of reported
case series, but this is preventable with
prompt diagnosis and timely initiation
of treatment.”

To prevent these complications,
patients are quickly evaluated within
one day of referral by a rheumatologist
and by vascular ultrasound
examination of the temporal and
axillary arteries to diagnose giant cell
arteritis. If warranted, urgent temporal
artery biopsy is also arranged.
Specialised Noninvasive Imaging
for Definitive Diagnosis
With a resolution of 0.1mm,
vascular ultrasound can visualize the
temporal arteries and their branches.
In the presence of active arteritis, a
hypochogenic area appears around
the vascular lumen. The technique is
noninvasive and provides immediate
data; additionally, it can visualize
large arteries, such as the axillary and
subclavian arteries. More than 400
vascular ultrasound examinations have
been conducted in the Vascular Lab at
Brigham and Women’s Hospital over
the past three years.

CENTRE FOR ARTHRITIS AND JOINT DISEASES
The Brigham and Women’s Hospital Center for Arthritis and Joint Diseases
evaluates and treats the entire spectrum of the more than 100 causes of
arthritis, with a specialised focus in rheumatoid arthritis, systemic lupus
erythematosus, psoriatic arthritis, and spine disorders. From its origins as the
Robert Breck Brigham Hospital, the first teaching hospital in the USA wholly
devoted to the treatment of rheumatoid arthritis and related diseases, the
Center has become a focus for pioneering research, innovative therapeutics
and world-class care for arthritis sufferers. The Division of Rheumatology,
Immunology and Allergy has among the largest research funding base and
investigative team of any rheumatology and allergy program in the USA. Our
team of over 40 board-certified rheumatologists and allergists is one of the
largest and most diversified such teams in the USA. Our physicians collaborate
with specialists in bone and joint radiology, occupational and physical
therapy, podiatry, orthopaedics, pain management, dermatology, physiatry,
neurology and other services to provide comprehensive and effective arthritis
care to more than 30,000 patients each year.
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Vascular ultrasound of the temporal artery
(normal – no “halo” effect round artery)

Vascular ultrasound of the temporal artery
(giant cell arteritis is present – as seen by the darker
“halo” effect around the artery)
William P. Docken, MD
Co-Director, Fast Track Clinic for
Giant Cell Arteritis
Division of Rheumatology,
Immunology and Allergy
Piotr S. Sobieszczyk, MD
Co-Director, Fast Track Clinic for
Giant Cell Arteritis
Division of Cardiovascular
Medicine

www.pmrgca.org.uk

John Robson’s story
Our summer inspiration comes in the form of John
Robson, Trustee of PMR-GCA UK North East Support
(Charity No 1138409) and a founder member of
the Fire and Ice Expeditions team which has raised
£120,000 for local charities over the past 15 years.
John was a very fit and active 51 year
old fire officer when he was diagnosed
with PMR in May 2013. He went from
running 50+ miles a week to lying in
bed, having blood test after blood test
to discover what was wrong. Once
diagnosed, he completed a 21 month
steroid reduction programme, and
with his PMR now in remission, John’s
life again revolves around running,
climbing and mountaineering.
John takes every opportunity to
raise awareness of PMR and GCA,
especially at the “parkrun” events
across the UK. John has run 141
parkruns at 23 venues and volunteered

to marshal at more than 30 others. In
May he ran the Gloucester North 5k
parkrun in 23 minutes, which placed
him 29th out of 169 runners and
2nd in his age group. Afterwards he
spoke to many participants, answered
questions about PMR and handed out
awareness leaflets.
What’s next for John? Well, in
October he is returning to the Nepal
Himalayas to attempt the 6,400m
summits of Mera Peak and Island Peak,
which lie to the South East of Everest!
We’d like to wish John all the best in his
future endeavours.

THANKS TO ALL WHO
TOOK PART IN OUR FIRST
PMRGCAUK WEEK!

