
NewsWire
Welcome 

We know that one of the things that our members most like to 
see is information about PMR and GCA. Not only do we have 
research from Dr Sara Muller as usual, but I’m delighted that we 
are introducing a new column from Dr Sarah Mackie. Sarah will be 
sharing her knowledge with us by tackling common questions that 
members may have on either condition.

I’m also pleased to share that our work alongside some of the world’s leading 
rheumatologists has come to fruition with the publication of the new GCA 
guidelines. Our deputy-chair, Dorothy Byrne, was a patient representative on the 
committee drawing up the guidelines and is named, along with Kate Gilbert, one 
of the co-founders of our charity, as one of the authors. There is an in-depth article 
about what this means for patients and doctors alike. 

I hope you enjoy reading this edition and feel a little more empowered in 
managing your health and inspired by some of the stories from our members and 
groups.

Humphrey Hodgson, Chair of Trustees
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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.
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New Guidelines for  
Giant Cell Arteritis unveiled
The long awaited guidelines for GCA were 
published earlier this year. They are the most 
important advance in the diagnosis and treatment 
of GCA in a decade and, if rolled out across the UK, 
could dramatically reduce sight loss and blindness.

See pages 4 and 5 for the full report.

The Buddy 
Scheme begins!
We’ve been very keen for a while to set up 
a Buddy scheme to help connect members 
who either are not local to a support group 
or unable to attend one. If you’re interested 
in being involved or want to find out more, 
please see page 9. 



ORPINGTON GROUP
We have been extremely fortunate 
to hear some excellent speakers 
recently. 

In October Corrine Byrne, 
Rheumatology Pharmacist from 
Princess Royal University Hospital, 
spoke about steroids – how they 
work, about tapering and side effects. 
She explained that long term use can 
cause osteoporosis, and the benefits 
of taking calcium and vitamin D, 
as well as the importance physical 
activity plays in encouraging bone 
development and strong muscles. We 
should not forget though to balance 
exercise with periods of rest! 

November was an opportunity 
for new members to meet everyone 
and to discuss and share information 
before enjoying an early Christmas 
lunch in the local pub.

In January Dr Sarah Medley joined 
us to talk about osteoporosis and 
answer our many questions. A full 
report is available at www.pmrgca.
co.uk/group-pages/orpington/. 

Rosie McGloughlin of St John’s 
Ambulance was our speaker in 
February. We all learned something 
new from her presentation ‘Five ways 
to save a life’. Knowing what to do in 
a critical situation can really make a 
difference and we would recommend 
to other groups to contact this 
excellent organisation.

Future meetings booked this year 
include a neuro-ophthalmologist 
from Queen Mary’s Hospital, Sidcup, 
and a consultant endocrinologist and 
obesity physician. We will also be 
running a fundraising and awareness 
day during the summer months. 

ACROSS THE  

   COUNTRY

PORTISHEAD GROUP
Group organiser Judith Davies and 
group member Mary collected a 
cheque from Waitrose earlier this 
year. Approaching businesses for 
donations is a great way to raise a 
few hundred pounds – perhaps some 
other groups would like to give it a 
go too. 

Judith (left) and group member, Mary

KEEP IN 
TOUCH ON 
SOCIAL 
MEDIA
As we go to print, our support 
group meetings have been 
postponed due to the 
coronavirus. Hopefully they will 
be up and running again soon. 
In the meantime we have been 
very impressed by how many of 
you have embraced technology 
to keep in touch with each 
other through Facebook, 
WhatsApp, Zoom and of course, 
email.

If you have access to the 
internet and don’t belong to a 
support group or would simply 
like to keep in touch with other 
members and people with PMR 
and GCA then please join our 
facebook page https://www.
facebook.com/pmrgcauk/, 
our HealthUnlocked forum 
https://healthunlocked.com/
pmrgcauk and follow us on 
Twitter https://twitter.com/
PMRGCAuk
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RESEARCH ROUND UP
I’ve chosen to restrict 
what I discuss this time 
to a small number of 
papers that I thought 
were of most relevance. 
This will let me explain 
them more fully. There is 
other research going on 
too, but I thought you 
would find these studies 
especially interesting. 

A small Danish study has tested 
the idea that the difficulty some 
people have coming off their steroids 
is because they have ‘adrenal 
insufficiency’, caused by the steroid 
treatment1. This means the steroids 
people have taken for PMR or GCA 
have damaged the body’s ability 
to make its own steroids. This is a 
particular problem because the 
symptoms of adrenal insufficiency 
are very similar to the symptoms of 
PMR. It is therefore difficult to tell 
why someone feels unwell. There is 
a test for adrenal insufficiency, which 
the researchers carried out on 47 
people who had been taking steroids 
for about five months. They showed 
that seven (15%) people had adrenal 
insufficiency. It was more common in 

people who had GCA (with or without 
PMR) than in people who had PMR 
without GCA. In the future, knowing 
this might help doctors to work with 
their patients to reduce and stop 
steroid treatment. 

