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“ PMRGCAuk is an absolute 
lifeline with information 
about a condition that very 
few people understand.”



Message from
THE CHAIR  
OF TRUSTEES
The very end of this year saw the beginning of a huge change and challenge for the 

world, for the UK and for all of us, as we entered the Covid-19 lockdown, with the 

majority of our members surely falling into the group marked as vulnerable. We had 

already held discussions on how we could continue to support our members, and next 

year’s report will undoubtedly be entirely coloured by the pandemic.

However, there is much to report on our activities last year before the Covid-19 era, 

many positive events, and planning that I’m sure will help us for the future. After 

a strategic review by the Trustees, we re-stated our core aims – encapsulated in a 

aT^TZY�^_L_PXPY_�QZ]�L�Q`_`]P�bT_S�QL^_�LYO�PʬPN_TaP�_]PL_XPY_�QZ]�PaP]dZYP�bT_S�
PMR and GCA – and initiated a survey of our members’ views about our services and 

priorities; many thanks to all of you who contributed. And we moved to improve how 

we can make an impact, in particular by deciding to modernise our online presence 

with a new design website which will be online in autumn 2020. When all the results 

of the survey are in and analysed we shall publicise our plans and priorities, though 

you may be sure that our commitment to supporting our members, and to raising 

awareness amongst the public and the health professions will be unchanged.

There are some positive achievements and actions I should like to highlight. We were 

delighted to get obtain grant funding from the Masonic Charitable Trust to launch 

our ‘Buddy’ support network: important though our online presence is, it does not 

reach all our members, personal telephone support for those who are particularly 

frail can play an important role. We also had memorable donations from members – 

Eileen Allcock who canoed along part of the Birmingham to Worcester canal, 

John Robson, our North East Group Organiser’s expedition to Annapurna IV in the 

Himalayas and our trustee Janice Maddock who took part in the 5K Colour Obstacle 

Rush at Royal Windsor Racecourse, and we had a very welcome legacy. The launch of 

recommendations for the treatment of giant cell arteritis from the British Society of 

Rheumatology prompted a meeting that I and our deputy-chair Dorothy Byrne had 

with the Medical Director of NHS England and the NHS’s lead person for musculo-

skeletal disease. We discussed what the NHS would do to ensure a wider uptake of the 

fast-track treatment pathways initiated by our President Bhaskar Dasgupta.

On another front, our ‘sister’ organisation in the North of England, PMRGCA north 

east, which stopped its activities, generously made over their funds to us, and we 

took over its commitment to fund a project in GP education, a project we will be very 

pleased to see in action. One of our priorities which we will be pursuing next year is 

to extend our activities to cover more of England and Wales. 

With best wishes

Humphrey Hodgson 

Chair of Trustees
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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. 
Our membership fee is £15 a year and by the end 
of March 2020 and we had over 1000 members. 
While Members come and go as people go into 
remission, 48% of our Membership have been 
bT_S�`^�QZ]�ʭaP�dPL]^�Z]�XZ]P��

48%
of our Membership  
have been with us  

for over 5 years

“ I wish more people who 
come to meetings and on 
HealthUnlocked would 
become members and realise 
why membership is vital.”
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MEMBERS’ DAY
The annual Members’ Day & AGM in September 2019 
took place in a new venue, close to Baker Street in 
London, and attracted over 80 delegates. 
Our expert speakers from the medical and research community included  
Dr Chetan Mukhtyar and our trustee Dr Sara Muller, providing delegates with 
 the opportunity to hear about treatments and research and ask vital questions. 
/Z]Z_Sd�-]dYP��OP[`_d�NSLT]�ZQ�;8=2.,`V��STRSWTRS_PO�_SP�OTʯN`W_TP^�[L_TPY_^� 
can experience in getting a diagnosis for PMR or GCA and talked about her  
UZ`]YPd�Q]ZX�ʭ]^_�^dX[_ZX^�_S]Z`RS�_Z�OTLRYZ^T^��]PXT^^TZY�LYO�]PWL[^P� 
and member Eileen Allcock, inspired us all with her presentation about her  
fundraising paddle in a canoe from Birmingham to Worcester.

Eileen Allcock

Chetan Mukhtyar

Chetan Mukhtyar
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“ I’m leaving feeling inspired to do my bit to help others 
and help PMRGCAuk. Every bit helps.”

“ The format of the AGM and Members’ Day is excellent.”

“ A good opportunity to listen to well informed speakers. 
To speak to some very knowledgeable people.” 

“ The presentations were all interesting, informative and 
inspirational. (Oh, and humorous sometimes!).” 

“ It was great to meet the professionals and being able to 
ask them questions. Also meeting the leading members 
LYO�ZʯNP]^�ZQ�_SP�NSL]T_d�ɮ

Sara Muller

Dorothy Byrne
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Telephone helpline
The Helpline answered 1,351 calls during the year from the 
beginning of April 2019 to the end of March 2020. Calls may last 
from 5 minutes to 50 mins each depending on the need of the 
caller.

