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“I can’t easily summarise how much PMRGCAuk has
helped me – immeasurably would be a start! Through
conversations I was better able to understand the
situation I was in. Without the charity, those with the
condition would be alone – not knowing where to find
help or where to go for support. Their campaigning
for better treatment and ensuring patients are well
informed is particularly important. Keeping yourself
informed as a patient is vital to ensure you get the
treatment that is best for you. That is why the work of
charities like PMRGCAuk is so very necessary.“ SUE

26
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MESSAGE FROM

THE CHAIR OF TRUSTEES

“I was delighted to join the charity as Chair this year, as we celebrated our 10th
anniversary. I have been bowled over by the extent of our activities and
the support that we provide. I am amazed just how much we ‘punch
above our weight’, and it reminds me of what can be achieved when
you harness the power of a group of like-minded people determined
to drive change. As a small charity, with only one full time equivalent
member of staff, we continue to thrive and move forward because
of the wonderful support of our membership and network of
volunteers around the country.
One of our biggest challenges remains to raise funds to ensure we
can not only continue the terrific support we offer, but move in
new directions too. I believe these are enormously exciting times,
with new treatments that will roll out over the coming decades
and growing interest in research into PMR and GCA. I see us
playing an essential part in future research, with so many patients
keen to be involved and indeed helping the research community to
decide its priorities and approaches. Taking active steps as a patient
to inform yourself, connect with others, raise awareness or take part in
research can be very liberating and that is at the heart of what we do.
Highlights this year have included:
•

Hosting a webinar in partnership with the BMA to raise awareness of PMR
& GCA, reaching 200 GPs

•

Successfully completing our national Rheuma Research Roadshow, funded by
the Wellcome Trust

•

Recruiting Dr Sara Muller, Senior Research Fellow and leader of the PMR Cohort
Study to our Board of Trustees

•

Continuing to grow our national network of Support & Meet Up Groups,
expanding North

•

Investing in new staff and systems to enable a step change in the charity

•

Launching a new fundraising strategy, including our first lunch event
with Channel 4’s Cathy Newman.

I look forward to my term as Chair and leading the new 3 year strategy for
the charity and meeting and engaging with many of you in the future.”
With best wishes

Humphrey Hodgson
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MEMBERSHIP
OUR DRIVING FORCE
Our Members are vital to the work
we do, from shaping our services and
strategy to acting as ambassadors
and fundraisers for the charity.
Membership fees were changed to a flat £15 fee in
2018 and we ended the year with 896 members,
an increase of 9% from the previous year. While
Members come and go as people go into
remission, 48% of our Membership have
been with us for five years or more.

896
members

48%

of our Membership
have been with us
for over 5 years

9%
INCREASE

MEMBERS’ DAY
The annual Members’ Day & AGM in September
2018 attracted over 80 delegates, and included
expert speakers from the medical and research
community including Dr Charlotte Harden, Professor
Bhaskar Dasgupta and Dr Sarah Mackie, providing
delegates with the opportunity to hear about
treatments and research and ask vital questions.

“A good opportunity to listen to well
informed speakers. To speak to some
very knowledgeable people.”
“Good that so many dynamic
and dedicated people – medical
and otherwise – are involved in
understanding and finding treatments
for the two conditions.”
5
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PROVIDING SUPPOR
We provide support through our
Telephone Helpline, our national
network of Support and Meet up
Groups and through our online
Health Unlocked Forum.

TELEPHONE
HELPLINE
Our national Telephone Helpline continued to
provide emotional and practical support, given by
volunteers with lived experience of PMR or GCA. We
launched a new Buddy Scheme – having identified
the need for a new one to one service for isolated
individuals - with a grant from the Ann Rylands Fund
of the Sir Jules Thorn Charitable Trust.