Many of you will be familiar with 
the introduction of a drug called 
tocilizumab for some people with 
GCA to help reduce the amount 
of steroids they need. A group of 
researchers in Japan have conducted 
a very small study (only 13 patients) of 
this drug in people with PMR2. They 
used it instead of steroids for one 
year. Nine of the 13 people completed 
the study (two dropped out because 
the drug didn’t work and two because 
of side effects from it). Of these nine 
people who stayed on the treatment 
for the whole year, seven were still 
well without treatment two years 
after their diagnosis with PMR. This 
is a very small study that can’t be 
used to justify changing treatment 
guidelines at this stage. It might 
however lead to other research into 
the use of tocilizumab for PMR.

The final study to mention is 
from Australia3. Researchers talked 
to people with PMR and GCA about 
their experiences of treatment with 
steroids. They found that the things 
that patients were most concerned 
about were things that usual 
monitoring for steroid-related side 

effects will not pick up. Things like 
weight gain, changes in appearance, 
bruising and uncertainties around 
how you’ll be feeling were reported 
as important. This probably isn’t 
surprising to you as patients, but 
it might mean that we need a new 
approach for doctors to help make 
sure they ask about all the relevant 
aspects of steroid treatment. If you 
want to read the whole article, you 
can access it for free here: https://bit.
ly/2xFTatX.
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GCA Guidelines: GCA ‘A medical emergency’ 
say world’s top rheumatologists
The British Society 
for Rheumatology 
guidelines for GCA, 
which have also 
been accredited by 
NICE, have finally 
been published.
The guidelines lay out best practice 
for doctors. Most importantly, this 
guidance promotes a fast track for 
treatment of GCA, similar to that 
now introduced for people who have 
had strokes. The introduction to the 
guidelines cites a UK study showing 
that 17% of patients with GCA 
suffered irreversible sight loss. A large 
percentage of this sight loss could be 
avoided if GPs gave the right urgent 
treatment and referred patients on 
quickly to hospital.

Professor Bhaskar Dasgupta, our 
president and one of the experts 
involved in developing the guidelines 
said: 

“This new much-awaited BSR 
GCA guidelines update represents 
an exciting time for patients and 
clinicians alike. Many significant 

advances have been made since 
the publication of the first BSR GCA 
guidelines 10 years ago, especially in 
the form of fast track clinics for urgent 
diagnosis of GCA and the advent of 
new therapies such as tocilizumab 
for the treatment of relapsing and 
refractory GCA. Ultrasound of the 
commonly involved arteries has given 
us a new modality for diagnosis and 
assessment of the condition in the 
clinic and this has made us realise 
that many cases of polymyalgia have 
underlying GCA.”

“Many challenges remain such 
as improvement of nursing support 
for our patients, better education 
and lifestyle advice – but we hope 
these NICE accredited guidelines 
will pave the way for institution 
of such specialist services within 
rheumatology departments. However 
the main challenge is early detection 
to prevent the scourge of GCA related 
sight loss and prevention of vascular 
damage that occurs in the large 
arteries in this condition.”

“There is also need for better 
awareness of toxicity associated with 
steroid overuse and these guidelines 
should raise such awareness in GPs 
and primary care. These guidelines 

give us grounds for optimism 
regarding the commissioning of 
bespoke GCA specialist services 
in the country. I congratulate the 
PMRGCAuk charity for all its efforts in 
this direction.”

Dorothy Byrne, deputy-chair of 
PMRGCAuk, who sat, on behalf of the 
charity, on the committee which drew 
up the guidelines, said: 

“In places which already have a 
fast track service for treating GCA, the 
incidence of sight loss and blindness 
is low. PMRGCAuk will use these 
guidelines to campaign for the fast 
track system to be introduced across 
the UK. A large group of the world’s 
leading rheumatologists worked for 
years studying all available evidence 
to draw up these guidelines. The facts 
are proven; patients with symptoms 
of GCA need an immediate high 
dose of steroids to bring down the 
inflammation which causes sight loss 
followed by a swift referral to hospital 
to confirm diagnosis and start 
treatment.”

The guidelines state that GCA is 
‘a medical emergency’ and that new 
evidence about both the condition 
and treatment demands an update of 
previous guidelines.
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It’s worth understanding some of the 
key points:

1. Patients in whom GCA is strongly 
suspected should be immediately 
treated with high-dose 
glucocorticoids (i.e. prednisolone)

2. GCA is a medical emergency. 
Every health care organisation 
should give GPs, A&E doctors and 
other frontline medics information 
on how to refer GCA patients for 
urgent treatment. Ideally, patients 
should be seen by a specialist on 
the same day as diagnosis but 
in all cases they should be seen 
within three days.

3. Patients with suspected GCA 
should be evaluated by a clinician 
with specialist expertise, usually a 
rheumatologist. Patients with any 
sight loss or double vision should 
be seen as soon as possible on the 
same day by an ophthalmologist.

4. When steroids are given for 
suspected GCA, relevant 
symptoms and signs should be 
documented. Blood should be 
taken for full blood count, CRP 
and ESR before or immediately 
after giving steroids. But if GCA 
is strongly suspected, steroids 
should be given without waiting 
for lab tests to come back.

5. Patients should be evaluated for 
all features of GCA and also for 
other diseases they might have.

6. This full medical assessment 
should determine the levels 
of steroids. GPs should be 

communicated with to manage 
the patient’s care.