Grover
Photograph: © Margaret

Photograph: © Margaret Grover

“Orpington Meet Up held a coffee
morning” said member Adriana whose
knitted teddy bears, flower brooches
and handicrafts were snapped up
quickly. Members invited family and
friends who brought cakes and helped
with the raffle and the bring and buy
sale. “In two hours we raised almost
£300 for the charity that has helped
our members over the years.” said
Treasurer, Jennifer.
Ilkley members raised funds by
buying knitted flower brooches
to wear to meet ups and Sue, who
organises the group, sold cakes,
including Betty Crocker, to the West
Riding Rugger Club. Eileen, a member
in Worcestershire, raised £220 by
organising a charity indoor curling
match between residents of her
retirement village and the landlords
who run the Housing Association. We
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are delighted to hear they had a fun
evening too!
Elizabeth Mitchell has already
raised over £700 with her 10
mile sponsored walk in the New
Forest – “I have received enormous
support from this charity in so
many ways” she explained. You can
still sponsor Elizabeth online by
visiting http://uk.virginmoneygiving.com/
PMRGCAukElizabethMitchell
Read the latest about PMRGCAuk
week at www.pmrgca.co.uk/news/
fundraisingweek/

DID YOU KNOW?
A PMRGCAuk information pack costs almost £5 to produce and mail. Our
volunteer, Rob Murton, packed and posted more than 600 packs during the
first 6 months of this year. Funds raised in PMRGCAuk week will help us to
continue to send packs to all who need them free of charge. Huge thanks to all
fundraisers and donors, and to Rob for the great job he does for us.
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RESEARCH

Research Round-up
It has been a relatively quiet period for new research into PMR and GCA since
the last edition of NewsWire. The majority of papers published have been in
GCA, although there was also a small clinical trial relating to PMR published.
I know that something people with
PMR and GCA often wonder about is
what causes the conditions and why
they got them. Although we don’t
have much evidence around this,
there has been a study published
recently by researchers in Italy, who
have suggested that GCA may be
related to the presence of the varicellazoster (chicken pox) virus1. They say
this might mean that the origin of the
condition is more complicated than
doctors have previously thought, but
at the moment, it doesn’t make any
difference to diagnosis or treatment
options.
There have also been two studies
that have investigated the use of
ultrasound in the diagnosis of GCA2,3.
They found, as previous studies have
done, that it looks useful to identify
arteries affected by arteritis. One of the
studies went as far as to recommend
that it should be introduced into
clinical practice for the diagnosis of
GCA and considered for inclusion in
future classification criteria – the means
by which doctors often define whether
someone is suitable to be included in
a clinical trial3. We will have to wait to
see whether organisations such as the
British Society for Rheumatology agree
with these suggestions.
A group of French researchers
have compared a group of patients
with GCA to people without the
condition and determined that
they have very similar quality of
life, even when GCA patients have
experienced fairly serious (e.g. visual)
complications from their condition4.
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A small study (83 people) from Israel
looked at the occurrence of what
they considered to be severe events
(strokes and temporary or permanent
sight loss in the first 4 weeks after
diagnosis) in people with GCA5. 29%
of the people they studied had such
an event. These people had lower
inflammatory markers on their blood
tests at diagnosis and were more
likely to have jaw pain. A large study
from Sweden has looked at the risk
of developing eye problems in those
with GCA6. Although only 13.4% of
their sample developed a problem
with their eyes overall, this risk was
approximately 60% higher in those
with no symptoms of PMR than in
those who had PMR as well as GCA,
and was approximately 40% higher in
men than in women. The risk of eye
problems was also increased in those
with high blood pressure and with
diabetes. The authors have suggested
that doctors carefully monitor those
with GCA, paying particular attention
to their eyes.
In the final study of interest,
doctors from across Europe recruited
patients into a trial to compare
immediate release prednisone taken
in the morning (what is usually
prescribed in PMR), to modified release
prednisone, which is taken at night7.
This modified release treatment
has been shown to be useful in
rheumatoid arthritis and so it was
thought it might be useful in PMR. The
study set out to recruit 400 people
with newly diagnosed PMR who met
their criteria, including not yet having

