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Welcome
It’s been a busy few months for PMRGCAuk. Coronavirus has affected us
all. We’ve had to evolve our working practices for day to day things such
as meetings and to think hard about how we could create a PMRGCAuk
week to remember – not easy when many are shielding. Hopefully
some of you will have attended the online webinars with our president,
Professor Bhaskar Dasgupta and trustee, Dr Sara Muller and I hope that
you were as impressed as I was by the detailed knowledge they shared.
As you can see, we have also been busy rebranding and have a clearer
and more impactful logo (as well as a redesigned NewsWire) which
should stand us in good stead for the next ten years of the charity’s
development.
There’s something for everyone in this edition: research, information and
a very useful feature article about tapering. Dr Sarah Mackie returns to
answer a question from a member and we have an interesting story of
one member’s experience of Tocilizumab.
We also extend a warm welcome to Dr Chetan Mukhtyar, consultant
rheumatologist from Norfolk and Norwich Hospital, who has joined us as
trustee. Some of you may have met Chetan at our members’ day and AGM
last year when he came to talk about the work he and his colleagues have
done developing a fast-track system for GCA.
Finally, as lockdown is lifted around the country, many of you will be
taking individual decisions on whether to relax some of the restrictions
that have been in place. Whatever you decide, remember the importance
of keeping up your medical appointments and stay safe.

Humphrey Hodgson
Chair of Trustees

Helpline
0300 111 5090

Website
www.pmrgca.org.uk

Facebook
www.facebook.com/
pmrgcauk

Twitter
@PMRGCAuk

HealthUnlocked
https://healthunlocked.com/
pmrgcauk
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Important message about emails
We are increasingly using email to communicate with members,
particularly for things that are happening at short notice e.g. if we need
votes to secure a grant or for the webinars we ran for PMRGCAuk week. It
also helps us to save money on postage. Many of you have already given
us your email address and given permission for us to email you, but if
you haven’t yet done so, and you’d like to receive these communications,
please let us know your email address and that you are giving us
permission to email you with marketing communications. (If you’ve
previously opted to receive NewsWire by post and would like to continue
to do so, then just tell us when you give us permission to email you and
you will still be sent a copy in the post.)
If you have already given us your email address, please remember to
update us if you change it and to make sure we are on your “safe sender”
list so that our messages don’t end up in your junk folder.
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CHARITY NEWS:

Our new trustee
We’re very pleased to introduce Dr Chetan Mukhtyar,
consultant rheumatologist at Norfolk and Norwich
Hospital, who joined PMRGCAuk as trustee in June.
Chetan attended medical school
in Jamnagar, Gujarat, India. After
a couple of postgraduate degrees,
he certified as a rheumatologist in
the UK having trained in Reading,
Oxford, Aylesbury and Swindon. He
developed a clinical and research
interest in vasculitis while doing
a fellowship at the University of
Oxford. He has set up separate
dedicated multi-disciplinary
vasculitis clinics for small vessel
disease and large vessel disease
in Norwich. The large vessel
(GCA) service was short-listed
for a national (Royal College of
Physicians) award in 2020.

A seasoned volunteer, Chetan has
done voluntary work for the Royal
College of Physicians by serving
on the examination board of the
college and for the British Society
for Rheumatology by serving as
a trustee and secretary of the
organisation.
When we invited Chetan to be a
trustee of the charity, we were all
delighted when he accepted. “In
my day job I look after individuals
suffering with vasculitis,”
says Chetan. “As a researcher
I look to find answers that are
translatable to the wider cohort
of individuals suffering with

Funding win for buddy
scheme and information
We have recently been successful
in securing grants to help develop
some exciting projects for the
charity. In March, the Garfield
Weston Foundation, gave us
a grant of £7,500 towards a
redesign and wide distribution
of information packs as well as
a media initiative on both GCA
and PMR. In June, the Masonic
Charitable Foundation confirmed
they were giving us £9,000 spread
over three years for our buddy
befriending project.

applications but it is time
consuming and can be tricky. We
don’t know whether we will be
successful in our applications. To
ensure success we have to apply to
many grant makers for the same
project. For each application there
is generally a one in five chance
of success. This means that we
can plan for projects that we know
are great for the charity, but with
such high competition for the
same funds, we may not be able to
deliver them.

As we don’t tend to have spare
income to spend on extra projects,
we rely on trusts and foundations
to support us in delivering them.
We continue to make funding

Many grant-makers prefer to fund
specific programmes and will be
particular about what and where
they will fund a project. We can
find the perfect grant to match

vasculitis and therefore this was
a natural extension to be able to
offer my help and experience to
a community united in a similar
effort to support individuals with
PMR and GCA.”
Chetan lives in Norwich with his
wife, two daughters and dog. He
says, “Fans of QI, the TV show,
will remember an episode where
Stephen Fry said that ‘Happiness
is eating a pizza while watching
TV in Norwich’. Outside of work,
that is the mantra that I try to live
by. Although the dog does not get
to join us while the pizza is still
around!”

WIN!
our project, only to discover that
it has to take place in one specific
county rather than UK-wide. It is
unusual to find a grant-maker who
will fund core costs or ongoing
running costs (salaries, overheads
etc.) because most funders want
to see concrete evidence that their
grant has made a difference to a
charity. It is possible to apply for
core costs as part of a project grant
application, but this will generally
only cover part of the ongoing
costs. This is why we rely so much
on your support as a member. Your
contribution goes towards running
the charity, in order that we
can apply for funds to run other
projects.
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RESEARCH
ROUND UP
Dr Sara Muller is a Research
Fellow at Keele University, where
she leads the PMR Cohort study.