7. All patients with GCA should 
receive information about the 
condition and treatment. They 
should also receive information 
on diet, physical activity and 
stopping smoking.

8. During treatment, as steroids are 
reduced and eventually cease, 
patients should be informed 
about symptoms which might 
mean they have relapsed, what to 
do, and how to get fast medical 
advice.

The guidelines also deal with how 
to confirm diagnosis; this should be 
done either by a temporal artery 
biopsy or an ultrasound. They give 
details of the level of steroid to be 
given to begin which would normally 
be 40-60mg of prednisolone daily. 
Patients who already have acute or 
intermittent visual loss should initially 
be given a higher dose intravenously. 
If there is no return of GCA symptoms, 
or sign of inflammation in tests, 
steroids should be tapered down 
over 12 to 18 months. A single daily 
dose of steroids should be given, 
rather than dividing the dose daily 
or giving steroids on alternate days. 
The guidelines give doctors further 
information on when a biologic drug 
should also be used.  

The full article in the medical 
publication RHEUMATOLOGY is 
available at: https://academic.
oup.com/rheumatology/
article/59/3/487/5714025

POSITIVE MEETING  
WITH NHS
Professor Humphrey Hodgson 
and Dorothy Byrne (our chair 
and deputy-chair of trustees 
respectively) met with Steve Powis, 
Medical Director of NHS England, in 
February. They put the case for the 
urgent need to implement the new 
guidelines for the diagnosis and 
treatment of GCA and also for more 
education for GPs and a fast track 
system for hospital referral and 
treatment. 

DOROTHY BYRNE – OUR 
VERY OWN CASTAWAY
Not only has Dorothy Byrne been 
busy with the new GCA guidelines 
but she also appeared on Desert 
Island Discs on 1st March talking 
about the soundtracks to her life 
and GCA. If you missed it you can 
still listen on the Radio 4 website 
at https://www.bbc.co.uk/
programmes/m000fx1k. You 
can also read Dorothy’s comment 
piece in the Guardian newspaper 
published on the same day: 
https://www.theguardian.com/
commentisfree/2020/mar/01/
older-women-going-blind-giant-
cell-arteritis

WE NEED YOU!
The charity will be developing a policy on how 
we work together, with your help, to get these 
guidelines instituted across the country. Watch 
this space! We will need every person and every 
group to campaign in their area. We are employing 
our first part-time press officer to work with you to 
contact your local and regional media. So we will be 
contacting you for help. We will also supply a sample 
letter to write to your MP and local health bodies.

Dorothy Byrne
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We’re pleased to introduce a 
member’s page to NewsWire and 
invite members to write in to 
share their stories: whether that’s 
of fundraising, health journeys, 
frustrations, recovery, something 
else, or a question that needs 
answering. Dr Sarah Mackie, 
consultant rheumatologist, will 
be answering general questions 
on either PMR or GCA in her new 
column: A rheumatologist explains. 
(For ethical reasons Sarah can’t 
give medical advice or discuss 
individual cases.) Please email 
letters@pmrgca.org.uk or write 
to Fran at BM PMRGCAuk, London 
WC1N 3XX.

A Rheumatologist explains
“What is cumulative steroid dose 
and why does my rheumatologist 
seem so bothered about it?”

This may sound strange but 
“cumulative steroid dose” means 
the sum total of the steroid 
(prednisolone) you have ever taken 
for your PMR or GCA. Imagine if, 
over the course of treatment of 
your PMR or GCA so far, you had 
taken, all added up, a hundred 5mg 
prednisolone tablets, and a thousand 
1mg tablets – then your cumulative 
steroid dose would be 500mg + 
1000mg, i.e. 1500mg (1.5 grams) 
of prednisolone. For most people 
with PMR or GCA, figuring out their 
cumulative steroid dose would need 
a calculator, a computer spreadsheet, 
or some seriously impressive mental 
arithmetic skills. 

One reason rheumatologists talk 
about this is not to test your maths 
skills, but because it reminds us as 
doctors to think about all the long-
term effects of steroids on the body. 
Steroids affect almost every process 
in every cell of your body – so while 
you are taking steroids, your body will 
work just slightly differently. Many 
steroid side-effects are influenced by 
the dose you’re on right now (getting 
to sleep is one of these). But steroids 
also affect your body’s growth and 
repair processes. This means that 

over time, your muscles can get a 
bit weaker and your bones can get 
a bit more fragile. This does happen 
anyway as part of getting older, but 
steroids can put more miles on the 
clock, as it were – and that is not just 
down to the dose of steroids you’re 
taking right now, but also all the 
steroids you had last year and the 
year before, and the year before that...

It’s not all doom and gloom. 
The reason steroid side-effects are 
important for doctors to think about 
is because there’s often something 
that can be done to mitigate them. 
Even though there’s nothing we can 
do about the steroids you’ve already 
taken, there are medicines we can 
give which can help protect your 
bones against fractures in the future.

We can also give personalised 
advice on stopping smoking, a healthy 
diet, and exercise to build bone and 
muscle strength, such as weight-
bearing and muscle-strengthening 
exercises. And we can help support 
you to find the dose of steroids that’s 
right for you at the moment – not too 
little and not too much.