had any steroids. Unfortunately, they
were only able to recruit 62 people.
This meant that the study was not able
to reach a definite conclusion, but it
did show that a higher proportion
of people taking the modified
release treatment had responded
fully to treatment after 4 weeks. This
treatment looks promising in people
with PMR, but further larger scale
studies will be needed before it can be
recommended.
Dr Sara Muller is a Research Fellow
at Keele University, where she leads
the PMR Cohort study.
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News from the EULAR registration project
One of the problems we have in developing treatments
for GCA and PMR is that nobody really knows for sure
how many new cases there are, or where they are.
answer to this question turned out
to be a bit more complicated than I
anticipated.
There are certain things that
obviously should be ‘in’, such as gender
and age, and how long it has taken
from first symptoms to having the
diagnosis. Whether or not there has
been any sight loss is also another
important aspect. But when it comes
to some of the less obvious questions,
like a person’s prior medical history, or
other long-term conditions they may
have (known as ‘co-morbidities’ in the
jargon), there is a lot more debate. The
more questions in the form, the more
interesting for research, but the more
time it will take.
Rheumatologists clearly support
the idea of the register, but they don’t

THE MAGNIFICENT SEVEN
The Rheuma Research Roadshows
project has been moving ahead,
with seven roadshows held so far
in Southend, Bristol, Leeds, Keele,
London, Birmingham and Cambridge.
They have all been well attended
and enthusiastically received. Not
only have audiences appreciated the
opportunity to learn about research,
but speakers too have said how much
they have valued the chance to meet
the public, particularly patients, and
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learn from them. Topics presented
and discussed at the roadshows
range widely, from looking at all the
different types of cells that make up
the immune system, to how patients
talk about the fatigue that dogs them
with PMR.
The next stage of the project is to
collate and edit all the material that
we have collected so far, and think
about how it can be used to educate
both clinicians (especially GPs) and

want to be saddled with a significant
load of extra administrative work. It
became clear in discussion that any
registry form will need to be very
simple and quick to fill in, otherwise
hard-pressed healthcare staff will
be unwilling to do it. It’s a trade-off
between what is clinically desirable
and what is feasible in the real world.
So the stage the group is at now is
trying to nail down what is definitely
‘in’ and what is definitely ‘out’, but
we hope to see a pilot version of the
registry ready for trial before too long.
Kate Gilbert is author of PMR & GCA:
a survival guide and project lead for
the PMRGCAuk Rheuma Research
Roadshows
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Wouldn’t it be a good idea if new
cases of GCA could be registered,
along with anonymous information
about the patient? Well, EULAR,
aka The European League Against
Rheumatism, has set aside a small
amount of funding for a project to
do just that. On 8 May I joined Lorna
Neill from PMR-GCA Scotland, in a
rather soulless corner of Zurich airport,
representing patients’ organisations in
a new EULAR working group to set up
an international registry for GCA.
The idea is that, as soon as a new
case is diagnosed within one of the
participating countries, information
will be fed into the register by the
rheumatologist or ophthalmologist
confirming the diagnosis. But exactly
what information to collect? The