Not much
research to report
this time, but I have
picked out a couple of
studies that I thought
had questions that
would be of interest.
The first study is from Japan1 and
attempted to look at why some
people seem to get better quickly
with PMR, whilst others need
to stay on steroids for several
years. The authors studied 93
patients diagnosed with PMR
at their hospital in Tokyo. They
excluded those who developed
GCA or rheumatoid arthritis.
They looked at the characteristics
of the patients when they were
diagnosed to what was associated
with remission (no symptoms,
normal CRP and no steroids) by
2 years after diagnosis. Around
half of patients were in remission
by 2 years, although 15% were still
not in remission after 7 years. The
authors were not really able to
identify any patient characteristics
that were associated with earlier
remission. It seems that having
a higher CRP at diagnosis and
having a relapse (reappearance of
symptoms, increased CRP and need
to increase steroids) in the first six
months might be important. Whilst
a higher CRP at diagnosis is in
keeping with a systematic review
from EULAR/ACR in 20152, we
need to be careful in interpreting
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this study, as it is only from one
hospital and the population of
Japanese patients with PMR is
likely to be different from that
seen in the UK (for example, only
55% were female and the average
starting dose of prednisolone was
13.5mg, which is quite low).
Another study from Italy3, sought
to understand whether PMR
may be triggered by infection
or vaccination and appeared
to show that a higher CRP was
associated with faster remission.
However, this was not very clear,
as it was not the main aim of the
study. Their main interest was in
whether infections or vaccinations
‘triggered’ the onset of PMR.
They found that about a quarter
of people with PMR reported that
they believed their condition was
related to an earlier infection (e.g.
flu) or vaccination. On a positive
note, they also found that these
people generally recovered more
quickly from PMR.
In GCA research, a group in
Sweden has conducted a larger and
more methodological robust study
of this same idea4. They found that
whilst infections were common
across the population, they were
more likely to have occurred in
people who developed GCA. They
particularly highlighted that
respiratory infections appeared to
increase the risk of GCA. There was
no association between GCA and
gastrointestinal or skin infections.

References
1

Aoki et al. DOI:
10.1080/14397595.2020.1777680

2

Dejaco et al. DOI:
10.1080/14397595.2020.1777680

3

Falsetti et al. DOI: 10.5114/
reum.2020.95360

4 Stamatis et al. DOI: 10.3899/
jrheum.200211
In each of the papers above, searching
online for “DOI: code” brings up the paper
as the first result.

New Logo,
New Website
We’re updating the website
and as part of this process,
have redesigned our logo.
The colours are bold and
more reflective of an
inflammatory condition,
and the design clearly
identifies the two conditions
of PMR and GCA. This will
now appear across our new
website - which is due to be
launched in late summer as well as across digital
media and printed materials
such as letterheads.
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The E-EULAR GCA PMR
study group meeting
Rheumatology
professionals from
around the world
took part in a GCA &
PMR study group on
4th June as part of
E-EULAR (European
E-Congress of
Rheumatology).
The convenors were:
Christian Dejaco, Eric Matteson
and Bhaskar Dasgupta.
This meeting, held virtually
at E-EULAR, was joined by 92
attendees from five countries.
Eric Matteson started with a
review of clinical trials ongoing
or in setup related to PMR.
This includes biologic agents
such as tocilizumab, abatacept,
barcitinib, sarilumab as well as the
leflunomide RCT by Dr Brouwer.
Christian Dejaco presented a
proposal to develop a registry
of patients with GCA and PMR
treated with glucocorticoids
with/without synthetic, targeted
or biologic disease modifying
agents. There is need for robust
evidence of outcomes in GCA
and PMR particularly with the
use of different types of therapy.
The protocol is based on the
recommendations of the EULAR
task force.

This causes hospital admissions,
inappropriate investigations
and steroid therapy. Fast track
PMR clinics will address triage,
stepwise approach to diagnosis
with non-PMR clues, robust
evaluation of the steroid response,
early imaging, identify PMR/GCA
large vessel vasculitis overlap,
and prescribe individualised
steroid doses with early disease
stratification that allows rapid
introduction of disease modifying
agents.
Fast track clinics require
agreement with other stakeholders
in primary care, other MSK
providers with regular reminders
to all health providers. These
clinics need patient support
through PMRGCAuk.
Bhaskar Dasgupta presented the
HAS GCA study to validate the
novel quantitative ultrasound
Southend Halo score. The Halo
score reflects size and extent of
halos in temporal and axillary
arterial segments and is associated
with disease activity and severity
such as ocular ischemia. The HAS
GCA study, recruiting in UK, aims
to prospectively study the Halo
score in diagnosis, prognosis and
as a monitoring tool for GCA.
Sarah Mackie and Elisabeth
Brouwer presented leflunomide
studies in GCA and PMR.

There are no good disease
modifying agents in PMR or
GCA. Case series and an open
controlled trial has shown the
benefit of leflunomide in difficult
to treat GCA and hence it is time
to conduct an RCT of leflunomide
in GCA.
Elisabeth Brouwer updated the
study group on the leflunomide
PMR trial running in the
Netherlands. Currently two centres
have recruited patients. However,
it is not easy to get referrals of
PMR within two weeks of start
of steroid treatment. It was also
difficult obtaining a placebo for
leflunomide, but this has been
resolved. There is interest in
participation across Europe.
There followed several studies
with different measures of
quantitative ultrasound in the
assessment of GCA made by
Sara Monti, Cristina Ponte and
Wolfgang Schmidt. Attendees
agreed that there should be a
common way of quantitatively
assessing ultrasound findings in
GCA.
The Study group concluded with
presentations on asymptomatic
GCA seen within the phenotype
of PMR. These studies were
presented by Eugenio DeMiguel
and Daniele Gozzoli from Spain
and Switzerland respectively.