Sarah Mackie

Special thanks to...
Nine Voices, a writers’ group who 
donated £180 – the proceeds of their 
annual story writing competition.

Sue Watson, Lady Captain at 
Rothbury Golf Club in Morpeth who 
has chosen us as her charity for the 
year.

Eileen Allcock who last 
year paddled 30 miles along the 
Birmingham to Worcester canal and 

has now raised in excess of £2,000. 
In addition, the unstoppable Eileen 
has also raised £214 from her knitted 
Christmas decorations.

Deep Dasgupta (Prof Dasgupta’s 
son) whose football team, Whitton FC, 
have adopted us as their main charity.

Judi Sanders and Dorothy Luke 
for their fundraising afternoon tea 
which raised £175.

Members’ News

Julia Marsden (who you can read 
more about in Your Story on page 
10) had a busy Christmas preparing 
her beautiful floral displays and 
raising £700 for us in the process.

North East Group Organiser, 
John Robson, returned from his 
high altitude expedition climbing 
Annapurna IV in the Himalayas. 
He and his team spent 28 days 
on the mountain. They faced 12 

metre ice walls at 6,500m, 
vertical mixed rock and ice 
climbing between Base 
Camp and High Camp 
One, wind slab avalanches 
on the summit ridge 
and waist deep snow 
which hindered progress 
towards the summit at 
7525m.

Members’ page...

John Robson

Dr Martin Scurr giving his entertaining presentation

Julia Marsden with her Christmas flowers
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Just six weeks until PMRGCAuk week 
and we’re hoping that members and 
groups up and down the country will, 
despite the circumstances, be able to 
do a bit of fundraising (you don’t have 
to stick to these precise dates if they 
don’t work for you).  

You could get together for a 
fundraising coffee and cake morning. If 
we’re still facing lockdown of any sort, 
perhaps see if you can set up a virtual 
coffee morning using Skype or Zoom 
to video-connect you with your friends. 

Or if you’re self-isolating but 
feeling well, perhaps there is a skill 
you can utilise. e.g. baking, knitting, 
sewing. You could create some things 
to sell and ask a younger relative 
or friend to deliver them for you.  
Another idea is to sell some of your 

books via Ziffit (www.ziffit.com). It’s 
a really simple way to raise money: 
just sort out any books you want to 
get rid of, go to the Ziffit website and 
follow the instructions – they’ll tell 
you how much your books are worth 
and provide a free postage label. 

 For those who are able to and 
would like to get out in the fresh air, 
perhaps plan a sponsored walk. If 
everyone reading this raised just £5, 
then between us we could raise over 
£10,000! 

Afternoon tea with 
the real Doc Martin
Charity members met Dr Martin 
Scurr at a fabulous afternoon tea in 
University Women’s Club, London, in 
November. Dr Scurr, who also writes 
for the Daily Mail, is the medical 
brains behind Doc Martin, the 
popular ITV series. 

For fifteen years, over nine series, 
Dr Scurr has devised storylines for 
his namesake which are original 
and entertaining but also medically 
accurate. Many NewsWire readers 
will know that one of the storylines 
involved a case of GCA which Doc 
Martin diagnoses in his own relative.

As well as regaling us with brilliant 
stories of the technical challenges 
of creating realistic-looking injuries, 
Dr Scurr also made a passionate 
plea for the values of the family GP 
to be maintained and criticised the 
proposal that home visits should be 
stopped.

FUNDRAISING EVENTS

Coronavirus and PMRGCAuk - how you can help
Sadly we had to take the decision to cancel our tour of the Worshipful Society 
of Skinners that was due to take place in April. Our other fundraising events 
are also on hold. This will have an effect on our income. We know many 
of you want to help and one of the best ways to do that is either through 
a donation (http://www.pmrgca.co.uk/content/donate)  or membership 
(http://www.pmrgca.co.uk/content/about-membership). If you’re reading 
this and not a member, please consider joining. If you are a member, ask your 
friends or family to join too. The more members we have, the greater our 
impact. Your £15 can help us to deal with the extra calls we are getting to  
our helpline and information packs that are being sent out at the moment. 
Help us to help others dealing with PMR or GCA particularly during this 
difficult time.

An evening of drama and dance  
with our fundraising president 
A brilliant celebration of one of 
Bengal’s best-known families 
helped raise hundreds of pounds for 
PMRGCAuk – and all thanks to the 
charity’s president Professor Bhaskar 
Dasgupta.

Professor Dasgupta is one of the 
world’s leading experts in GCA.  He 
is also a talented musician, poet 
and actor. He and his wife Dalia co-
directed an evening of music, acting 
and dance celebrating the lives of the 

Ray family at the Beavan Centre in 
West Kensington in November. 

Satyajit Ray, who died in 1992, 
is regarded as one of the greatest 
filmmakers of all time. Both his 
grandfather and father were also 
leading literary figures. 

Charity deputy-chair Dorothy 
Byrne thanked Professor Dasgupta, 
who she praised as the ultimate 
‘Renaissance Man’, and gave a short 
speech about the work of the charity.