the public. At the same time we are
planning more roadshows after a
break for the summer - in the autumn
we are hoping to get to Manchester,
Newcastle, Peterborough, Kirkcaldy
and Greater London (west).
Please visit www.eventbrite.co.uk/o/
pmrgcauk-12296860667 for the latest
dates and bookings.
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BSR Rheumatology 2017
This year’s British Society for Rheumatology
(BSR) Conference, held in Birmingham
from 25-27 April, was a real success for
PMRGCAuk. Awareness and information
was our aim and that certainly happened.
Kathryn Busby (Director), Penny
Denby (Chair of Trustees) and Ann
Hollingsworth (Coventry Meet Up
facilitator), represented PMRGCAuk
on the charity’s stand, where
information was available about the
support we offer. Rheumatologists,
researchers, rheumatology nurses
and physiotherapists were among
those who stopped by to find out
how PMRGCAuk could help them and
their patients, and how they could get
involved in the charity. By Thursday,
we had to bring in more leaflets and
copies of NewsWire to meet demand!
And we didn’t just meet delegates
– while waiting in the coffee queue,
Kathryn got talking to an exhibitor
whose mother, it turned out, had
recently been diagnosed with PMR.
She was very pleased to hear about
the support available and signed up to
our mailing list on the spot.
We report from the Special Interest
Group on PMR and GCA
The Special Interest Group on PMR and
GCA was held on Thursday afternoon,
the last day of the conference, but still
it was encouraging to see how many
delegates had stayed on to hear about
the latest research and innovations in
diagnosis and treatment. As expected,
there was a presentation about the
recommendations for Giant Cell
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Arteritis from the international GCA
working group. BSR still has to endorse
these recommendations fully, and
when they do so, it means they will be
putting their weight behind fast track
diagnosis systems across the country.
Dr Jo Robson, who co-led our
Research Roadshow in Bristol, spoke
about work to develop patient
reported outcome measures (PROMs)
for GCA. One challenge is the task
to make sure that researchers can
develop tools that will ‘screen out’
the effects of other conditions that
patients may have at the same
time. The good news is that there is
evidence that earlier diagnosis can
reduce sight loss. The ‘bad’ news is that,
as the population ages, we can expect
more cases of GCA and PMR.
Dr Susan Mollan, consultant
ophthalmologist from Birmingham
University, gave a fascinating
presentation on a new eye scanning
technique called Optical Coherence
Tomography (OCT). This can produce
images of the eye at an amazing
degree of resolution, and detect tiny
changes in blood circulation inside
and behind the eye. It was clear from
the audience reaction that many of the
rheumatologists were surprised and
impressed. It is a very non-invasive
technique and can easily be done to
compare the two eyes of a patient
under investigation.

Members’ Day &
Annual General
Meeting
Saturday 9th September 2017
11am – 4pm
NCVO, 8 All Saints St, London N1 9RL
Members will have received an
invitation through the post to attend
PMRGCAuk’s Members’ Day on 9th
September. During the day, we’ll be
hearing from specialist speakers Anne
O’Brien and Dr Jo Robson, taking part
in small group discussions, holding our
AGM and above all, getting to know
others who are living with PMR/GCA.
Find out more and book now:
http://www.pmrgca.co.uk/content/
agm2017

COULD YOU BE A TRUSTEE?

If you are interested in becoming a
trustee of PMRGCAuk, I would like to
hear from you. Being a trustee of this
charity is more hands-on than at most
other charities because we have so few
paid staff. The role involves attending
six meetings per year in London and
committing to some voluntary work
outside meetings. Please contact me
for more information:
Penny Denby, Chair of Trustees
chair@pmrgca.org.uk

SURELY IT CAN’T BE TIME
FOR CHRISTMAS CARDS
YET?
Summer is still here… but we are
planning ahead! You can support
PMRGCAuk by selling our charity
Christmas cards this autumn and
winter. Order 20 or more packs to
sell at your support group, meet
up, a local sale or to friends and
we will not charge you postage.
By doing so, you will help us raise
awareness and funds. Please
email shop@pmrgca.org.uk for
details. Christmas cards will also
be on sale at our Members’ Day in
September.
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ACROSS THE

COUNTRY

BATH CAFE MEET UP GROUP
We have been meeting monthly in
Bath for just over a year now, offering
each other mutual support and a
listening ear. Topics of general interest
have been steroid reductions and how
to get the most out of your ten-minute
GP appointment. As regular readers
will remember from our photo in the
spring 2017 edition of NewsWire, we
had a very sociable Christmas lunch
which helped everyone to get to know
each other better. We also met up for
a chat and a snack lunch before going
as a group to the informative Bristol
Roadshow.
New members would be most
welcome to join us. For further
information please email Pat at
pmrgca.bath@gmail.com or phone
0300 999 5090.