The helpline team currently consists of seven volunteers currently 
giving up their time to answer Helpline calls. It is estimated 
that, between us, we spend between 15 – 20 hours per month on 
speaking to Helpline callers.

Common reasons for calling the Helpline remain: 

 • for more information generally on the conditions especially for 
the newly diagnosed 

 • concerns about symptoms and diagnosis

 • NZYNP]Y^�ZQ�MPTYR�ZY�^_P]ZTO^�LYO�[Z_PY_TLW�^TOP�PʬPN_^

 • QPPWTYR�`Y^`[[Z]_PO�Md�XPOTNLW�^_Lʬ

 • feeling anxious, needing reassurance and to talk

 • OTʯN`W_TP^�bT_S�_SP�^_P]ZTO�]PO`N_TZY�[]ZNP^^�LYO�ʮL]P^�ZQ�
symptoms

We aim to answer most of the calls in person, but this is not 
always possible and not all callers feel able to leave a message. 
?ST^�T^�TOPY_TʭPO�ZY�_SP�^d^_PX�L^�L�ɭXT^^PO�NLWWɮ�ɧ�O`]TYR�_ST^�
time period, an average of two calls a week were missed.

.

Providing
SUPPORT & 
INFORMATION
We provide support through our Telephone 
Helpline, our national network of Support 
and Meet up Groups and through our online 
HealthUnlocked forum.
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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 more than 500 people 
every year. New Groups set up included Welwyn 
Garden City, Eastbourne and North Wales. We 
are working to increase the number of groups 
in the north of England. The current Covid-19 
pandemic has postponed all of these meetings 
for the time being, and many have moved 
online to video conferencing meetings such 
as Zoom. Some of our Support Groups have 
not taken their meetings online to Zoom, and 
other groups have welcomed members from 
these groups them to their Zoom meetings. 
Going forward it’s important that we persuade 
_SZ^P�bSZ�L__PYO�XPP_TYR^�ZQ�_SP�MPYPʭ_�ZQ�
joining and becoming a member of the national 
charity, both for themselves and to amplify the 
^TRYTʭNLYNP�ZQ�Z`]�aZTNP�TY�[`MWTN�OT^N`^^TZY^�
about the need for better treatment.

SUPPORT AND  
MEET UP GROUPS

“I found 
purpose and 

structure after having 
to give up work and being 
on my own at home. The 

support group and the 
charity were a lifeline 

to the future.”
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SUPPORT AND  
MEET UP GROUPS

Sheila O’Reilly,  
Welwyn Garden City Group Organiser

“I was diagnosed with GCA in January 2018 
after having had PMR the previous year. 
Even though I am very lucky to have a 
partner who has been and continues to be 
very supportive, I had frequently felt quite 
isolated as I had not met anyone who had 
GCA. I thought how much worse it must be 
for those who had little or no support.

In June 2019 I approached the charity about 
the idea of starting a new support group.  
I had been looking at the charity’s website 
for some months and I had noticed that 
_SP]P�bP]P�OTʬP]PY_�^Z]_^�ZQ�^`[[Z]_�R]Z`[^�
throughout the UK but as I still didn’t feel 
physically able to drive any distance, I 
decided it might be a good idea to start a 
new group for people living within easy 
travelling distance of Welwyn Garden City.

Candy Horsbrugh kindly came to see me at 
home to discuss what sort of group would 
be suitable and how to set it up. She left me 
bT_S�WT_P]L_`]P�_Z�]PLO�LYO�4�ʭYLWWd�XLOP�
`[�Xd�XTYO�_Z�SZWO�Z`]�ʭ]^_�XPP_TYR�TY�
September 2019. Candy got in touch with 
charity members whom she thought might 
be interested in joining the group and four 
ZQ�`^�SPWO�_SP�ʭ]^_�XPP_TYR�L_�Xd�SZXP��
with Janice Maddock, trustee of the charity. 
As of March 2020, we have 16 members.”
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HealthUnlocked  
Forum 
Our PMRGCAuk HealthUnlocked forum is 
an online patient-led community, enabling 
XPXMP]^�_Z�^SL]P�_SPT]�Pc[P]TPYNP^�LYO�ZʬP]�
support. Members continue to support each 
other and engage with the forum on a regular 
forum; it is a great space not just for those 
newly diagnosed, but anyone who wants 
to share experiences and feel less alone. It 
is a vital and vibrant place and numbers of 
members continue to grow. HealthUnlocked is 
administrated and moderated by PMRGCAuk 
^_Lʬ�LYO�_]`^_PP^�

“ It’s no exaggeration to say 
HealthUnlocked has been a 
lifesaver for me. Like most people 
I was diagnosed with PMR and 
given instructions to taper the 
Prednisolone by 1mg per month and 
it would just burn itself out after 2 
years. All so wrong it turned out. 

