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Welcome
Spring brings a sense of optimism and this
year is no different. The vaccination rollout
is well underway and it’s been wonderful to
hear from members who have been getting their
vaccines over the last few months.
The hope that we can soon be meeting our friends and families is a
welcome boost. We are social creatures and it can be very stressful to be
deprived of company – not good for people in general, never mind those
dealing with conditions such as PMR and GCA.
I wanted to take this opportunity to thank you all for your continued
support throughout the last year. Despite what has been going on in the
world, we’ve been working hard to support our members but in turn, we
couldn’t do any of this without the membership and donations that you
make. These funds are vital to our work and I am pleased to share some
of the plans that we have for the year ahead.
Firstly building on the success of our webinars, these will continue.
Many thanks to Dr Sarah Mackie for her talk on adrenal insufficiency
which took place in February – if you missed it, then please do read
the report as it was extremely interesting (as well as the article on
Dr Michael Mosley’s talk before Christmas which was very popular too.
Professor Dasgupta’s March talk will be covered in the summer edition).
We will be raising awareness of PMR and GCA through PMRGCAuk
week in June and in the media later in the year. As well as this, and in
anticipation of our support groups opening, we are looking to expand
the number of groups and launch our befriending scheme. We are also
undertaking some research into PMR – of which there will be more
details later in the year.
There is much to be getting on with and I hope, like us, you are feeling
that there are brighter times ahead.

0300 111 5090

Website
www.pmrgca.org.uk

Humphrey Hodgson
Chair of Trustees

Facebook
www.facebook.com/
pmrgcauk

Twitter
@PMRGCAuk

HealthUnlocked
https://healthunlocked.com/
pmrgcauk
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Are you receiving emails
about the webinars?
Please do let us know if you’re not receiving emails about the webinars
and would like to do so. Sometimes we have your email address but don’t
have your permission to email you or sometimes we don’t have an email
address for you. Email fran@pmrgca.org.uk and she can check whether
we have your email address and if you have given us the necessary
permission to contact you.
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RESEARCH
ROUND UP
Dr Sara Muller is a Senior
Lecturer at Keele University, where
she leads the PMR Cohort study.

This time, I’m going
to concentrate on
studies involving GCA
and Covid-19, as they
feel more relevant
at the moment.
Although there are
new studies out on
PMR as well (it’s
not been forgotten),
these GCA ones really
caught my attention.
First, a team from Bath have
described an increase in the
number of patients referred to
their GCA fast-track pathway
during the first wave of the
pandemic in the UK (Luther).
Between April and June 2020,
they saw around five times as
many cases of GCA as they did
in the same period in 2019. A
higher proportion of these people
had visual impairment. The first
thought here is maybe that people
delayed seeing a doctor as the
lockdown was introduced. That
might mean there were more
people with GCA diagnosed later
on in the first wave and they
were more likely to have their
sight affected because they were
diagnosed later. However, this

does not appear to be the case,
as there was no period where
the team saw fewer people or
diagnosed less GCA than in
previous years. This is only one
trust, but it does potentially raise
interesting questions about what
causes GCA or maybe why people
start to experience symptoms at a
particular time.
In a separate paper, an
international group of
rheumatologists reviewed the
reports of overlapping symptoms
between GCA and Covid-19
(Mehta). They found that whilst
each condition has some distinct
symptoms (e.g. GCA: jaw pain,
abnormal temporal artery;
Covid-19: sore throat, upset
stomach), there are others that
overlap to some extent (e.g.
headache, fatigue, sweating).
They produced a checklist to help
doctors during the pandemic to
assess patients that they think
might have GCA. They were
careful to explain that most of
the reports they found were
from China and dated
from the early part of
2020, when we knew
less about Covid-19.
They also pointed
out that as they
were reviewing
published
reports of
symptoms,
they could only

include things people had thought
important enough to write about
in the first place. Hopefully this
will not limit the usefulness of
their checklist too much though.
Both of these papers are available
to read in full for free on the
internet if you wish to do so.
References
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What is adrenal
insufficiency and
how much should
it worry you?
Our patron Dr Sarah Mackie, associate clinical professor in vascular
rheumatology at the University of Leeds and honorary consultant
rheumatologist at Leeds Teaching Hospitals NHS Trust, gave a
successful virtual talk about the subject of adrenal insufficiency in
January to around 300 members.
By popular demand, here
is a summary of the useful
information which she gave us.
People were particularly interested
to know if contracting Covid-19
might cause problems if they had
adrenal insufficiency and what
they should do as a result if they
developed the coronavirus.
First, it’s important to understand
what adrenal insufficiency
actually is.
Adrenal insufficiency means that
the body does not make enough of
its own steroid. This can be caused
by taking long-term steroid tablets
although the body usually recovers
given time. It’s one of many
factors that can make it difficult
to taper steroids and a reason why
it’s important not to stop steroids
abruptly or skip a dose. It’s vital to
carry one of the new NHS steroid
emergency cards so any doctor
treating you will know you are
taking steroids.
It’s a common condition. If you
have been taking prednisolone for
more than a month, you may have
developed adrenal insufficiency.
This is because prednisolone
works by mimicking the body’s
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own steroid, cortisol, which is
made by the adrenal gland. A
small amount of this naturallycreated steroid every day is vital
to ensure the body functions
properly and the body normally
regulates itself on a daily basis to
provide just the right amount. This
cortisol is essential for the body
to respond appropriately to stress.
In life-threatening situations
in which the body is injured or
develops a major infection, the
body automatically releases extra
cortisol which reduces pain and
helps the body regulate its own
systems in ‘emergency mode’.
However, many people with
GCA and PMR are prescribed
prednisolone to reduce the
inflammation caused by our
conditions. Taking prednisolone
long-term means the body no
longer needs to make its own
cortisol. The steroids are providing
the cortisol. Sometimes, doctors
say this makes the adrenal gland
‘lazy’ as it is no longer working to
produce steroid. If you are taking
more than 5mg of prednisolone,
the body doesn’t need to make
much cortisol; it has enough.
It’s not normally something