SAVE THE DATE:
Saturday 5th September 2020

Bhaskar Dasgupta presented a
proposal on fast track clinics
PMRGCAuk members’ day and AGM – due to the uncertainty
for PMR. The challenge in
around coronavirus and concerns about travelling by public
PMR is to distinguish it
transport we will be holding this event online. It will be a perfect
from other polymyalgic
opportunity for many members, who might otherwise be unable to travel,
conditions and reduce
to attend this event. Information should already have been emailed or posted
diagnostic delay.
to you and details are available on our website at www.pmrgca.co.uk/news/agm
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PMRGCAuk Week
16th–22nd June

With the country in the grip of lockdown this
year we concentrated our effort on providing
two informative webinars for members and
supporters.
We are very fortunate that our president, Professor Bhaskar Dasgupta and
trustee, Dr Sara Muller were able to give up their time to present detailed
and informative presentations and make time to answer questions
afterwards. We had such demand for these events that we had to increase
capacity and in the end over 300 people attended. There was no fee to
attend, instead we asked for donations.

Webinar by Professor Bhaskar Dasgupta:
PMR & GCA: The Road Beyond Covid

“fantastic”
“very, very
interesting”
“enlightening”
“will watch
it again”
“reassuring and
inspiring with
a lot of hope
for the future
understanding of
this illness and its
treatment”
“brilliant!”
(Feedback on both webinars)
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Professor Dasgupta’s webinar
started with a history of how
the charity began in 2008 and
moved on to talk about the road
travelled on PMR and GCA,
and the management and selfmanagement of the conditions
both during the pandemic and in
more normal times.
The talk contained a lot of valuable
information including:
PMR/GCA/LVV Overlap. Thanks
to the use of scans we now know
that there are two types of GCA:
Cranial and Large Vessel. Cranial
symptoms are headache, jaw pain
and visual disturbances. GCA
Large Vessel symptoms include
constitutional symptoms (i.e. low
grade fever, drenching sweats,
weight loss, tiredness) stiffness
in the shoulders and hips which
are also symptoms of PMR, and
inflammation in the large arteries.
BSR GCA Guidelines 2020. They
have been updated this year but
unlike previous guidelines these
have international authorship, are
worldwide rather than just UK
accredited by NICE. Worldwide
PMR guidelines have already been
devised under EULAR and ACR
and released in 2015. Professor
Dasgupta spoke about a need

for Health Commissioners and
planners to revise the existing
medical pathways in accordance
with the guidelines.
Fast Track for GCA. In south
Essex they have a flyer to guide
GPs on the symptoms that would
trigger referral to the pathway,
which illustrates the process of
diagnosis, involving ultrasound
and using levels of probability
(Southend probability score) and
the importance of this being
completed urgently. Professor
Dasgupta emphasised the need for
an investigation of GCA mimics
involving the possibility of other
conditions being ruled out before
confirmation of a GCA diagnosis.
This has resulted in production
of a Diagnostic Algorithm
which he feels should be used
internationally.
Ultrasound for diagnosis,
prognosis and monitoring of GCA
LVV (Large Vessel Vasculitis)
and PMR. A unique quantitative
ultrasound measure called the
Southend Ultrasound Halo Score
has been devised and published
which allows ultrasound of the
temporal and axillary arteries to
be used for day to day assistance in
GCA clinics.

PMRGCAuk NEWSWIRE

Ten Reasons for Fast Track PMR.
PMR is a complex rheumatology
problem with many mimics and
pitfalls. There is a need to look
more closely into diagnosis using
elements such as age, ultrasound,
evaluating steroid dose after four
weeks and considering the use of
other medications.
Fast Track for PMR is considered
the gold standard for diagnosis.
A flyer has been produced for
use by GPs explaining this
pathway. This suggests referral
to a rheumatologist within 1-2
weeks, together with a list of
diagnostic tests and positive
and negative clues. These tests
include a urine test, chest x-rays,
as well as a blood test. Currently
the majority of people receive a
diagnosis of PMR without seeing a
rheumatologist and are only being
tested for inflammation in the
blood.
Communication is even more
important than normal in a
pandemic. Professor Dasgupta
mentioned how his own family
were utilising technology,
WhatsApp, Facetime and Zoom, to
stay in touch with each other and
how important this is, particularly
for those that live alone.
Health Services are still running.
Seek medical advice for any
worrying symptoms whether new
or recurring. People might feel
anxious about leaving home but if
you don’t seek help when you need
it, you may put your health or even
your life at risk. Also continue
your medications unless directed
by a medical professional.