PETERBOROUGH SUPPORT
GROUP
We are looking for volunteers to
help run the Peterborough support
group, as Clare Marshall will be
stepping down as Chair in 2018.
We would like to thank Clare for the
huge contribution she has made to
the charity over many years. If you
could help in Peterborough, please
get in touch with Clare for a chat:
peterboro@pmrgcauk.com

NEW MEET UP IN KENDAL,
CUMBRIA
Member Win Sayers, is starting a new
Meet Up in Kendal, Cumbria.
If you would like more
information you can contact
Win direct on 01539 535859
or email her via
kathryn@pmrgca.org.uk
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SURREY SUPPORT GROUP

NONSENSE IN MUSIC –
GEOFF DAVIS
A CD spotted in a charity shop
containing music published on my
date of birth led to my research into
what preceded and evolved from it.
The result became the subject of a talk
illustrated by music and images that I
gave to raise funds for PMRGCAuk.
Throughout the 1950s, Doo-Wop
became hugely popular. Few of
the audience knew of this term, yet
instantly identified the music and
the memories it brought. Stemming
from African-American roots of the
late 1930s, Doo-Wop continues to
influence today’s popular music. The
part that nonsense had to play in this
was discussed as an important feature
of musical creativity.
Donations amounted to £190.
After paying for copyright dues, venue
hire and so forth, £110 remained for
PMRGCAuk. The evening also helped
to raise public awareness of PMR and
GCA and the charity.

At their June meeting, some 30
members/partners of the Surrey
group were treated to a practical
breathing and relaxation session by
a Yoga Instructor and Rheumatology
Researcher from the local hospital.
This was obviously well received by
members as the room was so very
quiet after ending the session, one
could have heard a pin drop! An
animated discussion followed on
topics including alendronic acid,
blood tests, the duration of time
that different members had been on
steroids, and those who had reached
remission and zero prednisolone, the
latter topic offering a welcome morale
boost to those still on their steroid
journey.

RAISING AWARENESS
A pilot mailing has been carried out
in Kent, East and West Sussex and
Buckinghamshire. We have sent to
every rheumatology department in
these counties an informative letter,
PMRGCAuk leaflets, small posters
for noticeboards and copies of the
spring NewsWire. If you live in these
three counties and are visiting a
rheumatology department please
look out for these items and let us
know if you see any on display. If
the experiment is successful it is our
intention to extend the mailings over
time to all rheumatology departments
in the UK.
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Retired surgeon Rob Grimer tells us about
his scoring system for PMR symptoms
I was diagnosed with
PMR in August 2016.
As a recently retired
orthopaedic surgeon
I had a considerable
interest in outcomes
and was delighted
when my condition
rapidly improved
on steroids.

the day I eventually got to see a
rheumatologist! What it also shows
is the sharp fall with dose reduction
of steroids – and I soon learnt that if I
had important commitments on any
one day I should increase the dose of
steroids the day before. I also found
that to avoid these sharp dips with
dose reductions the answer is to do it
VERY slowly – in 0.5mg increments –
that way you seem to fool the disease.
This list of symptoms could be
modified by anyone to be the top
10 ways PMR affects you. Getting in

I was advised to drop from 15mg
Prednisolone to 12.5mg after three
weeks but was appalled by how
rapidly and severely the symptoms
returned. I wanted to know if there was
a scoring system available to judge
the severity of my PMR and something
that could help me titrate the dose of
steroids.
This led to a series of emails and
internet searches which led me to
find that although many people
have thought of this and have
indeed produced scoring systems,
none of them have been published
or validated. It was then a simple
step to work out the top 10 things
which made life so miserable as a
PMR sufferer. These are listed in the
table (right) along with the (highly
subjective) scores which I gave them.
On a bad day you are stiff and painful,
can barely turn over in bed and have
difficulty getting out of it, and then
can’t walk anywhere. Having a shower
is difficult and you have to sit down
to try and get on your underwear.
Reaching out for a cup of tea is difficult
or impossible and stairs can be a real
challenge.
Fig 1 shows what scores I came up
with in the first two months – ranging
from a miserable 10% when I was
diagnosed to 95% - funnily enough

If you had to list the top ten most annoying things about PMR what would
you choose?
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and out of the car is another major
problem but as I didnt use the car at
weekends it wasn’t a daily score I could
use.
So what use is this scoring system?
Maybe none but it has helped me
work out how to handle the disease
and juggle the dose of steroids I take.
It wouldn’t be a far cry to produce an
app that did the score for you.* Would
that be useful?
* Please always consult your doctor before
increasing or decreasing your steroid dose.