VOLUNTEERS
COMMON REASONS FOR CALLING:
FOR MORE INFORMATION FOR THE NEWLY DIAGNOSED
CONCERNS ABOUT SYMPTOMS AND DIAGNOSIS
CONCERNS OF BEING ON STEROIDS AND POTENTIAL SIDE EFFECTS
FEELING UNSUPPORTED BY MEDICAL STAFF
FEELING ANXIOUS AND NEEDING REASSURANCE
DIFFICULTIES WITH STEROID REDUCTION
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RT & INFORMATION
ROGER’S STORY
Aged 70, diagnosed with PMR
Telephone Helpline
Roger Church, former fireman,
builder and keen golfer, woke
one morning in severe pain. He
was diagnosed with Polymyalgia
Rheumatica.
“I felt as if I had been stabbed in the leg and
someone was twisting the knife. I could hardly
get out of bed. I presumed it was just sore
muscles from working. I took some pain killers
and it wore off gradually and so I went off to
play 18 holes. My GP initially suggested it might
be groin strain and that I leave it a week. When I
came back I saw a different doctor who sent me
for a blood test and I was put on steroids. They
helped, but not enough.”
“I called the Telephone Helpline and felt so
much better afterwards. I can’t tell you how
much difference it makes to speak to others
who have had the condition, who know what
it’s like and can share their own experiences
and put your mind at rest. They might have
already been through what you have and know
that it can be a bit of a roller coaster! I was
directed to a paper on the website by a top
Rheumatologist. It gives you the tools to go
back to your doctor and discuss things, like your
dosage. As a result of this discussion, I was put
on a higher dosage of steroids and this made all
the difference to me. The pain went.”
“I was lucky, as I was diagnosed quickly. But for
a friend of mine, it took 3 months. When I come
across people now I say to them, ‘these are the
people, give them a call. They are more helpful
than the doctor as they will know what you are
going through!’ ”
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SUPPORT AND MEET UP GROUPS
Our Network of Support and Meet Up Groups provides an opportunity for
people to come together, share experiences and hear from expert speakers.
We have 37 Support and Meet up Groups across the
country, supporting hundreds of people a year . New
Groups set up included Harlow and Harrow/Pinner
and Portishead. In March, the PMR & GCAuk North
East Support charity closed and a new support group
was set up in the North East. A pattern is emerging
of more informal Meet ups being set up throughout
regions to enable more people to attend. One of our
key strategic aims for the next 3 years is to expand
our Groups network, particularly in the North.

NORTH EAST GROUP

LISBURN

KENDAL CUMBRIA
ILKLEY

EAST MIDLANDS
COVENTRY

CAMBRIDGE
BEDFORDSHIRE

SHROPSHIRE

WELWYN GARDEN CITY
CARDIFF

BRISTOL

HARLOW
HARROW/PINNER
PORTISHEAD
BATH SURREY
BARNET
SALISBURY
OXTED
TAUNTON

EAST ANGLIA
WOODBRIDGE

CHELMSFORD
SOUTHEND-ON-SEA
WHITSTABLE
MAIDSTONE
ORPINGTON

CHRISTCHURCH
CAMBORNE
(TRURO)
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PLYMOUTH

TORBAY

PORTSOLENT
EAST DORSET

BRIGHTON
WORTHING
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IRENE’S STORY
Aged 76, diagnosed with GCA
Support Groups
Irene, diagnosed with Giant
Cell Arteritis (GCA), came close
to losing her sight, and went
on to develop Polymyalgia
Rheumatica (PMR).
“I now know that GCA is classed as a medical
emergency because if it is not diagnosed and
treated quickly the patient is highly likely to
lose their sight. The impact on my life has been
immense. I am always in fear that the symptoms
may recur; the side effects of taking steroids for
me have been severe. I think I have had every
side effect possible. The episodes of PMR have
not been as life-changing as GCA – once I was
on a course of steroids. But the side effects
have also had a big impact on my family who
have learnt now to live with the changes.
My rheumatologist told me about the charity
and when I joined I was told about the local
monthly (support group) meetings. Even
though I had been a nurse I knew nothing
about either condition. Joining the group has
meant I have met others with GCA and PMR and
it has been helpful to chat to them and compare
experiences. I know now that I am not alone.
I am now involved in all aspects of the charity
and look forward to the monthly meetings and
the Members’ Day.”

9
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HEALTH UNLOCKED FORUM
Our PMRGCAuk HealthUnlocked forum is an online
patient-led community, enabling members to share
their experiences and offer support. This year we
introduced a new team of volunteer moderators all
with experience of PMR or GCA to help continue
to engage new members. With 2,000 plus active
members, it’s a vibrant forum for help and support
and continues to grow year on year.

10

“The Health Unlocked Forum
is a vast source of experience
& knowledge which many
people find invaluable when
newly diagnosed or running
into an issue further along in
their journey. I volunteered
on the forum as l have had an
eventful PMR journey so felt
l had experience & empathy l
could share if required.”
HEALTH UNLOCKED VOLUNTEER
AMBASSADOR
“When I was diagnosed back
in 2018 with PMR, a disease I
hadn’t even heard of before,
the forum was a lifesaver
and provided me with badly
needed information. When
I was asked to moderate the
site, it meant that I could give
something back to the forum
that helped me last year and
still does!”
HEALTH UNLOCKED VOLUNTEER
MODERATOR
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RAISING AWARENESS
& FUNDS
GP AWARENESS
In partnership with the British Medical Association,
PMRGCAuk’s Chair Professor Humphrey Hodgson
and President Professor Bhaskar Dasgutpa organised
a meeting at BMA House in London, attended by
over 60 GPs in person and broadcast as a webinar
reaching a further 130, raising awareness of PMR and
GCA, both of which are often poorly understood and
incorrectly diagnosed.