we need to worry about. It can,
however, become a problem if
you experience significant injury
or a major infection as the body
might not create a cortisol surge
the way it would with someone
not taking prednisolone. This can
cause ‘adrenal crisis’ which can be
dangerous. That’s why you should
not stop taking steroids abruptly.
If you develop Covid-19 or
another significant illness or are
having major surgery and you
usually take less than 20mg of
prednisolone, you might need to
take some extra steroid for a few
days.
Lots of us know that it can be very
difficult to taper prednisolone
when you get below 5mg. This is
because below 5mg the body needs
to gradually start making more
of its own cortisol. Eventually,
with almost everyone, this will
happen. The problem is that it can
take a long time and it can mean
you have to taper very slowly
and gradually. It can take several
months after totally stopping
long-term steroids for everything
to get back to normal; sometimes
even a year or more. There are
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many other factors, as well as
adrenal insufficiency, which can
make tapering the dose of steroid
hard. You might develop steroid
withdrawal symptoms, have a
relapse of GCA or PMR, get a
flare-up of other conditions like
osteoarthritis and/or develop pains
related to the long-term effects of
taking steroids including muscle
and tendon weakening. If you feel
anxious or scared then this can
make the tapering doubly hard.
If you did get an ‘adrenal crisis’
how would you know and what
should you do? It would usually
happen only in the case of a severe
medical event like a heart attack,
major injury or surgery, sepsis
or similar – or in the case of a
major emotional trauma like a
bereavement. The symptoms are
serious fatigue and weakness,
light-headedness and dizziness,
muscle or joint aches, stomach
ache, feeling sick, or cold and
sweaty. Some of those are
symptoms of our conditions or of
taking steroids, but if you had an
adrenal crisis, these symptoms
would be significantly worse than
usual. So, if this happens and you
are on long-term steroids, you
might need to increase the dose
of steroids. You could have to do
this if you are so ill that you have
to stay in bed or feeling very ill
with an infection for which you
are taking antibiotics. If you have
a severe stomach upset or you
are very ill in hospital, you might
need a steroid injection if you
have severe diarrhoea or vomiting
that lasts more than a day, you
are having major surgery or are in
childbirth. (Most of us have left
the last well behind us!)
If you have suspected or confirmed
Covid-19 and are taking long
term steroids, you may need to
take extra steroids for 5–7 days
or until you feel better. If you
take less than 20mg prednisolone
daily, then go onto 20mg a day for
this period, taking 10mg in the
morning and 10mg in the evening.
Consult your doctor about getting
back on your usual dose when you

start to feel better. If you usually
take 20mg or more, take your
usual dose but split it between
morning and evening while you
feel unwell.
For conditions other than Covid-19
which make you so ill you have
to stay in bed or if you have an
infection which makes you feel
unwell and means you have to
take antibiotics, then you can
follow some simple rules. If
you usually take less than 5mg
prednisolone daily, take 10mg
daily while unwell. If you usually
take 5–10mg daily, double your
usual daily dose. If you usually
take between 10mg and 19mg
prednisolone, increase to 20mg.
If you usually take 20mg or more,
stay on your usual dose; you don’t
need to increase it.
We are really grateful to Dr
Mackie for giving us this talk
which was not medical advice but
her personal view based on her
experience. Generally speaking,
we don’t need to worry about
adrenal insufficiency if we are
taking steroids appropriately but
it’s good to understand that this
is a key reason why it can be so
hard to come off steroids and to
be aware of the possible dangers
if we become seriously unwell for
another reason.

The NHS steroid emergency
card mentioned by Dr Mackie
is available from community
pharmacies, your GP or
hospital team or you can
download it from our website
at www.pmrgca.org.uk/
steroid-emergency-card/. It is
designed to support the early
recognition and treatment of
adrenal crisis in adults and we
recommend, if you are taking
steroids, that you carry one of
these cards.
What rheumatology patients taking
long-term steroid tablets (prednisolone)
need to know about adrenal insufficiency
during the coronavirus outbreak

Dear patient,
If you have been taking corticosteroid (prednisolone) tablets
for over a month, then it is possible that you have developed
adrenal insufficiency.

Prednisolone
Tablets

Adrenal
Insufficiency

May Cause

These instructions were developed as
collaboration between these institutions
Version 1.0 | October 2020

Leeds Teaching Hospitals
produced a leaflet about
adrenal insufficiency during
the coronavirus outbreak
which is available here:
www.leedsth.nhs.uk/assets/
b78541029b/info-long-termsteroids-during-coronavirusoutbreak-rheumatologybooklet-11-10-20.pdf.
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We’ve been hearing from groups who have been zooming, emailing,
WhatsApping and talking on the phone throughout the last few months.
Welwyn Garden City meets online,
usually on the first Friday of the
month. In November members of
Shropshire group were invited
to join the meetings, as they are
not doing online meetings of their
own. Eighteen people attended and
an invitation to join the group has
been extended to them since then.
The Chelmsford group runs Zoom
meetings with approximately 12
members attending. They opened
up one meeting to everyone with
approximately 70 attendees from
all groups, recorded it and put it
on YouTube. Their most recent
meeting was with Professor
Dasgupta. This was just for the
local group and had 17 attendees.
It was recorded and people were
invited to view it afterwards.
They even recorded it onto CD for
members not on the internet and
for one of their members who has
lost her sight and cannot use her
computer.