PMR symptoms/ Score

10

8

6

4

2

Today Bad day

Pain level

None

ache

pain

moderate

severe

Ability to turn over in bed

9

2

no problem uncomfy difficult very difficult impossible

9

2

Ability to get out of bed

no problem uncomfy difficult very difficult impossible

9

2

First 5 steps

no problem uncomfy difficult very difficult impossible

9

2

Wash hair

no problem uncomfy difficult very difficult impossible

10

2

Reach out for cup of tea

no problem uncomfy difficult very difficult impossible

9

2

Pick something off ground

no problem uncomfy difficult very difficult impossible

9

2

Ability to put on underwear no problem uncomfy difficult very difficult impossible

9

2

Ability to manage stairs

no problem uncomfy difficult very difficult impossible

9

2

Time to maximum
improvement

1hr

6

6

88

24

SCORE

2hr

3hr

4h

>4hr

Fig. 1. Symptom score following diagnosis of PMR showing dips as dose of
steroid reduced. (100% is normal and symptom free)
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PMR-GCA SCOTLAND AGM 2017
A number of changes happened
this year. For the first time our AGM
was held out with Dundee, and for
the first time it was not on the third
Tuesday in April.
It seemed only fair that our many
members in Edinburgh and the Central
Belt should have a meeting closer
to home so we looked for a venue in
Edinburgh. Circumstances dictated
that it needed to be held earlier, hence
the change of date, and finally timing
was altered to a lunchtime start so that
our speaker, Dr Sarah Mackie, could
travel up from Leeds. It would be

good to get feedback from members
on these changes. If you wish to do so
then just email me at
info.scotland@pmrandgca.org.uk
The COSLA Building turned
out to be ideal - bright attractive
surroundings, fresh food and helpful
staff to assist with the very professional
audio-visual equipment available.
None of this of course mattered so
much as having members from all
over the country meeting, chatting
and learning from Sarah’s talk. With
the help of some amazing images she
up-dated our understanding of what

is happening in our bodies when we
develop PMR and/or GCA and why
GCA should be classed as a form of
Large Vessel Vasculitis (LVV).
I would like to thank Bea for
organising this venue, all those
who helped on the day and before,
everyone who attended and
contributed comments and questions
and especially Sarah for giving her
time and expertise yet again on behalf
of our members.
Lorna Neill
Chair of PMR-GCA Scotland

FRIENDS CHIP IN WITH SOME HELP

About a year ago, David Carrott was
getting ready for Nethy Bridge (by
Aviemore, Highland Region) Spring
Gathering when he noticed he
wasn’t feeling quite right. This was
the start of his journey with PMR
and GCA.
His good friend Dougie Burns,
realising that the condition had limited
David’s appearances at the local
Abernethy Golf Club (and certainly not
improved his handicap!), decided to
help raise funds for PMR-GCA Scotland.
He was especially moved by what
David was going through so he invited
David and two other golfing friends
(Bob Wheatley and Tom Christie) to
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join him at Boat of Garten Golf Club to
make use of a 4-ball voucher he had
‘won’ at a charity auction. He thought
this would give David something to
focus on, in getting fit to play 18 holes.
Also, by all four players paying a ‘green
fee’, he raised £125 which he donated
to PMR-GCA Scotland.
David was diagnosed with PMR
and GCA in May 2016. Everything
went according to clinical guidelines
with tapering Prednisolone, until
September 2016 when he suffered
a ‘flare’ with very painful GCA- like
symptoms. The steroid treatment was
increased, but with little relief.
There is no fast track to
Rheumatology in the Highlands, and it
took some time to get an appointment
at Raigmore Hospital, Inverness. The
specialist diagnosis was that, whilst
David had GCA symptoms, these were
not the same as when first diagnosed,
the conclusion being this was not a
GCA ‘flare’. The suggestion was that
it could be Neuralgia or Sinusitis. To
cut a long story short, it was indeed
neither.
After 3 months of pain, an
emergency visit to Ophthalmology

concluded that this was Uveitis, a rare
eye condition associated with PMR.
Treatment with Pred-Forte eyedrops
provided significant relief within 36
hours.
Despite a recent PMR ‘flare’ David
is making good progress and even his
golf is improving!