Webinar by Dr Sara Muller:
Study of the course
of PMR symptoms two
years after diagnosis
Dr Muller’s presentation is
based on a paper she published
with colleagues in the journal
Rheumatology last year. She
discussed this work at the
charity members’ day and AGM
that year. You can find a full copy
of the paper here, for free,
if you want to read it in detail
https://bit.ly/2AFVm6y.
(Remember that this paper is
written for a scientific audience
and it might not be very
accessible.)
Here she provides a summary of
her presentation:
At Keele University, we have
been studying people diagnosed
with PMR by their GP. 652 people
completed seven questionnaires in
the two years after their diagnosis.
They gave us information about
their health and well-being, as
well as about their PMR symptoms
and treatment.
We know that doctors tell people
they will get better quickly with
steroids and stop treatment within
two years. We also know this is
often not the case. We wanted to
look for groups of people with a
different pattern of symptoms.

http://www.pmrgca.co.uk/
content/profdasgupta

The pink line (about 1 in 4 people)
shows people who get better
quickly and stay better – like the
doctors say. They are generally in
good overall health and are more
likely to be men. The green line
(about 1 in 8 people) is similar,
but their symptoms seem to get
worse again over time. We think

Patterns of pain in the five groups of people
Muller et al. Rheumatology epub ahead of print doi: 10.1093/rheumatology/kez533

10

Cluster 1 - Sustained symptoms; Cluster 2 - Partial recovery with sustained moderate symptoms;
Cluster 3 - Recovery before worsening; Cluster 4 - Rapid and sustained recover;
Cluster 5 - Slow and continuous recovery
Estimated means, Class 1, 8.3%
Estimated means, Class 1, 23.0%
Estimated means, Class 1, 17.5%

9
8

Estimated means, Class 1, 32.3%
Estimated means, Class 1, 18.9%

7
Pain score

There were so many questions
in the Q&A afterwards that it
was not possible for Professor
Dasgupta to answer them all.
He kindly wrote out his replies
later which you can find on our
website at:

On each questionnaire, we asked
people to rate their pain and
stiffness from 0 to 10. We used
this information to group people
according to the path of their
symptoms over time. We found
that people generally fell into one
of five groups, which you can see
in the graph.
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they may have a more difficult-totreat form of PMR. Or maybe they
have some other health conditions
as well as PMR? The brown line
(about 1 in 5 people) has a slow
recovery. Maybe they also have
other health conditions, or they
didn’t get a high enough dose of
steroids? The blue line is about 1
in 4 people. We don’t think they
have PMR, but another condition
that initially responds well to
steroid treatment. They have more
anxiety, depression and sleep
problems than the other groups.
Finally, the red line is about 1 in 10
people. We don’t think they have
PMR or any condition that can be
treated with steroids. They are
generally younger and have worse
physical and mental health than
people in the other groups.
From this work, we can see that
PMR is not as simple as some
doctors think. The next step is to
try and predict at, or soon after,
diagnosis, who is in which group.
This is probably very difficult to
do well, but we are going to try. If
we can predict this, we can think
about giving people in different
groups different treatments.
Last year, we sent another
questionnaire to the people in this
study. We are also reviewing their
medical records (where they gave
permission). We are now looking
at how people do up to six years
after their PMR diagnosis. We hope
to be able start to understand who
will need different treatments.
Both webinars are available to
view on our website at
http://www.pmrgca.co.uk/
content/pmrgcauk-week

Webinar communication
Because of the short notice
organising these two events we
advertised them to members
by email as well as on Twitter,
Facebook and HealthUnlocked.
If you didn’t receive an email
but would like to receive emails
about events, NewsWire and other
activities in future, please see page
2 for what to do.
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Lockdown Calendar Photo Competition
In PMRGCAuk week, we also launched our Lockdown Calendar Photo
Competition. We want you to send in your best photos from lockdown –
pets, gardens, flowers, sunrises and sunsets, etc. – and we will choose 12
winning entries for the PMRGCAuk 2021 calendar to be on sale later this
year.
Photos need to be sent in as digital images (jpeg format) at the highest
resolution your camera or phone can take. Entry is free for members.
There is a £5 fee per image for non-members (this can be paid via the
donate button on our website or by cheque to the office).
You can enter as many times as you like. Please send entries to
info@pmrgca.org.uk with your name and membership number
(or proof of payment if a non-member).

Local Events
Shropshire group were planning
some mini sponsored walks
and John Robson the North
East group organiser set up a
fundraising page on Facebook
linked to his virtual expedition
(see group page for more
details). If you did anything,
please do let us know how you
got on.

Thank you to everybody who
supported our events and donated
and to our speakers who gave up
their time.
We don’t have an exact figure yet,
but we have raised in excess of
£650 so far.
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Groups
Around
the Country
John Robson, North East Group

North East Group

Shropshire Meetup

Group organiser, John Robson,
has been emailing his group on a
weekly basis. Each week there’s
a different theme such as local
history on your doorstep walk,
whisky tasting, Kilted Yoga,
Mountains of the Mind, Greetings
from the Garden, Summer Holiday
at Home, etc.

Shropshire members agreed to
try a few fundraising ideas for
PMRGCAuk week. They challenged
themselves to do ‘Solo Walks’
and to tailor it so that they each
stretched their usual exercise
regime. They asked family and
friends to sponsor them.

John has also been keeping NE
members entertained with details
of his virtual expedition. John
says, “During the ‘downtime’
period (lockdown) I’ve been on
a virtual expedition living in
different tents and divvy bags
in the back garden under the
Nepalese Prayer Flags. I’d not long
returned from a real high altitude
expedition to the Himalayas
attempting to climb Annapurna IV
(7525m) which is the 47th highest
mountain in the world. On summit
day we were in deep snow up to
our waist and actually avalanched
off the summit ridge! I’ve been
writing a blog about my ‘virtual
adventures’ and at present I’m on
the quest of the yeti. Also during
this period I’ve remained barefoot
to walk and run, or barefoot
shoes.”