Dr Martin Scurr giving his entertaining presentation

Professor Bhaskar Dasgupta (centre in yellow) with some of the cast from The Three Rays of Light
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You Are Not Alone
Dr Eric L. Matteson, 
M.D., MPH, Consultant 
rheumatologist and 
Professor at the world-
renowned Mayo Clinic 
in the USA, kindly wrote 
this letter (edited for 
length) for the members 
of PMRGCA NorthEast.  
As the readers of this newsletter 
know, Polymyalgia Rheumatica (PMR) 
is a relatively common inflammatory 
rheumatic condition, affecting mainly 
persons over 50 with the average 
age being about 74. The majority of 
patients with PMR have symptoms of 
joint stiffness, which can be profound 
and very disabling, and additionally 
some – estimates vary from 20 to 40% 
– also have Giant Cell Arteritis (GCA).

Currently, the only accepted 
treatment of PMR is with 
glucocorticoids (steroids), including 
prednisolone, prednisone and 
methylprednisolone. Other drugs 
such as methotrexate are sometimes 
used though there is only poor 
quality evidence that these are 
effective. There is much interest 
in using other drugs, such as 
tocilizumab, recently approved for 
the treatment of GCA, but so far, only 
steroids are approved.

Steroid use always raises concerns 
for patients, families, and doctors 
because of the well-known side 
effects. However, steroids are very 
effective for treating the symptoms 
of PMR, and the vast majority of 
patients respond well with reduction 
of inflammation and improvement of 
function.

Because of these concerns, we 
studied patients resident in a single 
geographic area, Olmsted County, 
Minnesota, where we have complete 
access to all medical records. Because 
of this we can study patients in the 
community, not just those patients 
with particularly severe disease 
who are referred to specialised 
medical centres. So our study is truly 
representative of patients with the 
disease.

We compared people with PMR 
to people without PMR of the same 
age and sex, and followed them 
for the same amount of time. Our 
aim was to see whether so-called 
“comorbidities,” – medical conditions 
and diseases that occur additionally 
to the disease of interest – were 
more frequent in patients with PMR. 
Specifically, we wanted to find out 
if diseases that can be due to, or 
worsened by, steroids were more 
frequent in patients taking low dose 
steroids for PMR.

The conditions we studied were 
diabetes, high blood pressure, 
hyperlipidemia (increased levels of 
cholesterol and other fats), fractures 
related to osteoporosis (a known 
complication of steroids, such as 
fracture of the hip and vertebrae 
or wrist or any fracture at all), and 
cataracts. Of course all those can 
occur in persons who are not treated 
with prednisone, but the particular 
concern is that they may be more 
frequent or serious in people taking 
steroids.

We found patients usually started 
at about 15mg of prednisone per 
day, and generally had reduced to 
5mg per day or less by one-and-a-
half years of treatment. The time 

to permanent discontinuation of 
prednisone was about six years for 50 
percent of patients. The average total 
amount of prednisone patients took 
over two years was 4 grams, and by 
five years was 6.3 grams.

The main result was that there 
were no differences in the occurrence 
of diabetes, hypertension, high blood 
fats, or bone fractures in the patients 
with PMR as compared to people 
without. The one condition that was 
more common in patients with PMR 
was cataracts. 

We also know from other studies 
that the life expectancy of persons 
with PMR is not different from other 
patients, and they do not take excess 
amounts of opioid pain-killers.

Our study suggests that steroids 
generally are a safe and effective 
treatment for the vast majority of 
patients. Of course this does not 
mean that other drugs should not be 
developed, as it would be good to 
have treatments that would lessen 
the duration and overall burden of 
steroids. However this study shows 
that, while patients and doctors 
should be concerned about steroid 
side-effects, these side-effects are 
not alarming with the doses used 
for treating the majority of patients 
with PMR. Patients are certainly much 
better off with the treatment than 
without.

Citation: Comparable rates of glucocorticoid-
associated adverse events in patients with 
polymyalgia rheumatica and comorbidities 
in the general population. Arthritis Care and 
Research, July 13, 2017, https://www.ncbi.nlm.
nih.gov/pubmed/28704600.
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This is a really interesting study 
from a very well-respected group 
of researchers in America, but 
we should think carefully before 
we assume that they are directly 
relevant to people in the UK. In 
particular, the health care system 
is very different in America. Unlike 
in the UK, the majority of people 
in this study will have seen a 
rheumatologist about their PMR. 
This might mean that the dose of 
steroids they took, and their health 
in general were more closely 
monitored. People may also have 
been more likely to get bone 
protection treatment to reduce the 
chance of a fracture, but we don’t 
know. We also don’t know directly 
how the rates of these steroid side 
effects were related to the total 
amount of steroid that a person 
received – the statistical analysis 
didn’t account for this. There is 
some information from large 
studies in the UK that suggest it is 
more likely that someone with PMR 
will have a fracture1, heart attack 
or stroke2 than someone without 
PMR. We don’t know why this is. 
It could be because of steroids, 
but it could be the inflammation 
from the PMR or some other factor 
that causes the PMR and other 
conditions. We still need to do 
more to understand steroid better 
in people with PMR and to improve 
treatments. 

1 Paskins, et al. BMC Med. Risk of fracture 
among patients with polymyalgia 
rheumatica and giant cell arteritis: a 
population-based study. 2018;16 (1):4. 

2 Hancock et al. Risk of vascular events in 
patients with polymyalgia rheumatica.

CMAJ. 2014;186 (13):E495-501.