“The vast majority of those with PMR are
diagnosed and managed by their GP,
with far fewer seeing a specialist such as
a Rheumatologist. GP understanding of
both PMR and GCA, and their overlap,
is therefore vital to ensure accurate
diagnosis, treatment and monitoring.
This is an essential part of our work,
reaching out to GPs. In particular, we
must ensure that no one loses their sight
as a result of GCA being missed.”
Professor Humphrey Hodgson

AMBASSADORS
New ambassadors were recruited to help raise
awareness of PMR and GCA in their local area,
led by Trustee Janice Maddock. The programme,
aimed at reaching those over 50, as well as health
professionals, included a number of talks to U3A
groups and health professionals at medical centres
and helpline staff for Versus Arthritis, reaching over
130 people.

10TH ANNIVERSARY CAMPAIGN
In 2008, the ‘PMR Fighters’ came together to
establish the national charity. To celebrate the
10th anniversary in 2018, a range of events were
held around the country and a special souvenir
Anniversary Publication was produced to capture
the key milestones – from setting up vital services to
high profile events and campaigns.
A 10th anniversary fundraising campaign raising
£5,000 also saw the beginning of the charities first
fundraising strategy.

“Our charity was created by
people coping with a life changing
illness, yet still determined to
support others and improve
outcomes for people who will go
through the same journey in the
future. What I have witnessed is
a very human story of suffering,
compassion, generosity,
determination and dedication.“
Wendy Morrison, Trustee
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PMRGCAUK WEEK
Events from around the country took place in
support of PMRGCAuk week, the second annual
campaign, raising over £1,000, from awareness days
in health centres to a Brazillian BBQ!

LAUNCH OF FUNDRAISING EVENTS
PROGRAMME
The first ever events programme was launched in
2018, led by Trustee Penny Denby to raise funds,
awareness and bring Members and new audiences
together. The first event, lunch with journalist and
presenter of Channel 4 News, Cathy Newman,
took place in London and raised almost £1,500.

12
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SUPPORTING AND
SHOWCASING RESEARCH
events 95%
OVER

PEOPLE

ATTENDED

32

SATISFACTION
FROM THOSE
WHO ATTENDED

RESEARCHERS AND
CLINICIANS PARTICIPATED

RHEUMA RESEARCH ROADSHOW FINALE
The Research Roadshow project, funded by Wellcome Trust, the most
ambitious single venture taken on by the charity in its short history,
ended this year, with a total of 11 events. The Roadshow took up-todate research on PMR and GCA to various sites around the country to
increase knowledge and awareness of the two conditions and relevant
research, among patients, carers and the public. It gave a platform to
researchers to present their work to patients in person and enabled
the collection of current materials that can be used in future training
for both patients and clinicians.

KIRKCALDY, FIFE
1 NOV 2017

“PMRGCAuk is now at the centre of a thriving
research network and we are seen as the ‘goto’ organisation for patient representation,
which is so important in today’s tight research
funding environment. We have also given
lots of young researchers their important first
taste of presenting their work.”

NEWCASTLE
18 NOV 2017

LEEDS
30 MAR 2017

Kate Gilbert, Roadshow Project Lead

KEELE, STAFFORDSHIRE
23 MAR 2017
BIRMINGHAM
9 MAR 2017

BRISTOL
7 MAR 2017

RESEARCH EXPERTISE ON THE BOARD
PETERBOROUGH
24 APR 2018
CAMBRIDGE
14 JUN 2017

LONDON SOUTHEND
24 APR 2017 15 FEB 2017
PORTSMOUTH
2 JUN 2018

In September, Dr Sara Muller joined the
Board of Trustees, a Senior Research Fellow
leading the PMR Cohort study at Keele
University. Sara produces the research
update three times a year for the Members
magazine Newswire, providing everyone
with an insight into the latest research
into PMR and GCA. The charity plans to
strengthen its role in supporting research
through patient representation.
13
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In September, Dr Sara Muller joined
the Board of Trustees, a Senior
Research Fellow leading the PMR
Cohort study at Keele University.
14
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MOVING THE
CHARITY FORWARD
Now in its 10th year, the charity embarked on plans to professionalise, with
changes in staff, the Board and infrastructure.
NEW LEADERSHIP

NEW SYSTEMS

New Chair, Professor Humphrey Hodgson joined
in September 2018, then recently retired from the
prestigious Dame Sheila Sherlock Professorship
of Medicine at University College London Medical
School.

With the support from a legacy from Stella and
Jack Satchell, a new CRM database, Salesforce,
was introduced to ensure full compliance with
new GDPR data regulations and to enable
improvements in the management of membership;
the understanding of the charity’s audiences and to
improve communications in the future.

“It is extraordinary how unrecognised the conditions
of PMR and GCA are but the potential developments
in treatment are enormously exciting. And Members
have a key role to play in advancing understanding
and research.”
The Board appointed a new Director and Assistant
Director making a commitment to increase
resources to help the charity begin a step change.
Still with only one full time equivalent of staff to run
operations, the charity also began work to increase
its volunteer base.