Joan’s challenge, for example, was
to walk for five miles on five days
before the end of July.
They also discussed asking for
donations if they were hosting
small gatherings and providing
refreshments and they are still
collecting postage stamps. As
they’ve not held any face to face
meetings for a little while and had
some surplus cash they agreed to
donate £50 to PMRGCAuk.
It was their first Zoom gettogether. “It was a very
supportive discussion
and lovely to be
face to face.”

Southend and
Chelmsford Group
Their first Zoom meeting was with
Professor Dasgupta and Madeline
Whitlock from Southend Hospital.
16 people joined it. Some people
had difficulties joining but one
of their members helped them
and any issues were sorted. They
had very good feed back in that
everyone enjoyed the contact,
albeit virtually, with others.
Professor Dasgupta and Madeline
Whitlock gave some excellent
advice and were able to answer
any questions that arose. They are
now looking into the possibility
of having other speakers to their
Zoom meetings.

p
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PMRGCAuk week coincided with
the 13th week of John’s virtual
expedition and using Facebook he
has raised funds for the charity.
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Zooming Groups
There has been a lot of activity
around the country with more
and more groups attempting and
enjoying the technology of video
meetings. It has been brilliant
to see so many of the groups
and members being able to see
each other while in this strange
lockdown time.
Who’s Zooming?
In the South West: Taunton and
Truro support group are holding a
monthly Zoom meeting.
There is also a regular meeting
for the combined members of
Bristol and Portishead Groups.
Recently they have extended the
invitation to all the other groups
in the south west and had people
attending from Bath and Salisbury.
If numbers grow too large they
are more than happy to introduce
more meetings.
Shropshire group held their first
Zoom meeting in June which went
well and scheduled their second
one for July.
Ilkley, Leeds and Yorkshire
support group are holding regular
Zoom meetings.
Orpington Support Group holds
Zoom meetings for Kent members
every two weeks. They have
expanded to include members
from West and East Sussex and
recently were joined by some
Surrey members too. Sue, an
Orpington member, who moved
recently to Barnard Castle in
Durham, has been able to keep
in touch with us. Marilyn from
Maine, USA is another regular
member of the meetings. (There
is no national charity to support
those with PMR or GCA in the USA
or Canada.)
Marilyn found us through
PMRGCAuk’s HealthUnlocked
forum and is now a full member
of PMRGCAuk. We welcome any
PMRGCAuk member who does not
have a local Zoom support group.
To find out more please contact
wedpm@pmrgca.org.uk
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Southend and Chelmsford Groups
held their first Zoom meeting
earlier in the summer and plan to
hold them regularly.
East Midlands Support Group are
hosting Zoom meetings every 4-6
weeks for those that want to join.
Others in the group are supporting
each other by email.
London Support Group are
planning to hold Zoom meetings
approximately once a month.

Zoom Experiences
If you’ve not tried Zoom and are
feeling a bit apprehensive about
joining a Zoom meeting, please
don’t be. Here’s what two group
organisers have had to say about it.
Wendy Morrison, South West group
organiser, said: “When we first
started using Zoom, the meetings
began with the normal ‘Can you
see me? I can hear you. Where’s
the button for that?’ We even had
a husband drilling next door. But
that was all fine. Everybody knew
to expect that kind of thing so
nobody got stressed.
People are generally nervous on
their first Zoom meeting but when
they realise how easy it is they
enjoy them and find them helpful
and reassuring.”
Yvonne from Ikley said: “Some
people were daunted at first, but
Zoom has proven very easy to use
if you have a phone or laptop/ipad
with a camera and microphone on.
The first time was a free for all as
we didn’t really have a structure to
the meeting as we would have had
in a face to face group. Each time
we have learned what works best
and what we need to improve upon.
We have discovered that members
who can’t travel or live in a
remote location find this way of
communication much easier and
we may continue this in the future
for their benefit.
The meetings have been very
successful and enjoyed by all. We
even managed to attract a member
from outside our region who will
be staying with us until we can get
out to our group locations.”

Zoom
Tips
1
2
3
4

5

When you ask to join a
Zoom meeting you will be
sent an email with a link
to click on.
You may need to download
the Zoom software.
You will need either an
ipad, smart phone or
laptop (ipad or laptop are
best as you have more
screen available to see
other people, but smart
phone is fine too).
When attending your
first Zoom session, give
yourself plenty of time to
download the software
and to click on the link.
If you arrive early, that’s
fine, you will just wait
until the “Host” (group
organiser) lets you in.
Your device will ask you
whether you want to join
with video (yes) and to
use your device’s audio
(yes again). Orpington and
South West meetings can
by joined by telephone
if you aren’t able to
join with a computer or
similar. Please speak to
Penny Denby (penelope@
pmrgca.org.uk) or Wendy
Morrison (pmrgca.
southwest@yahoo.co.uk)
if you’d like further
information on connecting
by phone.
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The Dark Art of Tapering
One of the most confusing aspects of managing PMR and
GCA is how to reduce from the original starting dose of
corticosteroid (prednisolone) prescribed by your doctor.
Most doctors are used to using
steroids short term – to combat
inflammation for other conditions
and then reducing the dose
quickly. This works because
the patient hasn’t been on
prednisolone long enough for the
body to miss it and the source of
the inflammation has usually been
dealt with by another medication.
In PMR/GCA the inflammation
is chronic, replaced every day
by a new surge of inflammatory
substances until the underlying
autoimmune disorder burns
out and goes into remission.
Prednisolone will be needed at an
adequate dose as long as that is
happening.
The usual starting dose for PMR is
15-20mg and upwards of 40mg for
GCA depending on symptoms. Once
the symptoms are under control
(which may take four to six weeks)
the next task is to reduce it to find
the lowest dose that manages the
symptoms as effectively as that
starting dose did.
Medical experts suggest that the
change in dose should never be
more than 10% of the current
level. This is because by the time
you start to reduce, your body will
have got used to the dose you are
at. Changing it may make your
body protest and show symptoms
of what is called “steroid
withdrawal”. Withdrawal may be
uncomfortable but also is often so
similar to original symptoms of
the conditions that you think it is a
return. Doctors often fall into that
trap too and put the patient back
to the previous dose unnecessarily.
Equally at any stage it is easy to
reduce in too big a step and go
past the right dose amount for you