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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The Lighter Side: An Alternative Explanation
for PMR - from ‘The Professor’
Greetings all!
I expect that many here, like myself,
are asking ‘why me?’ and searching for
an explanation of the PMR process and
how it affects us physiologically and
psychologically.
In my research, I remembered
some of the wise words from the
eccentric ‘Professor’, the late Sir
Stanley Unwin, who always had
an entertaining twist on anything
medical or technical. If he were alive
today, I think he would explain PMR
something like this:
Poly Mygod Rheuminaceous
is a baffly, much hurtyfold ailful
affecting the big musculars of the
bodywork and resulting in deeply
woefulness. Its cause is largely
unknowfully mysterifold and many
doctors scratchly their headfulls
when attempting to reach a diagonal
nonsense. Some say it’s due to
Stressly, others say Hasslelode, others
say Virulent Conbobulations - it’s all
dependful.
Basically, with PMR and the
powerfully cortlodes that treat it
(Prednilode), the body’s previously
mirthful and brightly adrenal glandfuls

are mangled into submissiveness
and stop respondingly to the pitta
tooter gland which lurky deepful
in the damply, darkode area of the
brainlode known as the London
Coliseum. Deeply mangly, jangly and
much confusingful for
the poorly soul who
sufferly - and more
besidelode.
When reducingly
the cortlodes on the
Deadly Slowly Nearly
Stoppy methodful, it is commonly
to experience symptoles such as
deadlyful dire and tiredly, extreme
frazzlyness and emoty feelies such
as glumly, sadly, badly and greatly
ungladly (or even madly). These can
last from a few hourlies to several
dahlias and nightshades, and the best
adviceful is to resty muchly and do
soothyful hobbies such as quietful
knittingly - or even pre-meditated.
The goodly, uppy news is that, for
manyful PMR sufferlies, the jangleful,
sadly badly experilodes will eventually
submingle to those of a more brightly,
smiley happilode - and excitey thinkies
about getting back to normlode

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
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(whatever that is when it’s at
homely!).
Deep joy and keep smiley.
c. Mark Benjamin2017. All rights reserved.
Mark Benjamin is a Communication and Business
Skills Consultant with a passion for writing about
the Lighter Side of Life. During his unplanned,
2 year journey with Polymyalgia Rheumatica, he
has written a series of witty ramblings on The
Lighter Side of PMR to bring smiles to fellow
PMR/GCA ‘Survivors’ along the way. You can
follow Mark on the Health Unlocked PMRGCA
social forum

TROUBLESOME FEET?
Here are some places you might find
some comfortable but fashionable
shoes with support. If you have
others you can recommend, please
let us know so we can share the
information with members and
enquirers.
Sandpiper Shoes
Sandpiper House, Beaumont Close
Banbury, OX16 1TG
www.suaveshoes.com
0800 634 1588
sales@suaveshoes.com
Simply Feet
PO Box 7052, Brackley NN13 7WS
www.simplyfeet.co.uk
0345 370 0380
info@simplyfeet.co.uk
Padders
Kettering Parkway East, Venture
Park, Kettering, Northamptonshire
NN15 6WY
www.padders.co.uk
01536 534977
sales@padders.co.uk
Waldlaufer
Shoes International, 24 Westgate
Halifax, West Yorkshire HX1 1DJ
www.shoesinternational.co.uk
0800 1777608/01422 364347
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Sclero What?!!