“My symptoms gradually got worse, until my son insisted on taking me
to A&E. The doctors didn’t know what was wrong initially and kept me in.
Eventually I was diagnosed with Giant Cell Arteritis. I had never heard of it!
I was given steroids and started to feel better at first. We looked online for
more information and I realised how close I had come to permanently losing
vision and I was scared. Now I’m the one explaining to people what GCA is!
While I was in remission, I had contacted PMRGCAuk and spoke to one of the
volunteers. I shall always be indebted to her. Her knowledge was invaluable
to me. I knew I had symptoms and was able to insist I got the help I needed.
It’s good to know that if I ever need help and guidance, the Helpline is there!”
Rosalind

15
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TREASURER’S REPORT
INCOME

Expenditure from restricted funds

Income in this year was £66,700 of which £13,485
was transferred from PMR GCA North East Support
after their decision to cease being a separate
charity (of this sum £10,000 has been promised as a
grant for a project through Gateshead Health NHS
Foundation Trust). The balance income was £53,213
from subscriptions, donations, fundraising events,
Christmas card sales and supporters’ fundraising
activities. This was higher than last year due to an
increase in receipts from members subscriptions
and a significant income from Virgin Moneygiving.
The lunch organised by Penny Denby at the
University Women’s Club generated an income of
over £4,500 and a profit of nearly £1500.

Expenditure from restricted funds in the year was
much lower than last year (just on the last of the
Roadshows) and so there is a significant sum of
restricted funding available to spend. One of the
strictures on the legacy received from the estate of
the late Stella and Jack Satchel was that the money
should be spent on new activities and we intend
to use some of that money in 2019-20 with those
intentions in mind.

Sustainability is of great significance for the charity
and the trustees and part time staff are looking at
ways that will generate ongoing income

EXPENDITURE
Expenditure was £58,965, of which £2,348 was spent
from restricted funds (on the last of the Roadshow
events), leaving the balance as £56,617. This increase
over last year was mainly due to the decision made
by the trustees, and reported at the last Members
day, to bring in an assistant director to ensure we
had the staffing capacity to spend more time on
sources of funds

NET MOVEMENT IN FUNDS
The net movement in funds for the year is £7,735
against £27,928 last year. However, £13,485 of this
is the money transferred from PMR GCA North East
Support leaving a deficit of £5,750 in the general
fund this year. Given that there was also a deficit in
2017-18 the trustees are aware that significant efforts
need to be made to develop more regular sources
of income (through a drive for more members and
the establishment of more fundraising events). The
charity will continue to use its income to support
the needs of its members

BALANCE SHEET
The charity has £81,827 in funds carried forward,
split between £18,980 in general funds and £56,867
in restricted funds. Cash funds are £83,857.
The charity maintains a cash reserve of 3-6 months
running costs, in line with charity policy set by the
Trustees, and Charity Commission guidance.

16
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INDEPENDENT EXAMINER’S REPORT
RESPONSIBILITIES AND BASIS OF REPORT

INDEPENDENT EXAMINER’S STATEMENT

I report to the charity trustees on my examination
of the accounts of the Company for the year ended
31/03/2019

I have completed my examination. I confirm that no
material matters have come to my attention which
gives me cause to believe that:

As the charity’s trustees of the Company (who are
also the directors of the company for the purposes
of company law), you are responsible for the
preparation of the accounts in accordance with the
requirements of the Companies Act 2006 (“the 2006
Act”).

•

accounting records were not kept in accordance
with section 386 of the Companies Act 2006; or

•

the accounts do not accord with such records; or

•

the accounts do not comply with relevant
accounting requirements under section 396
of the Companies Act 2006 other than any
requirement that the accounts give a ‘true and
fair’ view which is not a matter considered as
part of an independent examination; or

•

the accounts have not been prepared in
accordance with the Charities SORP (FRS102).

Having satisfied myself that the accounts of the
Company are not required to be audited for this
year under Part 16 of the 2006 Act and are eligible
for independent examination, I report in respect of
my examination of your charity’s accounts as carried
out under section 145 of the Charities Act 2011
(“the 2011 Act”). In carrying out my examination, I
have followed the Directions given by the Charity
Commission (under section 145(5)(b) of the 2011 Act.

I have no concerns and have come across no other
matters in connection with the examination to
which attention should be drawn in this report
in order to enable a proper understanding of the
accounts to be reached.
Kathy Gamage
October 2018

17

2019 ANNUAL REPORT & ACCOUNTS

Endowment
funds

Total funds

Prior year funds

INCOMING RESOURCES (NOTE 3)

Restricted income
funds

Recommended categories by activity

Guidance
Notes

ANNUAL ACCOUNTS FOR THE PERIOD
01/04/2018 - 31/03/2019

Unrestricted
funds

STATEMENT OF FINANCIAL ACTIVITIES

F01

F02

F03

F04

F05

Income and endowments from:
Donations and legacies

S01

£41,889

-

£41,889

£81,456

Charitable activities

S02

£7,788

-

-

£7,788

£6,455

Other trading activities

S03

£ 3,511

-

-

£3,511

£3,737

Investments

S04

£22

-

£22

£9

Separate material item of income

S05

£3,485

Other

S06

£5

TOTAL

S07

£10,000

-

£13,485

-

-

-

£5

-

£56,700 £10,000

-

£66,700 £91,657

RESOURCES EXPENDED (NOTE 6)
Expenditure on:
Raising funds

S08

£6,481

-

-

£6,481

£9,681

Charitable activities

S09

£51,500

-

-

£51,500

£44,377

Separate material item of expense

S10

£984

-

-

£984

£9,671

Other

S11

-

-

-

-

TOTAL

S12

£58,965

-

-

NET INCOME/(EXPENDITURE) BEFORE INVESTMENT GAINS/(LOSSES)