which will cause your symptoms
to flare. For example if you reduce
by 1mg each time, as you reduce
to the lower levels this becomes
an increasingly greater % change.
Therefore edging down in small
steps will identify the right dose
more accurately while also giving
you a more comfortable journey.
Over the years slower approaches
to tapering have been developed
by patients – instead of simply
reducing the dose one day and
seeing what happens on the new
dose, the change is spread over
days or weeks. One approach is to
take the new lower dose on day
1 and for the following few days
take the old dose before trying one
day of the new dose again. You
repeat this pattern, always having
a day less between the old dose
days, until you get to alternate
days of old and new dose. Then
you start to add more days at the
lower dose and after a short time
many people realise they feel
better on lower dose days than
higher dose days and can take the
new dose every day.
Some people find having a rest
here helps – waiting a while to
be sure that this new dose is
sufficient. After a while you repeat
the process again until you find
taking the new dose every day
is allowing symptoms to break
through. Then you go back to the
dose that worked well – this may
mean taking the new dose on
some days but not every day rather
than going back to the old dose
every day. There are variations
on this approach and they are
all based on not taking the new
dose every day from the start so it
softens the shock to the system.

The approach described was
christened the “Dead Slow and
Nearly Stop” taper. I do it by
taking a diary or calendar and a
highlighter pen and marking the
first day of the new dose on the
first day of the month. Then I
count the number of days to the
next new dose, which might be
four days, and mark the next new
dose. The days in-between are at
the old dose. You then repeat that,
reducing the number of days by
one day before the next new dose
day. If you finish the taper before
the end of the month you can just
wait until the first of the next
month before starting the process
again with another reduced dose.
You can speed up or slow down the
process by increasing or decreasing
the number of days between new
dose days at the start.
Once you have found the lowest
dose for now you don’t stay there
for ever. One approach is to wait a
month and then try a very careful
½mg step down over a few weeks
and wait a month to be sure it is
still enough. And then repeat.
But don’t forget that even ½mg
can be the difference between
being symptom-free or not. But
one day that ½mg step down will
take you to zero.

We would like to thank our
HealthUnlocked ambassador
“PMRPro” for her help writing
this article and for sharing
her Dead Slow and Nearly
Stop taper programme – more
information can be found at:
https://healthunlocked.com/
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Your News
Ann Storey celebrated
her birthday at the end of
April and asked for people
to donate to the charity and
raised more than £100.
Jane Dineen has been collecting
stamps to send in, raising
money through Amazon Smile
(if you sign up to Amazon Smile
and select us as your charity,
Amazon will donate a % of
every purchase to us). She asked
friends to donate money to us
for her birthday last year and is
doing so again this year.

Gardening Tips
During lockdown, many
members have been tending to
their gardens. Sandra Grusd and
Daphne Paterson shared their
solution to the problem of thin
skin, and bruising and being
scratched when gardening. One
uses leather gauntless gloves
(search for leather welding
sleeves online); the other uses a
support compression bandage.
a tube that covers the arm from
wrist to elbow although she
has seen gardening sleeves –
which look very similar to her
bandages, except green! – sold
in a gardening catalogue. Both
items are around £10.

In memory of:
Pat Watts, who died recently
from cancer, was a member
and helper in the Yorkshire
group. She had recently
volunteered to help with our
Buddy scheme. She will be
remembered for her sense of
humour and kind nature.
Joan Binns, from the
Yorkshire area, who died last
year, left a significant legacy
to the charity for which we
are very grateful. If anyone
knew Joan and can tell us a
little about her, please email
fran@pmrgca.org.uk.
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Members’ page
Welcome to all our new members and
thank you to all members who have been
in touch to let us know what they
have been up to.

A Rheumatologist Explains…

Hurdles and sticking points:
consider adrenal insufficiency
Joan from Shropshire writes:
“I have been on a very slow
reduction. Even trying to drop by
0.5mg two days a week can set off
side effects such as a tender scalp
for me … People often say that
7mg and 3mg are sticking points.
Are there hurdles at certain
dosages? How do we get over
them?”
Dear Joan
Yes, many GCA/PMR patients
do have “hurdles and stickingpoints” during their steroid taper.
These are often due to a return
of inflammation. Inflammation
is great for healing and defence
against infection, but can cause
pain, stiffness and fatigue. Luckily
the body has various systems to
keep inflammation under control.
Corticosteroids are one of those
control systems. If you take
long-term prednisolone, which
is a corticosteroid, the adrenal
gland, which makes the body’s
own natural corticosteroids, can
get “lazy”. This is called adrenal
insufficiency. If something causes
a mini flare-up of inflammation
(often just after stepping down
the steroid dose) a “lazy” adrenal
gland won’t respond promptly to
dampen that inflammation. This
inflammation can produce strange