PMRGCAuk Buddy Scheme 
Questionnaire
Although we are continuing to establish support groups around the country,  
if you can’t get to one for whatever reason we would love to hear from you.  
Please complete the below questions and either scan and email back to us at  
info@pmrgca.org.uk or post to Buddy Scheme, BM PMRGCAuk, London, WC1N 3XX.

Would you like to be put in touch  
with other members local to you?   Yes   No   N/A

If YES, would you like email contact   Yes   No   N/A

Or telephone contact (you can choose both)   Yes   No   N/A

Where is your nearest town?

If NO, would you like to have a telephone buddy 
who understands what it is like to have:   PMR   GCA   Both

Let us know if you have any additional comments:

Name: Membership no:

We are also looking for people who would consider being a “telephone buddy”  
to someone who is newly diagnosed or needing reassurance about coping with 
PMR or GCA. Please email info@pmrgca.org.uk or telephone the admin number 
0300 999 5090 to give us your details. 

Please note that we will not share your details with anyone without your express 
and written agreement. All personal details are held in a safe and secure  
database, accessible only to PMRGCAuk staff.

COMMENT FROM 
SARA MULLER, 
PMRGCAUK 

TRUSTEE 
AND PMR 
RESEARCHER 
AT KEELE 
UNIVERSITY, UK
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PMR NEARLY RUINED MY WEDDING DAY
Julia Marsden, 56, shares her experience with us

I was living on strong 
pain killers in the days 
leading up to getting 
married in September 
2018. If the wedding 
had been two days 
later it would probably 
have been cancelled 
as I couldn’t even 
undo my dress, lift 
my arms or sleep.
I thought it was exhaustion from the 
past year – I’d relocated, moved in 
with my partner, started a new job 
and organised a wedding.

Initially, my doctor said it could be 
bursitis and I had a steroid injection. 
I also went to see an osteopath who 
said I needed a blood test to check 
my inflammation and within a week I 
was bedridden.

The out-of-hours doctor sent 
me to A&E where they said I had an 
infection in my joints and I was given 
antibiotics and sent home while 
we waited further results. I saw my 
doctor on the Monday for more blood 
tests and on Wednesday he said he 

was pretty sure I had PMR. I started 
on 15mg Prednisolone, which helped, 
but ended up increasing to 20mg.

I took a month off work and 
then, following a discussion with 
occupational health, reduced to six 
hours a week. 

Before PMR I had been a 
competitive amateur cyclist taking 
part in 50-55 age group time trials 
and competitions in the UK and once 
representing GB in Australia but I no 
longer had the energy to continue. 
Even walking became too hard at 
times.

The year before my PMR diagnosis, 
I was diagnosed with bipolar mood 
disorder – a symptom of which is 
severe depression – and ADHD, and 
prescribed lithium. Unfortunately 
this reacted with the Prednisolone, 
making me hyper and unable 
to sleep. The doctor prescribed 
Zoplidem so I could sleep and my 
psychiatrist has prescribed different 
antidepressants which I’ve reacted 
badly to and had to stop taking. 

Having these different conditions 
makes it tricky. I can feel the 
depression creeping back in but don’t 
want to try another antidepressant. 
My concentration and memory are 
poor and I don’t know if this is due to 
medication, the PMR or bipolar/ADHD. 

Thankfully I can control the pain with 
extra steroids or co-codamol.

My husband, Simon, has been very 
worried for me. When we met three 
years ago, I was fit and well and now I 
can’t do the things I used to.

I’ve struggled with weight gain 
and sweats and felt angry about 
my loss of identity since getting 
PMR. I had counselling for a year, 
which helped a little. I have though 
been very lucky to discover a love 
for flowers and plants and I feel 
as though they have saved me. I 
have developed a small business 
making floral displays. The colours 
and textures stimulate my brain 
and I’ve been able to raise money 
for PMRGCAuk. The helpline and 
facebook page have helped me and 
I’ve joined the Eastbourne support 
group which is very supportive.

I haven’t asked to be referred to 
a rheumatologist as I have a good 
relationship with my doctor. My 
inflammation levels are checked 
quarterly. I’ve tapered down to 3mg 
of steroids twice although I had to go 
back up to 10mg at Christmas when 
I was preparing a lot of orders. I’m 
now back at 5mg and hoping to taper 
down slowly during the year.

See page 6 for news of Julia’s fundraising.

Are you able to share your story to help other people with PMR or GCA? To raise awareness 
and fundraise, it helps if people understand the conditions through real stories. If you want 
to share your journey with us, please contact fran@pmrgca.org.uk

Julia on her wedding day struggling with undiagnosed PMR
Julia before PMR
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RESEARCH VOLUNTEERS

Patients often believe that there 
is little ongoing research in “our” 
illnesses, but recently the opposite 
has become true. For illnesses such as 
PMR and GCA, however, where there 
are not large numbers of patients 
throughout the country, let alone 
in a given Health Board area, it can 
be very difficult to acquire sufficient 
patient numbers to set up a research 
trial. This could be helping either to 
improve our understanding of the 
diseases themselves or to compare 
a possible new treatment with the 
standard prednisolone taper. If 
we are given the opportunity to 
volunteer for such work it is really 
important that we as patients support 
the research community wherever 
possible.