S13

-£2,265

£10,000

-

Net gains/(losses) on investments

S14

-

-

Net income/(expenditure)

S15

£10,000

-

Extraordinary items

S16

-

-

-

-

-

Transfers between funds

S17

-

-

-

-

-

Gains and losses on revaluation of fixed assets for the charity’s own use

S18

-

-

-

-

-

Other gains/(losses)

S19

-

-

-

-

-

NET MOVEMENT IN FUNDS

S20

-£2,265

£10,000

-

£7,735

£27,928

Total funds brought forward

S21

-

-

£74,092

TOTAL FUNDS CARRIED FORWARD

S22

-£2,265

-

£58,965 £63,729

£7,735
£7,735

£27,928
£27,928

OTHER RECOGNISED GAINS/(LOSSES):

RECONCILIATION OF FUNDS:

18

£74,092

£46,164

-£2,265 £10,000 £74,092 £81,827 £74,092
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Restricted income
funds

Endowment
funds

Total this year

Total last year

FIXED ASSETS

Unrestricted
funds

Guidance
Notes

BALANCE SHEET

F01

F02

F03

F04

F05

Intangible assets (Note 15)

B01

-

-

-

-

-

Tangible assets (Note 14)

B02

-

-

-

-

-

Heritage assets (Note 16)

B03

-

-

-

-

-

Investments (Note 17)

B04

-

-

-

-

-

TOTAL FIXED ASSETS

B05

-

-

-

-

-

Stocks (Note 18)

B06

-

-

-

-

-

Debtors (Note 19)

B07

-

-

Investments (Note 17.4)

B08

-

-

-

-

Cash at bank and in hand (Note 24)

B09

£62,847

-

£83,857

£73,871

TOTAL CURRENT ASSETS

B10

£24,433 £62,847

-

Creditors: amounts falling due within one year (Note 20)

B11

NET CURRENT ASSETS/(LIABILITIES)

B12

£18,980 £62,847

-

£81,827 £74,092

TOTAL ASSETS LESS CURRENT LIABILITIES

B13

£18,980 £62,847

-

£81,827 £74,092

Creditors: amounts falling due after one year (Note 20)

B14

-

-

-

-

-

Provisions for liabilities

B15

-

-

-

-

-

TOTAL NET ASSETS OR LIABILITIES

B16

CURRENT ASSETS
£3,423
£21,010

£5,453

-

£18,980 £62,847

-

-

£ 3,423

£2,353

£87,280 £76,224
£5,453

£2,132

£81,827 £74,092

FUNDS OF THE CHARITY
Endowment funds (Note 27)

B17

-

Restricted income funds (Note 27)

B18

-

Unrestricted funds

B19

Revaluation reserve

B20

TOTAL FUNDS

B21

£62,847

£18,980
-

-

£18,980 £62,847

-

-

-

-

£62,847

£56,867

-

£18,980

£17,225

-

-

-

-

£81,827 £74,092
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ACKNOWLEDGEMENTS
The charity depends on the generosity and
support of volunteers. We acknowledge and
thank wholeheartedly all those who make the
work of the charity possible. We are also extremely
grateful to the people who have given their time
and effort to raise funds for the charity and to all
who have made donations or attended our events.
PMRGCAuk is very small and with limited resources.
Many of those seeking information and support
from us do not realise we have no office. We work
virtually. Our address is a mailbox. We only have the
equivalent of one full time member of staff. You can
rest assured that we spend every penny wisely.
Our special thanks go to The Wellcome Trust for
supporting the Rheuma Research Roadshow which
finished in this financial year. Finally we would like
to thank our Members, whose interest and support
makes our work relevant and worthwhile and
whose feedback drives us to improve and ensure we
provide the services that are most needed.