An introduction to Scleroderma and Raynaud’s

It’s true if people have even
heard of the condition they can
rarely pronounce it. Scleroderma
(pronounced skleer-uh- durmuh) is a rare, chronic disease
of the immune system, blood
vessels and connective tissue.
2.5 million people worldwide
have scleroderma, and in the
UK there are 12,000 people
diagnosed.
It is an autoimmune condition,
meaning the immune system becomes
overactive and attacks healthy tissue in
the body.
The name of the condition comes
from the Greek, ‘sclero’ for hard, and
‘derma’ for skin. This hardening of the
skin can be one of the first noticeable
symptoms of the condition, as the
body produces too much collagen.
This excess of collagen can affect
the skin, joints, tendons and internal
organs. It causes scarring and stops
the affected parts of the body from
functioning normally.
Signs & Symptoms of Scleroderma
The symptoms of scleroderma vary for
each person, and the severity depends
greatly, on which parts of the body are
affected.
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Usual symptoms include hardening
of the skin, swelling of the hands and
feet, joint pain and stiffness and blood
vessel damage leading to a physical
over-reaction to cold or stress, called
Raynaud’s Phenomenon.
Different Types
In the ‘localised’ form of scleroderma
the skin is affected and can present
itself as hard patches of skin. In
‘systemic sclerosis’ the condition
affects the internal organs as well as
the skin and can have much more of a
debilitating effect, especially when not
diagnosed quickly.
There are two kinds of systemic
sclerosis.
• People with limited systemic
sclerosis have normally lived with
Raynaud’s for a long time. The
condition progresses gradually, and
skin hardening usually only affects
the face, hands, arms below the
elbow, feet and legs below the knees.
• In diffuse systemic sclerosis, it
is more likely that the skin will be
affected across the whole body.
In both of these types of scleroderma
there can be potentially serious
complications involving internal
organs. Common symptoms include

fatigue, joint pain, and stiffness.
For further information about
scleroderma and related conditions
visit www.sruk.co.uk or call us on
020 3893 5998 or email: info@sruk.co.uk
Scleroderma and Raynauds UK are
collecting case studies of people
who have both scleroderma/
raynaud’s and PMR/GCA. If you
are unlucky enough to be in this
category and would be willing
to talk about it, please contact
kathryn@pmrgca.org.uk

MEMBERS’ SURVEY THANK YOU
Sincere thanks to all who completed
the PMRGCAuk survey. More than
25% of our members participated –
thank you all so much, your
feedback will help us plan, improve
the support we offer and back up
our applications for funding. The
winner of the signed copy of PMR &
GCA: A Survival Guide by Kate Gilbert
was Jean Lloyd, congratulations
to her! We will report back on the
results of the survey at our Members’
Day and in the next NewsWire.
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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 (LISBURN) MEET UP

NORTH WEST

PMR-GCA SCOTLAND

Contact: Win Sayers
groups@pmrgca.org.uk
Tel: 01539 535859

Contact: Caroline Stewart
pmrgca.ireland@gmail.com
Tel: 0300 999 5090

Contact: Lorna Neill (Chair)
www.pmrandgca.org.uk
info.scotland@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

KENDAL, CUMBRIA MEET UP

MIDLANDS

SHROPSHIRE SUPPORT GROUP

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

EASTERN
CAMBRIDGE SUPPORT GROUP

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

EAST ANGLIA SUPPORT GROUP

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

PETERBOROUGH SUPPORT GROUP

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

SOUTHEND/ESSEX SUPPORT GROUP

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

GREATER LONDON

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

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

CHRISTCHURCH MEET UP

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

PLYMOUTH AND CORNWALL SUPPORT GROUP

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

SALISBURY MEET UP

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

Contact: Keith Bulley
plymouth@pmrgca.org.uk
Tel: 0300 999 5090

Contact: Patrick O’Donnell
pmrgca.salisbury@gmail.com
Tel: 0300 999 5090

SOUTH WEST (TAUNTON) SUPPORT GROUP

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

GREATER LONDON SUPPORT GROUP

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

BARNET SUPPORT GROUP

TORBAY MEET UP

Contact: Derek
barnet@pmrgca.org.uk
Tel: 0300 999 5090

NORTH EAST

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

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

PMR & GCA UK NORTH EAST SUPPORT GROUP

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

BRISTOL GROUP

Contact: Deidre Harding
pmrgca.christchurch@gmail.com
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: Claire
groups@pmrgca.org.uk
0300 999 5090

Contact: Wendy Morrison
bristol@pmrgca.org.uk
pmrgca.southwest@yahoo.co.uk

SOUTH AND SOUTH EAST

HIGH WYCOMBE MEET UP

HASTINGS MEET UP

MAIDSTONE MEET UP

ORPINGTON MEET UP

OXTED MEET UP

PORT SOLENT MEET UP

SEVENOAKS MEET UP

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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