Please keep an eye on your 
rheumatology department’s notice 
board, ask your GP or rheumatologist 
whether any trials are recruiting, and 
consider becoming a patient partner 
with your local hospital, especially if it 
has a medical school.

At present our website (www.
pmrgcascotland.com) has requests 
from both Versus Arthritis (formed 
by the merger of Arthritis Research 
and Arthritis Care in 2017) and NHS 
National Services Scotland. The latter 
are recruiting patients and carers to 
hear a Scottish perspective on Rare 
Diseases and these include GCA. You 
will find the details on the website 
under “News”.

FLYING THE  FLAG
Would anyone be willing to take more 
copies of NewsWire to give to their 
local rheumatology department, GP 
waiting room, dentist or library?

If so please contact Michael, our 
secretary via email at secretary@
pmrgcascotland.com, or phone the 
Helpline, see bottom right on this 
page, and leave a message.

We also have smaller trifold 
leaflets available giving information 
about PMR/GCA and the charity, and 
can make up an A4 or A5 poster to 
order.

The more who know of the 
charity’s existence the better.

AGM AND NEW CHAIR
By the time you read this we will have 
had our AGM which was my last as 
chair. I am stepping down this year, 
though happy to continue as a trustee 
for a wee while longer.

When I took over from Bea 
Nicholson in 2016 it was, I thought, 
as an interim chair – just until we 
had some more trustees and were 
able to fill the post with a “proper” 
one, as Bea had been and Jean Miller 
before her. It has taken till now to 
find enough new volunteers and to 
get to the point that the Trustees 
Committee has become strong 
enough to continue the development 
of the charity and improve the service 
we provide. We have had, and luckily 
still have, a wonderfully competent 
and hard working team of secretary 
(Michael) and treasurer (Harvie) 
throughout this time, ensuring that 
PMR-GCA Scotland has continued to 
function and indeed to expand to 
a point where we can truthfully say 
we are available throughout all areas 
of Scotland to provide support for 
patients with PMR and GCA.

We try, in every way available to 
us, to educate patients, public, and 
medical professionals about what 
it is like to have these illnesses. We 

are involved and consulted at many 
levels within NHS Scotland and have 
increasing numbers of links within 
the research community, not least by 
providing an annual “small grant” to 
clinicians or researchers within the 
field.

In this way I hope we are fulfilling 
the aims of the charity which 
Jean Miller set up in 2005 and am 
confident that our new chair, Richard 
Cuthbert, will benefit from the 
same support from his trustees and 
members that has helped to make my 
time as chair so enjoyable. 

Thank you all.    
Lorna Neill

0300 777 5090
www.pmrgcascotland.com

Registered Scottish Charity No  
SC037780
Registered address  
7 Hamilton Place, PERTH, PH1 1BB

HELPLINE
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SCOTLAND

PMR-GCA SCOTLAND
Contact: Richard Cuthbert (Chair)
www.pmrgcascotland.com
chair@pmrgcascotland.com
Tel: 0300 777 5090

NORTHERN IRELAND

LISBURN MEET UP
Contact: Caroline Stewart
pmrgca.ireland@gmail.com

WALES

CARDIFF SUPPORT GROUP
Contact: Sue
cardiff@pmrgca.org.uk

NORTH WALES MEET UP
Contact: Group Organiser
northwales@pmrgca.org.uk

NORTH EAST ENGLAND

NORTH EAST MEET UP 
Contact: John Robson 
northeast@pmrgca.org.uk

NORTH WEST ENGLAND

YORKSHIRE MEET UPS (ILKLEY, LEEDS, 
SOUTH YORKS AND NORTH YORKS)
Contact: Sue 
ilkley@pmrgca.org.uk

KENDAL, CUMBRIA MEET UP
Contact: Win Sayers
groups@pmrgca.org.uk
Tel: 01539 535859

MIDLANDS ENGLAND

COVENTRY MEET UP
Contact: Ann Hollingsworth
pmrgca.coventry@gmail.com

EAST MIDLANDS SUPPORT GROUP
Contact: Bridget
eastmidlands@pmrgca.org.uk

SHROPSHIRE MEET UP
 Contact: Joan
 shropshire@pmrgca.org.uk

EASTERN ENGLAND

BEDFORDSHIRE MEET UP
Contact: Karen
bedfordshire@pmrgca.org.uk

CAMBRIDGE MEET UP
Contact: Trisha
cambridge@pmrgca.org.uk

EAST ANGLIA SUPPORT GROUP
Contact: Sandra Waspe
eastanglia@pmrgca.org

HARLOW MEET UP
Contact: Julie/Jean/Roy
harlow@pmrgca.org.uk

SOUTHEND/CHELMSFORD SUPPORT GROUP
Contact: Pat Fedi 
southend@pmrgca.org.uk 

WELWYN GARDEN CITY MEET UP
Contact: Sheila
wgc@pmrgca.org.uk

WOODBRIDGE MEET UP
Contact: Susan
groups@pmrgca.org.uk

SOUTH WEST ENGLAND

BATH MEET UP 
Contact: Pat Martin
pmrgca.bath@gmail.com

BRISTOL GROUP
Contact: Bridget/Felicity 
bristol@pmrgca.org.uk 

EAST DORSET MEET UP
Contact: Pat Worthington
eastdorset@pmrgca.org.uk

PLYMOUTH SUPPORT GROUP
Contact: Geoff
plymouth@pmrgca.org.uk

PORTISHEAD MEET UP
Contact Judith
portishead@pmrgca.org.uk

SALISBURY MEET UP
Contact: Patrick O’Donnell
pmrgca.salisbury@gmail.com

SOUTH WEST (TAUNTON) SUPPORT GROUP
Contact: Wendy Morrison
pmrgca.southwest@yahoo.co.uk