20

2019 ANNUAL REPORT & ACCOUNTS

21

2019 ANNUAL REPORT & ACCOUNTS

APPENDIX 1
ABOUT THE CHARITY
PMRGCAuk is the national patients’ information
and support charity for those with the chronic and
debilitating auto-immune conditions Polymyalgia
Rheumatica and Giant Cell Arteritis. The two
related conditions, the cause of which are currently
unknown, drastically impact the quality of life
of those affected - from the inability to perform
everyday tasks as a result of severely restricted
mobility to chronic pain, fatigue and depression.
In the case of the more serious condition GCA,
catastrophic blindness can occur if it is not
diagnosed and treated swiftly and sadly there have
been cases of some who, having lost their sight, felt
so hopeless that they committed suicide. Typically
affecting those over 70, around 1 in 1,000 develop
PMR each year. With an ageing population, these
numbers are set to soar. With both conditions little
known and poorly understood, PMRGCAuk is the
only charity in existence dedicated to promoting
knowledge and awareness amongst the public,
with those diagnosed and their families, as well as
raising the profile of the conditions with the medical
profession. With an urgent need for support and
information, the charity was set up 10 years ago by
a patient group – ‘The PMR fighters’ – and remains
governed today by Trustees the majority of whom
live with one of the conditions, as well as being
shaped by a Membership of patients with either
PMR or GCA. The charity ensures those diagnosed
never need feel alone or unsupported. Empowered
with information, those living with the conditions
are better able to have informed discussions with
their doctors and health professionals and feel more
in control of their destiny.

22

For a small charity, we are proud of our impact,
helping thousands of individuals each year
through the services we provide, online, on the
telephone and through our national network of
Support Groups. Our latest Membership survey
demonstrated high levels of satisfaction with our
services – 90% feeling more in control of their
treatment as a result of attending Group meetings
and 90% feeling less anxious after speaking to
volunteers on our Telephone Helpline. Feedback
has also led us to plan the delivery of new services,
from a brand new Buddy Scheme in 2019, to support
those who are most isolated, to plans to develop
an app to record cumulative doses of medication.
Our work supporting the medical and research
community through vital patient representation
has also helped to drive change in diagnosis and
treatment – from the approval by NICE for the
license for one year for the first new treatment for
GCA in decades (Tocilizumab) to the imminent
release of new international clinical guidelines for
GCA, set to standardise diagnosis and treatment
around the world.
Since forming, demand for the services of the
charity has grown considerably and we are now
supporting over 5,000+ people a year through
our various services, run by a small core staff team
supporting a network of over 50 volunteers. The
need for our work is clear to us, highlighted by our
growth in Membership; the growth of our national
network of Support Groups and the increase in
those accessing our information, as well as a wealth
of positive stories from those using our services.
Now is a pivotal time for the charity in particular,
with the international guidelines about to launch
(2019); an increase in interest in research into PMR
and GCA and exciting possibilities leading from
our 2017-18 Wellcome funded Rheuma Research
Roadshows.
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APPENDIX 2
PART A – REPORTS FROM LOCAL
SUPPORT GROUPS & MEET UPS
Not all Groups choose to provide a report,
particularly for the more informal meet ups

BATH MEET UP GROUP
The Bath Group met monthly with between 6
and 10 members, with attendees typically those
who have been on steroids for a long time and
struggling to reduce, or those who were newly
diagnosed and coming to terms with an illness
they had never heard of. Those attending all said
how much they were helped by meeting others
in the same situation and in particular those who
are newly diagnosed appreciated the additional
information they could get. Topics of interest
included steroid reduction and the latest news on
research, particularly where some Group members
had contributed to these projects.

BARNET MEET UP GROUP
Ten attended the latest Meet Up, with plans to
maintain and increase numbers throughout the
year. A highly enjoyable meeting with a good
exchange of views.

BRIGHTON MEET UP GROUP
The Brighton support group met every couple of
months to enjoy chatting over journeys with PMR
and GCA and mutually supporting each other.

BRISTOL SUPPORT GROUP
New volunteer Group coordinators took over in May
2018, holding meetings every two months in the city
centre. The Group have been proactive in raising
awareness of PMRGCAuk throughout the city.

CAMBOURNE MEET UP GROUP.
A lively group, sharing experiences in a lighthearted way, they typically met once a month. Now
with eighteen members, with usually ten attending
meetings, the challenge, as the only Group in
Cornwall, is how best to reach potential members
given the size of the county.

CAMBRIDGE SUPPORT GROUP
A small but lively group discussing many topics,
enjoying each other’s company and passing on
useful tips and information. Everyone is encouraged
to join the national charity and with more intensive
advertising this year, more people joined the group.
It was distressing for the Group to hear from two
of their members that due to late diagnosis, one
person had lost the sight of one eye permanently
and one was lucky enough to regain hers and they
hope new ‘Fast Track’ diagnosis has been rolled out
to all GP’s as promised.

CHICHESTER SUPPORT GROUP
Advertising in the local free press resulted in an
increase in members, now with 35 on the list and on
average 12-14 attending each month, necessitating
the move to a new venue. Meetings included
general discussions and an exchange of stories
about living with PMR/GCA and Group Co-ordinator
Patricia Dawson keeping the Group informed of new
developments in the management and treatment
of both conditions. The Group raised £375 for
PMRGCAuk from a weekly collection, a Bring-andBuy sale and from a member who gives talks to local
societies and donates his fee.
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COVENTRY MEET UP GROUP

ILKLEY MEET UP GROUP

Ten meetings were held, with on average nine
attendees, as well as a number of partners/carers
attending, with the majority travelling from outside
Coventry.