symptoms including headache,
muscle aches, nausea or lightheadedness. Often, everything
will settle down again after a few
days. At other times it becomes a
“hurdle”.
Naturally the “hurdles” are
often blamed on the PMR/GCA
but are not necessarily a flare
of the condition. This can be a
tricky judgement call, though,
so do check with your doctor.
Quite commonly, underlying
osteoarthritis flares up at around
the 3mg mark. Tendons, under
extra stress from steroidweakened muscles, may also
become inflamed. A major
psychological stress or trauma
might need a bit more steroid for a
few days. So: manage your stress,
watch your posture and keep those
muscles and tendons strong – do
any gentle exercise that you enjoy.
Try Tai Chi, yoga or “aqua-fit”
(my aqua-fit tip: pick the class
with the best music!).
If you do increase your steroid
dose, always let your doctor
know. There may be further
medications that they can
add in that might help. For
GCA, tocilizumab is one such
treatment that may help some
patients clear those “hurdles” of
inflammation, although it isn’t for
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Your story
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.
If you want to share your
journey with us, please contact
fran@pmrgca.org.uk or call
0300 999 5090.

My Tocilizumab Year

Dr Sarah Mackie
Consultant Rheumatologist

everyone. There are also various
other medications that reduce
inflammation in other rheumatic
diseases and are often prescribed
in GCA and PMR. More clinical
trials are needed to determine
how good they are at helping clear
the “hurdles”. Some patients are
happy just with a small dose of
prednisolone long-term. In this
case, it’s important to be aware of
adrenal insufficiency. Specifically,
ask your doctor about how you
should increase your steroid
dose in the event of significant
intercurrent infection.
The current pandemic has made
communication very challenging,
but it’s really important you feel
able to talk to your doctor. This
is the first step in figuring out
together how to get through those
sticking-points and achieve your
treatment goals in GCA and PMR.

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.

Dianne Wloch, 70, shares her
experience with us
I have had Giant Cell Arteritis
(GCA) since June 2010 and the road
to diagnosis and treatment, and
the effects of that treatment have
not always been easy.
I made several trips to the GP with
symptoms of pain on the righthand side of my head, blurred
vision, pain when eating, feeling
weak and generally unwell but
unable to say exactly why. Roughly
seven months after the acute
onset of symptoms I was finally
diagnosed with Polymyalgia
Rheumatica in January 2011 and
put on to 20mg of Prednisolone
which made me feel great initially.
Unfortunately, when I tried
to taper the steroid I relapsed
and my inflammatory markers
were elevated. I was referred to
hospital in August 2011 where
my rheumatologist confirmed
that I had Giant Cell Arteritis
too. I remained on a high dose
of steroid and in February 2012,
my consultant suggested taking
Methotrexate.
I have what is known as refractory
disease – which means that it does
not respond well to treatment. I
was delighted then when I was
told in 2018 that I met the NICE
criteria to receive Tocilizumab.
Prior to starting the drug, I had
the required chest x-ray and some
extra blood tests which were

all fine. Tocilizumab is taken
alongside your current medication
with the aim that you will be
able to come off steroids and go
into remission. At the start of
Tocilizumab therapy, I was on
7.5mg of Prednisolone and 20mg
Methotrexate.
I had my first dose by infusion
in hospital after which I was
taught how to give myself the
once weekly injection at home. I
was quite nervous about giving
myself an injection but I soon
became quite comfortable doing
it. The drug, which must be kept
in a refrigerator, is delivered to
you along with a yellow sharps’
container and wipes by the
Homecare service.
Within two weeks of my first dose,
I was sleeping better, the fatigue,
pain, muscle weakness and fuzzy
head had all gone. I felt energised,
extremely well and more like
my ‘old self’. Routine blood tests
showed that my inflammatory
markers were the lowest they had
been in years. It was great to feel
well again.
I tried twice during the year to
reduce my Prednisolone to zero.
On one occasion I got to zero
but relapsed and was started
again on 15mg of Prednisolone
and given an injection of DepoMedrone. Nearing the end of
Tocilizumab therapy, I got down
to 2.5mg Prednisolone, before
another relapse. I went back to
5mg of Prednisolone was given
another Depo-Medrone injection.
It was disappointing not to
remain at zero, but it was still
hugely beneficial to have received
Tocilizumab. (Continued on p15)
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Notes from the Chair,
Richard Cuthbert
It has been a strange start to
my spell as Chair of the Scottish
charity. To kick things off, I
didn’t even see people voting
for me (which might have been
frightening) because our AGM
was held by email right at the
start of the Covid-19 restrictions.
It was very successful from an
administrative point of view,
but without doubt we missed
the chance to mingle and chat
with fellow patients and other
interested parties. Question and
answer is always an interesting
session. The good news however is
that we have fixed a date for next
year and hope to welcome back the
speakers who had committed to us
for this year. Sadly we were denied
the chance to mark the enormous
contribution of Lorna Neill, our
outgoing Chair, so please read