In January local support group
members from Kent, Surrey and
Sussex joined charity members
and local organisers, Penny
Denby and Debbie Pitt, for a fun
Zoom meeting. The topic was
the mindful art of Zentangle.
Participants were able to watch
a demonstration and ‘have a go’.
All that was required to join in
was a piece of paper, a pencil
and a fineline pen – plus a little
concentration and quite a few
laughs!

Trent Valley group is a new group
which was set up during the
pandemic and has only been able
to have online meetings which
take place every five weeks.
The Portishead group said
goodbye to Judith Davies who set
up the group singlehandedly in
2016 after receiving a diagnosis
of PMR. Judith is leaving the
area to be closer to family and
so Paul Bachelor and Georgina
Wyatt have stepped in to run the
group together. They have made
an excellent start. They have
been holding Zoom meetings
approximately every two months
and their last meeting, held in
December, was joined by members
from Bristol and Bath.

Orpington support group member
Margaret Grover has raised a
second donation of £333 from
the Waitrose Community Matters
scheme. Margaret, a customer of
Waitrose Biggin Hill, was unable to
collect the cheque so Penny Denby,
group organiser, was pleased to
step in.
Paul and Georgina presenti
ng Judith (centre) with a
hamper of goodies on beh
alf of the Portishead mem
bers
in appreciation of all her
hard work and generous help
.

Our group organisers are
members, just like you, who have
stepped forward to set up a group
or take over an existing one.
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the country
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Spotlight on Group Organisers
There’s no set format to our
groups, they can be big or small;
a friendly meet up over a cuppa
to more organised events with
speakers. Our volunteer organisers
do what they are comfortable with.
Our aim this year is to create more
groups around the country as well
as to find replacement organisers
for our groups in Worthing,
Whitstable and Harrow/Pinner,
and to do that we need your help.
Could you be a group organiser or
helper?
Here’s what three group
organisers told us about why
they enjoy their role:
“I enjoy organising it and know
that doing things like this make a
difference. I really enjoy chatting
to people and it’s amazing what
you learn from them.”
Derek White
“I enjoy having the ability to
help others whilst helping
myself. This gave me a purpose
and a job when I could not
work. It keeps my mind active
and I get satisfaction from
doing something useful.”
Yvonne McGowan
“I have discovered so many local
people who are affected by PMR
and GCA. Getting everyone
together to share information
and learn from each other has
made running a group really
worthwhile. Keeping in touch
via Zoom and WhatsApp over the
past year has been really helpful.”
Penny Denby

Our groups wouldn’t exist without people like you.
This edition we find out what it takes to run a larger
group like the Yorkshire Support Group (formerly
known as Ilkley group).
Group Organisers: Yvonne
McGowan, assisted by
Teresa and the two Sues
Condition: I have had PMR for 5
years but I think that it has now
worn itself out and I just have to
reduce from 5mg of steroids and
reset my body to almost human
again. I do have Osteoarthritis too,
but that is manageable.
How many people typically attend
meetings? Of the 54 people on
our mailing list, an average of 12
attend the meet-ups, with more
than 20 attending when we have a
speaker.
Before Coronavirus how often did
your group meet? Four times a
year, twice in Ilkley and twice in
Leeds.
What was the format of the
meetings? The sessions were
usually informal discussions.
They might also include lunch
depending on the facilities at the
venue. We have also had two local
consultant rheumatologists come
and talk to us.
How has coronavirus changed
all that? I started Zoom sessions
during the first lockdown. They
usually last for an hour and a half.
There’s normally around 10 of us
in the Zoom meetings. Some find
the technology daunting and I send

out an email to the other members
to keep them up to date with what
is going on. The Zoom sessions
occasionally attract people from
further afield which demonstrates
a need for this to continue after the
pandemic, especially for those who
can’t travel.
Why did you decide to set up a
group? The two Sues met at a
PMRGCAuk Research Roadshow in
Leeds in 2017 and realised there
were no groups in Yorkshire, so
started the group in Ilkley, near
to where one of them lives. We
included the Leeds venue as some
members found it easier to travel
there.
How much time does it take?
The Zoom meetings take about
half a day to arrange, then there
are the feedback emails to send.
Preparation for face-to-face
meet-ups took a similar amount
of time. I also answer enquiries,
enrol members into the group
and update members by email on
activities that may interest them.
I also volunteer on the charity’s
Helpline.
Does anyone help you? Teresa and
the two Sues who I’ve mentioned!
Everything is made much easier
when the tasks are split equally
between the four of us.

If you’d like to join the Yorkshire Support Group, please email yorkshire@pmrgca.org.uk
If you’d like to set-up a group in your area or find out how you can help an existing one,
please email groups@pmrgca.org.uk
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Members’ corner
A warm welcome to all our new members and
thank you to David Briars who sent in his story.

Thank you
To a member who wishes to remain
anonymous who has donated £50,000
for a research project into PMR. We
are very grateful for the opportunity
this gives us and will bring you more
information next edition.