Now in their second year of meetings, they have
gone from strength to strength, with thirty-six
members on their mailing list and on average 16
attending meetings.

A Consultant Ophthalmologist from the University
Hospital Coventry & Warwickshire attended a
meeting to talk about her work in relation to GCA
and fast track diagnosis at U.C.W. Hospital.

Talks included Dr Sarah Mackie discussing “PMR and
GCA Research, What’s Next” and Dr Colin Pease,
Consultant Rheumatologist, taking part in a round
table question and answer session.

EAST MIDLANDS SUPPORT GROUP

LONDON SUPPORT GROUP

The East Midlands support group continued
to grow, starting with 5 members in February
2018, growing to 26. The Group covers a large
area – North Lincolnshire, South Yorkshire,
Nottinghamshire, Leicestershire and Derbyshire –
and tends to meet in small groups in Southwell,
Nottingham, Derby and Meadowhall in Sheffield,
with a group with GCA also will meeting separately
in the future.

A number of challenges were handled by the Group,
from a change of their usual venue to dealing with
GDPR. Talks included Professor Callan, who spoke
to the Group on the use of Methotrexate and the
possible link between Vasculitis and PMR/GCA;
Anne O’Brien , a Senior Lecturer at Keele University,
sharing the results of her research project into
the use of physiotherapy in the management
of PMR, giving attendees useful exercises to try
and nutritionist Kim Hawkins looking at mental
health, linking diet with how we feel mentally and
emotionally. The summer meeting took the form
of an indoor picnic, with tasty food and drink over
discussions of the living with PMR/GCA.

A talk by a Dietitian and Nutritionist gave the Group
insight into diet for those with PMR. In future, there
will be one main meeting a year, with a speaker and
then small informal meetings every 2 or 3 months.

NEW HARROW/PINNER MEET UP GROUP
The Harrow/Pinner group met three times and
despite a slow start, numbers are growing. The new
Group was much appreciated, with everyone having
the opportunity to talk about their experiences and
their frustration and sadness at having PMR/GCA
and how these illnesses had deprived them of their
usual way of life. Attendees said they no longer felt
so alone with their diagnosis.

NEW HARLOW MEET UP GROUP
The only Meet-Up Group in Essex, it first met in
August 2018 with just two members. Numbers
have risen to nine attendees following flyers in GP
surgeries and messages on the PMRGCAuk health
forum (Health Unlocked). A happy group, with
everyone making a contribution, each meeting
starts with a fun exercise routine. The Group
donated almost £150 to PMRGCAuk and contributed
over 500 stamps for the stamp appeal.
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In October, an appeal was made for new volunteers
to help run the Group and suggestions for its
format. It was agreed that meetings with speakers
were important, so meetings will reduce to three a
year to make them more manageable and focus on
getting good speakers

NEW NORTH EAST MEET UP GROUP
The inaugural meeting of the remodelled
PMRGCAuk North East Support Group took place
in March, with 20 people attending from a wide
variety of locations. Wendy Morrison (Trustee of
PMRGCAuk) attended to introduce the national
charity and discussions on the way forward in the
North East took place. Group leader John Robson
gave a thought-provoking presentation on his A-Z
of Life in Remission with Polymyalgia Rheumatica.

NORTHERN IRELAND MEET UP GROUP
A small Meet Up Group set up in May 2016, they
met 6 times this year to chat about PMR and GCA,
with the group size ranging from 2 to 6 people,
but a growing number of contacts Everyone who
attended found the Group very supportive, helping
to make them feel less alone.
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ORPINGTON SUPPORT GROUP
Orpington Support Group members come from all
over north Kent each month. Speakers presented
on a wide variety of topics including PMR and GCA
treatment at The Princess Royal and Orpington
Hospitals, part of Kings College Hospital Group;
benefits of Nordic walking; diabetes; pain control
and hand massage to relieve tension. The ‘Christmas
lunch’ has become a fixture in the Group’s year, as
well as the afternoon tea for PMRGCAuk Fundraising
week. In March the meeting was held at Orpington
Hospital as part of a local awareness campaign and
they hope this will become an annual event.

of diet and the difference it can make in helping
with PMR/GCA. Professor Dasgupta spoke at both
Southend and Rettendon meetings, explaining
the latest information on PMR/GCA and answering
questions.

SURREY SUPPORT GROUP

Orpington Support Group encourages members to
join the national charity and although there is no
obligation, everyone is now a member, receiving
regular updates from PMRGCAuk, adding to the
lively and informed discussion at meetings and
ensuring attendees know so much more about
coping with the conditions. This year the group
raised £500 during fundraising week for PMRGCAuk
and over the year it has made further donations to
the national charity.