Lorna Neill A thank you
Since her first attendance at a
meeting of the Dundee support
group in early 2011, Lorna has been
very active in helping at meetings,
the running of PMR-GCA Scotland
and representing the charity in
very many ways. Her scientific and
analytical approach to PMR and
GCA has proved an invaluable asset
in furthering the influence, aims,
emphasis, work, activities and
direction of the charity.
When the time came for Bea
Nicholson to step down as chair
after taking the charity forward
beyond all my expectations,
there was nobody willing to take
up the office. After a great deal
of thought and being unable to
14 • SUMMER 2020 • ISSUE 31

through the appreciation written
by our founder, Jean Miller, who
is much more eloquent than me.
I am delighted to say that Lorna
continues to serve as a trustee and
will be maintaining her interest
and involvement in much of the
medical work that goes on behind
the scenes.
I had been hoping to visit each of
the support groups early in my
duties – what a good excuse for
travelling around Scotland in early
summer! Alas, it is not to be at this
time, but the groups are still there
to support each individual member
when required. I know that there
has been some direct contact
between members, and there is
talk of some online activities being
arranged. Well done to everyone
involved.
What might be called the technical
side of my duties has also been
curtailed. Physical meetings of an

accept the closure of the charity,
Lorna agreed to take on the role
of interim chair for a year until
someone else could be found.
Because of Lorna’s determination
to keep the charity going, that
year extended for four years.
Meanwhile she continued to run
the local support group monthly
meetings as well.
During these years Lorna has
unstintingly promoted the work
of the charity with the support of
the other hard-working trustees.
Through donations to research,
setting up support groups all
over Scotland, encouraging more
people to become trustees to
help manage the charity and
being a patient representative on
international and national bodies
researching PMR and GCA and

MSK health group at the Scottish
Parliament have been suspended
and will now be held online for
the next few months. I did get
the chance to attend an online
meeting of EULAR which was
very informative. The technical
content was a combination of
comprehensible and totally not
comprehensible – thankfully there
was more of the former! It is very
encouraging to hear what work
there is going on to advance our
knowledge of PMR and GCA – also
very encouraging to listen to the
amount of co-operation between
these health professionals from
across Europe. They really are
keen to work together and advance
the knowledge base which can
only benefit us all.

Save the date:
AGM: Friday 19th March 2021
in Dundee

producing guidelines for patients
and medical practitioners; she
could not have done more and we
are very grateful. Her complete
dedication to the charity has kept
it active and continued to develop
it, again beyond my wildest
dreams. Coming from a scientific
background, Lorna has taken
a keen interest in the medical
aspects of PMR and GCA and
intends to continue to represent
the charity on international and
national bodies which deal with
that side of PMR and GCA.
I am more than delighted that
one of the new trustees, Richard
Cuthbert, has agreed to take on the
office of chair and look forward
to seeing his perspective on the
charity’s work.
Jean Miller, Founder and Patron
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Your Story

LATE NEWS

Continued from page 13

As we went to print, we were
saddened to hear of the sudden
death of our trustee and treasurer,
Keith Slater. Keith was dedicated to
helping the charity in many ways
and we will pay tribute to him in
more detail in the next edition of
NewsWire. For now, our thoughts
are with his family and friends.

The charity campaigned and worked with NICE to get Tocilizumab
approved for use with relapsing and refractory GCA and I am
extremely grateful that I was given the opportunity to receive it.
Currently, it is limited to just one year of use – hopefully, that will
increase in future after the scheduled NICE review in 2021. I would
recommend Tocilizumab as it might just have a more positive
outcome for other people.

SUPPORT GROUP AND
MEET UP CONTACTS
Our network of
groups around the
country is growing!

HIGHLANDS
(INVERNESS)

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.

DUNDEE

EDINBURGH

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.
SCOTLAND
(Scotland is an independent
organisation)

ABERDEEN

GLASGOW

NORTH EAST GROUP

LISBURN

KENDAL CUMBRIA

ILKLEY

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

DONCASTER

EAST MIDLANDS

Aberdeen Support Group
Aberdeen@PMRGCAScotland.com

EAST ANGLIA

COVENTRY

CAMBRIDGE

Dundee Support Group
Dundee@PMRGCAScotland.com

WELWYN GARDEN CITY
HIGH WYCOMBE

CARDIFF

BRISTOL

PORTISHEAD

Glasgow Support Group
Glasgow@PMRGCAScotland.com

HARLOW
CHELMSFORD
SOUTHEND-ON-SEA

HARROW/PINNER

BATH

WHITSTABLE

SURREY
BARNET

TAUNTON

WOODBRIDGE

BEDFORDSHIRE

SHROPSHIRE

Edinburgh Support Group
Edinburgh@PMRGCAScotland.com

Highland Support Group
(meets in Inverness)
Highland@PMRGCAScotland.com

YORK
LEEDS

SALISBURY

OXTED

MAIDSTONE
ORPINGTON
LONDON
EASTBOURNE

TRURO

PLYMOUTH

TORBAY

BRIGHTON
EAST DORSET

WORTHING
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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: Yvonne
ilkley@pmrgca.org.uk
Kendal, Cumbria Meet Up
Contact: Win Sayers
groups@pmrgca.org.uk
Tel: 01539 535859
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

Truro Meet Up
Contact: Margaret
truro@pmrgca.org.uk

Woodbridge Meet Up
Contact: Susan
groups@pmrgca.org.uk

GREATER LONDON, ENGLAND

MIDLANDS ENGLAND

Greater London Support Group
Contact: Anne
londonpmrgcauk@gmail.com

Coventry Meet Up
Contact: Ann Hollingsworth
pmrgca.coventry@gmail.com

Barnet Meet Up
Contact: Derek
barnet@pmrgca.org.uk

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

Harrow/Pinner Meet Up
Contact: Jennifer
pinner@pmrgca.org.uk

Shropshire Meet Up
Contact: Joan
shropshire@pmrgca.org.uk

High Wycombe Meet Up
Contact: Sue Stevens
pmrgca.highwycombe@gmail.com

SOUTH WEST ENGLAND

Orpington Support Group
Contact: Penny
orpington@pmrgca.org.uk

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

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
Contact: Group Organiser
whitstable@pmrgca.org.uk
Worthing Support Group
Contact: Catie
worthing@pmrgca.org.uk
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