YOUR STORY:

My slow road to recovery
David Briars, 76, shares his experience with us
I had been fit and healthy
throughout my life, playing soccer
into my early 40s and squash a
couple of times a week to a fairly
reasonable club standard into
my 60s. In 2007 I noticed that
my squash was deteriorating. I
started getting aches and pains in
either one or the other and then
both thighs. Later I noticed that
my arms were also aching and I
thought I was doing too much so
started to play a bit less.
The aches got worse and I tried
rest and painkillers which
achieved nothing. I was struggling
to do simple things – I couldn’t
lift my arms above my shoulder
height. At one time I was pulling
some weeds in the garden and
couldn’t get up; my wife had
to come to my aid. On another
occasion, a visit to the bathroom
meant crawling on hands and
knees to get up the stairs.
In April 2009 a holiday to France
was in jeopardy. And then a friend
casually stated that what I was
struggling with sounded like his

mother’s symptoms and she had
PMR. Like many people I had
never heard of this.
I spoke with my GP. He didn’t
think it would be PMR but with
the French trip in mind, I asked
him to prescribe enough steroids
for the weekend and that if they
don’t work (he said they would
work swiftly if it was PMR), we
would investigate further. I took
the 40mg of prednisolone on the
Saturday morning and by that
afternoon I was helping set up
a tent for my granddaughter’s
16th birthday. I was cured! Or so I
thought.
I tapered the steroids dropping
2mg every month while at the
higher dose and then more slowly
later, dropping to 5mg in October
2010 then back up to 10mg, then
tapering again, finally alternating
between 2mg and 3mg for weeks
before reducing to zero. This took
until 2013 and although I wasn’t
playing squash again, I felt so
much better getting on with an
active life with no pain.

Things took a turn in March 2014.
I had headaches on the left temple
on and off. The aches became more
frequent and worsened over a long
period. This is when PMRGCAuk
came into its own; I read about
something called GCA in this
magazine and on the website and
went straight to the doctor and
was referred to a rheumatologist.
I was back on steroids – 30mg
this time – and had a biopsy
although the results of this were
inconclusive.
It was back to tapering the
steroids. I had a hip replacement
later that year which went well
and by the end of the following
year (2015), I was below 5mg and
finally reduced to zero in 2016.
The support group in Taunton and
NewsWire have been so helpful
and the charity deserves our
help, both through donations or
volunteering. For me it was a long
road but the good news is there
is light at the end of the tunnel.

Are you able to share your story to help other people with PMR or GCA?
It also helps us to raise awareness and fundraise if people understand the
conditions through patients’ real experiences.
Please contact fran@pmrgca.org.uk or call 0300 999 5090 if you can help.
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A Rheumatologist Explains…
Bob from Kent writes:
“I had polymyalgia for seven years
with a number of flares during which
my dosage went back up to almost the
original starting level before tapering
again. Thankfully I have been in been
in ‘Club Zero’ for two years now but
am concerned that the cumulative
amount of prednisolone during the
PMR years may have done irreparable
damage to my immune system. Is my
immune system still compromised?
Might it make me more vulnerable to
Covid-19 or could it affect the efficacy
of the vaccination? I am in the over 75
vulnerable category and can’t wait for
the inoculation.”
Dear Bob, please don’t worry
about this. Prednisolone does
reduce your immunity, but this
‘immunosuppressant’ effect only
lasts for a day or so – which is why
the drug has to be taken daily. After
you have stopped taking steroids,
your immune system returns pretty
much to normal. So, if you’ve
been off steroids for two years,
your ability to mount an immune
response to a vaccine should now be
similar to other people your age.
(For other readers who may still be
taking prednisolone: please keep
tapering your dose sensibly and in
line with medical advice, and do
not abruptly stop taking steroids –
having a flare-up of PMR/GCA is
not good for you or for your ability
to fight infections.)
A metaphor I sometimes use is
that prednisolone works by telling
the body’s cells to ‘calm down’.
This includes not only the immune
cells, but lots of other cell types

too. We use steroids to reduce
inflammation, but there are many
unwanted effects of steroids on
the body, like weight gain or high
blood sugars. Some of these nonimmune, unwanted effects might
also affect your body’s ability to
fight off coronavirus.
These unwanted effects all
improve as the steroid dose is
reduced, but some of them can last
quite a long time, sometimes even
after stopping steroids completely.
These longer-lasting effects are
the ones for which cumulative
steroid dose can be an indicator.
The classic one is osteoporosis,
which is why doctors are keen
to prescribe ‘bone protection’
medications during steroid
therapy. Having high blood sugars
for a long time is also not good for
you, and may need to be treated
with further medication.
But let’s not forget about the longlasting psychological effects of
developing and living with PMR
or GCA, now compounded by the
experience of living through a
global pandemic. The immune
system doesn’t work as well in
people who are subject to severe,
ongoing psychological stress. If
this applies to you, or if you find
that anxiety is affecting your life,
please talk to your GP.
We all have a tendency to focus
on things we can measure – like
steroid dose or body weight – but
what is far more important is how
you feel and what you can do.
Good care for patients with PMR/
GCA is not just about adjusting

It’s National Volunteers Week 1st
to 7th June. Most of our volunteers
are members and so thank you
to each and every one of you who
help whether it’s on the helpline,
sending out mail, running groups,
helping on the forum or something
else… it’s all appreciated.
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steroid doses up and down, but
considers all aspects of your
physical and mental health.
Whether you are just starting your
treatment, dealing with flare-ups,
tapering steadily or have joined
‘club zero’, it’s really important
to look after your physical and
mental health. This will give you
the best chances of combating
infections like coronavirus, as well
as improving your general quality
of life.