TORBAY MEET UP
Contact: Trish
pmrgca.torbay@gmail.com

TRURO MEET UP
Contact: Margaret
truro@pmrgca.org.uk

GREATER LONDON, ENGLAND

GREATER LONDON SUPPORT GROUP
Contact: Anne
londonpmrgcauk@gmail.com

BARNET MEET UP
Contact: Derek
barnet@pmrgca.org.uk

HARROW/PINNER MEET UP
 Contact: Jennifer
 pinner@pmrgca.org.uk

HIGH WYCOMBE MEET UP
Contact: Alison
pmrgca.highwycombe@gmail.com

ORPINGTON SUPPORT GROUP
Contact: Penny
orpington@pmrgca.org.uk

SOUTH AND SOUTH EAST ENGLAND

BRIGHTON MEET UP
Contact: Catherine Spencer
brighton@pmrgca.org.uk

EASTBOURNE MEET UP
Contact: Janet
eastbourne@pmrgca.org.uk

MAIDSTONE SUPPORT GROUP
Contact: Margaret Hicks
maidstone@pmrgca.org.uk

OXTED MEET UP
Contact: Debbie Pitt
pmrgca.oxted@gmail.com

SURREY SUPPORT GROUP
Contact: Shirley O’Connell
pmrgca.surrey@btinternet.com

WHITSTABLE MEET UP GROUP
Contact: Tom Withers
whitstable@pmrgca.org.uk

WORTHING SUPPORT GROUP
Contact: Catie
worthing@pmrgca.org.uk

Our network of groups around the 
country is growing! Scotland is an 
independent organisation.

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. 

If you would prefer to speak to 
someone, please call the office on 
0300 999 5090.

SUPPORT GROUP AND MEET UP CONTACTS

If you no longer wish to receive NewsWire, please email info@pmrgca.org.uk call 0300 999 5090.

PMRGCAuk Registered Charity No: 1128723, SC044685 Company Limited by Guarantee, 
Registered in England and Wales, No: 06763889 BM PMRGCAuk London WC1N 3XX

http://www.pmrgcascotland.com
mailto:chair%40pmrgcascotland.com?subject=
mailto:pmrgca.ireland%40gmail.com?subject=
mailto:cardiff%40pmrgca.org.uk?subject=
mailto:northwales%40pmrgca.org.uk?subject=
mailto:northeast%40pmrgca.org.uk?subject=
mailto:ilkley%40pmrgca.org.uk?subject=
mailto:groups%40pmrgca.org.uk?subject=
mailto:pmrgca.coventry%40gmail.com?subject=
mailto:eastmidlands%40pmrgca.org.uk?subject=
mailto:%20shropshire%40pmrgca.org.uk?subject=
mailto:bedfordshire%40pmrgca.org.uk?subject=
mailto:cambridge%40pmrgca.org.uk?subject=
mailto:eastanglia%40pmrgca.org?subject=
mailto:harlow%40pmrgca.org.uk?subject=
mailto:southend%40pmrgca.org.uk?subject=
mailto:wgc%40pmrgca.org.uk?subject=
mailto:groups%40pmrgca.org.uk?subject=
mailto:pmrgca.bath%40gmail.com?subject=
mailto:bristol%40pmrgca.org.uk?subject=
mailto:eastdorset%40pmrgca.org.uk?subject=
mailto:plymouth%40pmrgca.org.uk?subject=
mailto:portishead%40pmrgca.org.uk?subject=
mailto:pmrgca.salisbury%40gmail.com?subject=
mailto:pmrgca.southwest%40yahoo.co.uk?subject=
mailto:pmrgca.torbay%40gmail.com?subject=
mailto:truro%40pmrgca.org.uk?subject=
mailto:londonpmrgcauk%40gmail.com?subject=
mailto:barnet%40pmrgca.org.uk?subject=
mailto:%20pinner%40pmrgca.org.uk?subject=
mailto:pmrgca.highwycombe%40gmail.com?subject=
mailto:orpington%40pmrgca.org.uk?subject=
mailto:brighton%40pmrgca.org.uk?subject=
mailto:eastbourne%40pmrgca.org.uk?subject=
mailto:maidstone%40pmrgca.org.uk?subject=
mailto:pmrgca.oxted%40gmail.com?subject=
mailto:pmrgca.surrey%40btinternet.com?subject=
mailto:whitstable%40pmrgca.org.uk?subject=
mailto:worthing%40pmrgca.org.uk?subject=
mailto:groups%40pmrgca.org.uk?subject=
mailto:groups%40pmrgca.org.uk?subject=