Now into its 9th year, the Surrey group continued
to meet every two months, attracting people from
areas outside Surrey, including Hampshire, Sussex
and London. With 38 registered members and
with partners and carers also welcome, average
attendance at meetings is 27. Guest speakers
included a representative from the Kent, Surrey and
Sussex Air Ambulance Trust; two representative
from Diabetes UK; an inspirational Nutritionist
and Yoga Instructor; Mark Benjamin, PMR patient
and author of ‘Write Me Funny…Ramblings on
The Lighter Side of PMR and GCA’, whose book
sales helped to raise funds for PMRGCAuk. More
informal meetings also provided the opportunity for
networking and sharing problems encountered with
day-to-day living with PMR/GCA and learning tips
for working around those problems.

PLYMOUTH MEET UP GROUP

TAUNTON SUPPORT GROUP

Meetings were held in May and July featured
speakers on First Aid Training and Solution Focussed
Hypnotherapy. Due to low attendance it was
decided in future to hold Meet-Ups at intervals for
informal discussions and reserve one day per year
for inviting a speaker.

Speakers included Dr Mahdi Abusalameh, Consultant
in Rheumatology and Acute Medicine from the Royal
Devon and Exeter Hospital, with a special interest
in GCA; Gemma Hembury, specialist Osteoporosis
nurse from Musgrove Hospital and Linda Toulson
the area manager of the Royal Osteoporosis Society,
giving lots of valuable information to take away
and Taunton Red Cross, who taught the Group how
to provide First Aid in certain situations including
broken bones and head injuries and Teresa Jewell,
the Lead Rheumatology Specialist Nurse from
Musgrove, joined the Group for her popular annual
visit, answering numerous questions.

SHROPSHIRE SUPPORT GROUP/MEET UP
GROUP
In April the last meeting of the Shropshire Support
Group was held, as Group Leaders Kath and Dave
Davies stood down. More informal Meet Ups filled
the gap, taking place around the county and giving
attendees a chance to talk about themselves and their
personal PMR/GCA journeys. We would like to extend
a very big thank you to Kath and Dave for managing
the Group, organising meetings and arranging
informative speakers over the last few years.

SOUTHEND/CHELMSFORD SUPPORT GROUP
Meetings took place in Southend and Chelmsford
and were well attended, with over 60 members. A
local pharmacist, Bina Patel, gave an informative
talk at Southend, answering queries regarding
medication and at Chelmsford a local nutritionist,
Lola Oni, informed the Group of the importance

In months when there was no speaker, Meet Ups
were held, which proved so popular that more are
planned next year, with fewer speaker meetings.

WORTHING SUPPORT GROUP
The Worthing group continued their monthly
meetings and were mostly informal. Speakers
during the year included Mike Slator, a local
pharmacist, who led an interesting session on
the various medications and Diane Mason, a local
optometrist, who led a discussion on eyes, using a
large scale model of the eye to enable the Group to
understand how it all worked.
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PART B – REPORT FROM
ASSOCIATE CHARITY
PMR-GCA Scotland, registered Scottish charity no. SC037780
(to year ending 31st December 2018)
The start of 2018 saw the charity, through its
membership of the Cross-Party Group on Arthritis
and Musculoskeletal Conditions, in correspondence
with Joe FitzPatrick MSP, Minister for Public Health
and Sport, trying to establish the importance of
updating and improving diagnosis and treatment
of GCA throughout Scotland. During the course of
the year most of what we asked for was accepted: a
National Managed Clinical Network should enable
access to expertise and provide education for all
clinicians, and Fast Track pathways for diagnosis and
treatment are to be encouraged as “Good Practice”.
Later in the spring we were advised that Roche
Pharmaceuticals were making an application to the
Scottish Medicines Consortium to have their new
drug, Tocilizumab, accepted for treatment of GCA
in Scotland. Clinical trials had been very promising
and it had already been approved, after appeal and
with some restrictions, in England. We did not have
much time to send out a questionnaire to members
about their experiences of living with GCA and the
effect this had on their lifestyle and family. (This was
recommended by the SMC Public Involvement Team
who provided helpful guidance throughout the
process.) The responses received, however, allowed
us to first produce a written submission on behalf of
our members and then to attend and speak at the
sequence of meetings leading up to the final decision
of the SMC in August. This allowed the use of the
drug for all GCA patients in Scotland. Many thanks to
everyone who contributed to this great result.
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The Chair, Secretary and members took every
opportunity to talk about the illnesses and the
charity to any group or organisation who would
listen, producing both new members and sometimes
donations such as one from Galashiels Inner Wheel.
Many thanks too to those Trusts and individual
members whose regular gifts or collections at
special events allow us to function throughout
the year and to continue to provide small grants
to researchers or clinicians within the field of PMR
and GCA. This year we have supported training in
Ultrasound diagnosis for a Fife consultant and will be
doing the same for Lanarkshire early in 2019.
Finally, it is our Helpline volunteers, Support Group
Conveners and Trustees, especially those who hold
the offices of Treasurer and Secretary, who make the
year’s activities possible, as do the members who
support our work in so many ways, not least in being
there for each other to give advice, sympathy and
encouragement whenever and wherever we meet.
Lorna Neill
Chair
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