Dr Sarah Mackie, Consultant
Rheumatologist
If you have a question for Dr Sarah Mackie
or want to share some news, please email
letters@pmrgca.org.uk or write to Fran at
BM PMRGCAuk, London WC1N 3XX.
For ethical reasons, Sarah can’t give medical
advice or discuss individual cases.

In memory of:
Jennifer Ingram who died earlier
this year and had been a member
for five years, supporting us on a
number of occasions.
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Advances in
GCA research
In one of our webinars last year Professor
Dasgupta discussed the advances that have
been made in GCA diagnosis and treatment.
Here he builds on that discussion and how
ultrasound is not just for diagnosis but for
ongoing assessment.
Fast track pathways for urgent
assessment of suspected GCA have
become popular since originally
described at Southend (Patil et al
2015). Since then, we have made
strides in triage of referrals to the
fast-track clinic and formulation
of a probability based diagnostic
algorithm for assessment of GCA
referrals.

References
Fast track GCA pathway Patil et al Clin Exp
Rheumatol. 2015 May 23 https://pubmed.
ncbi.nlm.nih.gov/26016758/
NICE Tocilizumab editorial Coath et
al Rheumatology (Oxford) 2018 Nov 12
https://academic.oup.com/rheumatology/
article/58/7/1123/5174707?login=true
Probability score Laskou et al Clin Exp
Rheumatol. 2019 Feb 15 https://pubmed.
ncbi.nlm.nih.gov/30767870/
Probability based algorithm Sebastian et al
RMD Open 2020; Sep 29 https://pubmed.
ncbi.nlm.nih.gov/32994361/
Halo Score van der Geest et al Ann Rheum
Dis. 2020 Jan 3 https://pubmed.ncbi.nlm.
nih.gov/31900304/
Tocilizumab experience and monitoring
Sebastian et al RMD Open. 2020 Nov 6
https://pubmed.ncbi.nlm.nih.gov/33161376/
Leflunomide experience and monitoring
Tomelleri et al J Clin Rheumatol. 2021 Jan 19
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The key has been the Southend
GCA probability score which
categorises referrals according
to demographics (age, gender),
mode of onset, symptoms, signs,
inflammatory markers, and
presence of alternative diagnoses
into three categories – low,
intermediate and high probability
for GCA (Laskou et al 2019). This
leads to different approaches to
GCA confirmation or exclusion
based on ultrasound and additional
tests (Sebastian et al 2020). GCA
is excluded in patients with
low probability with negative
ultrasound and confirmed (and
treated urgently) in patients with
high probability with positive
ultrasound. In the intermediate
category, where ultrasound is
equivocal or where it conflicts
with clinical judgement, additional
investigations such as temporal
artery biopsy, PET scans or other
imaging are undertaken. This

approach is a safe approach since
it clearly identifies where we are
not sure of the diagnosis and there
is need for further evaluation.
Ultrasound is now no longer
confined to diagnosis but also
for routine assessment in GCA
clinics. We led the NICE approval
for tocilizumab in GCA (Coath et
al 2018) but tocilizumab prevents
use of inflammatory markers
such as CRP or ESR for monitoring
inflammation. The Southend Halo
score (van der Geest et al 2020)
can quantify extent and severity
of inflammation and is now being
used in the international HASGCA study to assess response
to treatment such as steroids,
leflunomide, and tocilizumab. It
is now vital to monitor treatment
such as leflunomide in GCA with
large vessel involvement using a
combination of clinical, laboratory
and imaging parameters such as
ultrasound or PET scans (Tomelleri
et al 2021, Sebastian et al 2020b).
These advances should make GCA
diagnosis and treatment safer.
In particular, they make use of
steroids more precise – no more
or less than what is essential,
thereby controlling inflammation
and symptoms while limiting
steroid related damage.
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The science of weight loss
Doctor, health journalist and author of the 5:2 diet, Dr Michael Mosley
shared his knowledge with us at a members’ webinar in October. It was
a popular event with lots of time for Q&A. Here are the highlights of the
session.
Four pillars of health

Exercise

Time restricted eating

Michael explained that the
four pillars of health are diet,
sleep, exercise and stress. He
emphasised the importance of
eating well and maintaining a
healthy weight particularly by
following a Mediterranean style
diet – as well as eating fermented
foods – and the importance of
activity and getting enough sleep.
These four pillars all have one
thing in common in that they help
to reduce inflammation.

Michael recommends doing more
activity to counteract this muscle
loss and for boosting mental
health. There are two types of
exercise: one that works your heart
and lungs eg walking, running,
cycling etc and the other, resistance
exercise eg squats and press-ups
that work and build your muscles.

There is some evidence that
restricting the time in which you
eat can have a positive effect on
weight loss. Michael suggested
fasting overnight from 8pm to
8am: only drinking water or herbal
or black tea in the evening (instead
of wine or nibbling on snacks).

Inflammation
Michael talked about how steroids
help to reduce the inflammation
that is common with PMR and
GCA and how high levels of
inflammation tend to lead to other
conditions such as diabetes, heart
disease and dementia. It’s a big area
of research within medicine and of
particular interest to Michael.

Weight gain
As we age, our muscle
mass decreases, our
metabolic rate slows
down and so we tend
to put on weight
even if we are eating
the same amount as
when we were 20. On
average people tend
to gain around
half a kilo
per year
from age
30 to
60.

Diet
The main thing he recommended
was calorie restriction based
around a Mediterranean style
diet rich in oily fish, olive oil,
nuts, vegetables and legumes (eg
kidney beans and lentils) as well as
wholegrain carbohydrates such as
wholemeal bread and brown rice.
This diet includes carbohydrates
with fibre which seems important
for weight loss but also has a
powerful anti-inflammatory effect
because it feeds the good bacteria
in your gut and they in turn
produce the anti-inflammatory
chemicals which travel through
your blood. This diet helps to
improve sleep, reduce anxiety
and depression and lower risk of
cancer, heart disease, dementia etc.
It is particularly important as you
get older to eat protein – fish,
meat, legumes – to help preserve
and build muscle.
Although people can lose weight
on as low as 800 to 1000 calories
a day he stressed that if you are
on medication you must discuss
this with your doctor first. He
didn’t advise fasting for people
on steroids, nor the keto diet as it
can be quite unpleasant and isn’t
particularly sustainable.

Alcohol
With 200 to 250 calories in a
medium size glass of wine, Michael
suggested giving up alcohol.

Fermented food
Eating fermented foods (eg
sauerkraut, kimchi and yoghurt) has
been traditional in Eastern Europe
and the East for thousands of
years. Fermenting foods allows the
bacteria in the food to convert the
sugar into a natural form of alcohol
which encourages the growth of
lots of healthy bacteria which is
very good for your gut. This is good
because they turn the fibre that you
eat into substances called butyrate
which are anti-inflammatory.
These then travel around the body,
calming down inflammation. (He
did advise that if you have gut
problems, you shouldn’t eat too
much fermented food.)
Michael’s wife, Dr Clare Bailey
shares recipes suitable for a
healthy Mediterranean diet
on her Instagram account –
https://www.instagram.com/
drclarebailey/?hl=en. You can
also find her recipe for kimchi
here: https://www.fabafterfifty.
co.uk/2020/05/31/kimchi-asiansauerkraut-recipe-from-drclare-bailey-author-of-the-fast800-recipes/
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Charity News

Introducing PMRGCAuk Treasurer
Geoff Holroyd
We are very pleased to introduce
Geoff, our new treasurer who
joined PMRGCAuk in the autumn.
Geoff was born in Lancaster in 1952
and grew up in the Lune valley
north of Lancaster. After leaving
school he went on to Liverpool
University where he graduated
with a maths degree in 1972.
He qualified as an accountant in
1976 and had a long career in the
public sector, mostly working for
gas and electricity companies.
In the latter part of his career he
specialised in corporate finance,
working on a number of large
mergers and acquisitions.
Geoff has been retired since
2014 and lives in West London
with his wife Frances. They have
three adult children and five

grandchildren. He likes to keep
active with gardening, walking
and travelling (when it is possible)
and is a keen golfer and follower of
Liverpool FC.
Geoff has first hand experience of
how frightening the risk of sightloss is for GCA after falling ill in
early 2019. He was fortunate to see
a young GP who recognised his
symptoms and sent him straight
to A&E where he was admitted
and remained in hospital for two
weeks. Soon after being admitted
he developed double vision and
was put on high doses of steroids.
Again, he considers himself
fortunate that the steroid treatment
was effective and the double vision
gradually receded over the summer
of 2019 and his eyesight has now
returned to normal.

Grants
won!
Kent Community
Foundation has
made us an award
of £4,000 that will
be used to fund a
part-time regional
organiser covering
Kent. Initially
this will be to set up two further
meet up/support groups – in the
Dartford/Medway towns area and
in the Tonbridge area, as well as to
support all groups in Kent.
Thank you to all the members who
voted for us in the Ecclesiastical
12 Days of Giving campaign in
December – we won a £1,000 grant!
James Tudor Foundation has
given us a grant of £1,500 towards
our training and support for our
fantastic helpline volunteers.

Our new website is launched!
For up-to-date information on research, events and news or to
download an information pack; renew your membership; make a
donation or search for your local group please come and find us at
www.pmrgca.org.uk!
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We have also been awarded a
£500 bursary from St Martin’s
Challenge – an organisation that
supports the vulnerable in society
and recognises those that support
people in need.
Thank you to all four
organisations.
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Fundraising

PMRGCAuk Week: 7th–13th June 2021
We will be celebrating our annual fundraising week once again in June.
It’s a time to raise awareness of the conditions of PMR and GCA and our
charity and raise money. We encourage as many of you as possible to
join in with some of the activities that are going on.
Webinars

Calendars and cards

We will be hosting two webinars
during the course of the week.
These will be free for all
members – although a donation
would be lovely. If you haven’t
tried joining one of these before,
please give it a go. They will be run
on Zoom but we will have cameras
and microphones switched off
(except for the speakers of course)
so there really is nothing to be
nervous about. Please get in touch
if you’d like some help to use Zoom
before the event. Also, please make
sure we have your email address
as we will be emailing out details
nearer the time.

Once again, we are running a
photo competition. There were
so many creative and amazing
images in last year’s competition
that we’d like to see more. The
winning photos will be used for
our 2022 calendar and also for a
series of notelets. We’re looking
for images of landscapes, nature,
animals – if you see something
you think would look good on
a calendar or card, then take a
picture and send it in. Remember
to use the largest file size on your
camera or phone. Last time we
had some lovely images that
weren’t quite big enough in file
size and couldn’t be chosen for
the calendar.

Sponsored walk
Let’s hope that the weather is kind
and we’re all able to get outside
for some fresh air and a walk.
Whether it’s a 10km hike or laps
around your garden – remember
the inspirational Tom Moore who
showed us that even something
little can go a long way. All you
need is a few sponsors and you
could raise some money during
PMRGCAuk week.

Please send images to:
cards@pmrgca.org.uk
Entries are free for members. By
sending in your images, you are
consenting for us to use them in
either the calendar or notelet and
in NewsWire and across social
media as well as for your name to
appear on the calendar or card.

Host a Zoom afternoon tea

Encourage someone to
join the charity

Whether we are socialising in
person or not, host an afternoon
tea in your garden or across Zoom.
It’s a nice way to meet up with
your group members or friends
and family. Ask everyone to make
a donation – to save dealing with
money and going to the bank you
can ask them to donate on our
website www.pmrgca.org/howto-help/donate/.

Do you know someone with
PMR or GCA who isn’t already a
member of the charity? Maybe
they are a member of a support
group but haven’t quite got around
to filling in a form and joining.
Or recently been diagnosed. This
is the perfect week to give them a
nudge. They can join online at
www.pmrgca.org.uk/how-tohelp/become-a-member/.

Gift aid is an important source
of income for the charity. If you
are eligible for gift aid please
make sure you have a gift aid
declaration with us to allow
us to collect 25p from HMRC
for every pound you donate.
A membership of £15 plus £5
donation is worth another £5
if you are eligible for gift aid
and have let us know. You can
find out if we hold a gift aid
declaration for you on your
membership renewal documents
or online when you renew.
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Helpline

0300 777 5090
www.pmrgcascotland.com

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

Notes from the Chair –
Richard Cuthbert
It is easy to fall into the trap of
thinking that nothing much is
happening during these months
of lockdown restrictions which
I hope are eased, or being eased,
as you read this. A little thought,
however, shows there is still
activity within the charity
and life in general. In the last
issue I mentioned that we were
holding online meetings covering
Scotland as a whole, and indeed
welcoming some members of our
charity from outside the country.
The most recent meeting heard
about ‘Activity Levels – what is
possible with PMR/GCA?’ and an
important point emerging was
the use of the word activity rather
than exercise – there are so many
simple little things that we can
do to help ourselves each day that
certainly wouldn’t be classified as
exercise. Another big success was
holding the meeting on a Saturday
as opposed to the traditional
weekday gatherings when we met
in person. Our numbers were up
significantly over the previous
meetings and the feedback
was that the weekend suited
members who were working, had
childcare responsibilities or other
commitments. On the strength of
this our next meeting, as I write,
will also be on a Saturday.
It’s February as I write and I am
looking out on snow just now, but
living where I do in the Central
Lowlands I am lucky because it
usually is not very deep or longlasting. Contrast that with David
Carrott of our Highland group
and enjoy his account of the
everyday winter procedures that
went into his trip for the Covid-19
inoculation.
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Beating Covid-19 and
the cold weather –
David Carrott
At last, we received the good
news of our appointment for the
Covid-19 vaccine on 9th February.
However, living in Nethy Bridge,
Highlands in winter provides its
own challenges for many tasks
which might be routine elsewhere.
We had had snow on the ground
since Christmas Eve with
temperatures in negative double
digits, and more low temperatures
and snow were forecast as part of
an amber warning.
Previous appointments for regular
blood tests had almost been missed
due to the snow-covered road
to Grantown on Spey (a 5-mile
journey) being blocked with a
stuck double-decker bus (yes, a
double decker in rural Highlands)
and an articulated lorry, despite
most people in the area using
winter tyres. Another problem we
encountered one day was a flat
battery due to the cold and with
the car not having been out for
regular runs. With advice from
the phlebotomist, we purchased
a battery booster – not the usual
advice one gets on the NHS!
So, some planning was required to
arrive precisely at the appointed
time for the vaccine. We ensured
that snow and ice was cleaned off
the car as it accumulated during
the previous days. As part of our
usual precautions we ensured
it was parked with automatic
retraction of the wing mirrors
disabled (to prevent
damage if frozen
solid) and
the hand
brake
off

(otherwise it would be frozen on).
We started the car early and ran
it for about 60 minutes to get it
warm and to remove the ice from
the windows.
We armed ourselves with the
now usual face masks and hand
sanitiser, and donned boots
and thermals with a tee shirt
underneath (in minus 10!). We had
an uneventful journey and followed
the instructions to park in the
town centre and walk to the leisure
centre as only limited parking was
available. We only learned later
that an emergency car park had
been created at the venue.
Our careful precautions and the
clear road made for an early arrival
and we sat in our car in the town
centre for about 30 minutes. It was
then an icy 10-minute walk to the
centre, brightened up by meeting
our son, who we had not seen in
person since Christmas.
The arrangements at the Covid-19
vaccine centre in the closed leisure
centre were amazing. Multiple hiviz clad Highland Council workers
creating a temporary car park
on the golf course practice area
using a snowplough gritter, police
officers, leisure centre employees
directing people, NHS workers and
volunteers. All for a very necessary
10 second jab!
We drove back the long way to
recharge the car battery, and
at home we recharged our own
batteries with a welcome cuppa.
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SUPPORT GROUPS

HIGHLANDS
(INVERNESS)

ABERDEEN

DUNDEE

EDINBURGH
GLASGOW

NORTH EAST GROUP

LISBURN

KENDAL CUMBRIA

ILKLEY

YORK
LEEDS

Our network of
groups around the
country is growing!

DONCASTER

EAST MIDLANDS
TRENT VALLEY

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.
While groups may not be holding
face to face meetings, many are
keeping in touch via email or
holding Zoom video meetings so
do get in touch with the relevant
organiser if you’d like to find out
more. A full list of contacts is on
the back page.

EAST ANGLIA

COVENTRY
SHROPSHIRE

CAMBRIDGE

WOODBRIDGE

BEDFORDSHIRE
WELWYN GARDEN CITY
HIGH WYCOMBE

CARDIFF

BRISTOL

PORTISHEAD

HARLOW
CHELMSFORD
SOUTHEND-ON-SEA

HARROW/PINNER

BATH

WHITSTABLE

SURREY
BARNET

TAUNTON

SALISBURY

MAIDSTONE

OXTED

ORPINGTON
LONDON
EASTBOURNE

TRURO

PLYMOUTH

TORBAY

BRIGHTON
EAST DORSET

WORTHING
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SUPPORT GROUP
CONTACTS
SCOTLAND (Scotland is an
independent organisation)
PMR-GCA Scotland
Contact: Richard Cuthbert (Chair)
www.pmrgcascotland.com
chair@pmrgcascotland.com
Tel: 0300 777 5090
Aberdeen
Aberdeen@PMRGCAScotland.com
Dundee
Dundee@PMRGCAScotland.com
Edinburgh
Edinburgh@PMRGCAScotland.com
Glasgow
Glasgow@PMRGCAScotland.com
Highland (meets in Inverness)
Highland@PMRGCAScotland.com
NORTHERN IRELAND
Lisburn
Contact: Caroline Stewart
lisburn@pmrgca.org.uk
WALES
Cardiff
Contact: Sue
cardiff@pmrgca.org.uk
North Wales
Contact: Group Organiser
northwales@pmrgca.org.uk

Our network of
groups around the
country is growing!

East Anglia
Contact: Sandra Waspe
eastanglia@pmrgca.org

South West (Taunton)
Contact: Wendy Morrison
taunton@pmrgca.org.uk

Harlow
Contact: Julie/Jean/Roy
harlow@pmrgca.org.uk

Torbay
Contact: Group Organiser
torbay@pmrgca.org.uk

Southend/Chelmsford
Contact: Pat Fedi
southend@pmrgca.org.uk

Truro
Contact: Margaret
truro@pmrgca.org.uk

Welwyn Garden City
Contact: Sheila
wgc@pmrgca.org.uk

GREATER LONDON, ENGLAND

Woodbridge
Contact: Susan
groups@pmrgca.org.uk

Greater London
Contact: Anne
london@pmrgca.org.uk

MIDLANDS ENGLAND

Barnet
Contact: Derek
barnet@pmrgca.org.uk

Coventry
Contact: Ann Hollingsworth
coventry@pmrgca.org.uk

Harrow/Pinner
Contact: Janice
pinner@pmrgca.org.uk

East Midlands
Contact: Bridget
eastmidlands@pmrgca.org.uk

High Wycombe
Contact: Sue Stevens
highwycombe@pmrgca.org.uk

Shropshire
Contact: Joan
shropshire@pmrgca.org.uk

Orpington
Contact: Penny Denby
orpington@pmrgca.org.uk

Trent Valley
Contact: Dorothy Waterhouse
trentvalley@pmrgca.org.uk

SOUTH AND SOUTH EAST ENGLAND

SOUTH WEST ENGLAND

Brighton
Contact: Catherine Spencer
brighton@pmrgca.org.uk

Bath
Contact: Pat Martin
bath@pmrgca.org.uk

Eastbourne
Contact: Janet
eastbourne@pmrgca.org.uk

Bristol
Contact: Bridget/Felicity
bristol@pmrgca.org.uk

Maidstone
Contact: Margaret Hicks
maidstone@pmrgca.org.uk

East Dorset
Contact: Pat Worthington
eastdorset@pmrgca.org.uk

Oxted
Contact: Debbie Pitt
oxted@pmrgca.org.uk

Kendal (Grange over Sands)
Contact: Win Sayers
gos@pmrgca.org.uk

Plymouth
Contact: Geoff
plymouth@pmrgca.org.uk

Surrey
Contact: Shirley O’Connell
surrey@pmrgca.org.uk

EASTERN ENGLAND

Whitstable
Contact: Group Organiser
whitstable@pmrgca.org.uk

bedfordshire@pmrgca.org.uk

Portishead
Contact: Georgina Wyatt and
Paul Bachelor
portishead@pmrgca.org.uk

Cambridge
Contact: Trisha
cambridge@pmrgca.org.uk

Salisbury
Contact: Patrick O’Donnell
salisbury@pmrgca.org.uk

NORTH EAST ENGLAND
North East
Contact: John Robson
northeast@pmrgca.org.uk
NORTH WEST ENGLAND
Yorkshire (Ilkley, Leeds, South Yorks
and North Yorks)
Contact: Yvonne
yorkshire@pmrgca.org.uk

Bedfordshire
Contact: Karen

Worthing
Contact: Group Organiser
worthing@pmrgca.org.uk
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