Fast forward 3 years and I was 
still struggling with it all. I 
started researching and luckily 
stumbled across PMRGCAuk and 
the HealthUnlocked forum. Over 
the years the moderators and 
ambassadors on there have helped 
in so many ways, giving me the 
VYZbWPORP�LYO�NZYʭOPYNP�_Z�^PPV�
better treatment options and once 
when I was very unwell urging me 
to seek medical advice immediately, 
which was lucky as they correctly 
TOPY_TʭPO�LO]PYLW�[]ZMWPX^��

Support forums like this are crucial 
for well-being when you have long-
term chronic and little understood 
illnesses like PMR and GCA.” 

Tangocharlie 
HealthUnlocked member 
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 • James Tudor Foundation gave us £1000 towards 
a Volunteer Helpline training course

 • 2L]ʭPWO�BP^_ZY�R]LY_PO�n"� ���_ZbL]O^�
improving information packs, marketing and PR 

 • 78 year old grandmother and PMRGCAuk 
member with PMR, Eileen Allcock, 
paddled 30 miles along the Worcester to 
Birmingham canal, in 3 days, with 57 
locks and 5 tunnels as obstacles, raising 
over £2,500 and awareness as she rowed

 • Professor Bhaskar Dasgupta’s donated 
£750 from his “3 Rays of Light” event 

 • Members and supporters successfully voted 
for the charity to receive £1,000 from the 
Ecclesiasticals’ Movement for Good grant.

 • PMRGCAuk is the City of London’s Portsoken Ward 
Club’s charity of the year, chosen by Judi Sanders, 
Master of the Portsoken Ward Club. An 
Afternoon tea raised over £350. Due 
to Covid-19 their support will 
continue for another year.

 • NE Group Organiser John Robson’s 
expedition to Annapurna IV 
(7525m/24,600ft) in the Nepal 
Himalayas, while raising 
money for PMRGCAuk.

RAISING AWARENESS 
AND FUNDS

John Robson

Eileen Allcock

Judi Sanders and Janice Maddock PMRGCAuk • 13
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PMRGCAUK WEEK
18 – 24 JUNE 2019
Events from around the country took place to 
support PMRGCAuk week 2019. These included a 
member running 5k a day to raise awareness of 
PMR and GCA; a bring and buy sale; a 5k colour 
rush obstacle event plus lots of local tea parties 
and quiz nights. Almost £3,000 was raised.

“ In May 2018 I was diagnosed 
with Polymyalgia Rheumatica 
after being crippled with 
pain for two months and I 
was started on steroids. My 
GP has been amazed at my 
determination and progress in 
battling PMR. I threw myself 
into running and love it so much 
that I try to run as much as I 
NLY��OP^[T_P�^_TWW�^`ʬP]TYR�Q]ZX�
;8=�ʮL]P�`[^�ɮ

Pauline Bain, member

FUNDRAISING EVENTS 
PROGRAMME
Our fundraising event programme continued 
into 2019 with members joining us for an 
entertaining afternoon with Dr Martin Scurr, 
who has been the medical adviser for the ITV 
series Doc Martin since the series began. The 
event took place at The University Women’s Club 
(UWC) in Mayfair on Saturday 23 November 
2019 and raised over £2,000.

Our tour of the Worshipful Company of Skinners 
building in the city of London was postponed 
due to Covid-19. 

“ We very much enjoyed the 
event at UWC, both the tea 
and the talk from Dr Martin 
Scurr were excellent. We have 
always watched the Doc Martin 
series and because of my 
family connections to Cornwall 
we know the area where it is 
ʭWXPO���^Z�OZ`MWd�QL^NTYL_TYR�ɮ�

Margaret & Colin

Colour Rush

Pauline Bain

Dr Martin Scurr
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New GCA Guidelines 
published in 2020
The British Society for Rheumatology guidelines 
for GCA, which have also been accredited by 
NICE, were published in January 2020, and lay 
out best practice for doctors. This guidance 
promotes a fast track for treatment of GCA, 
similar to that now introduced for people  
who have had strokes.

Supporting
RESEARCH

“ PMRGCAuk will use these 
guidelines to campaign for the 
fast track system to be introduced 
across the UK. The facts are 
proven: patients with symptoms 
of GCA need an immediate high 
dose of steroids to bring down the 
TYʮLXXL_TZY�bSTNS�NL`^P^�^TRS_�
loss followed by a swift referral to 
SZ^[T_LW�_Z�NZYʭ]X�OTLRYZ^T^�LYO�
start treatment.” 
Dorothy Byrne, deputy-chair of PMRGCAuk, 
who sat, on behalf of the charity, on the 
committee which drew up the guidelines

“ These new much-awaited BSR 
GCA guidelines update represents 
an exciting time for patients and 
NWTYTNTLY^�LWTVP��8LYd�^TRYTʭNLY_�
advances have been made since 
_SP�[`MWTNL_TZY�ZQ�_SP�ʭ]^_�->=�
GCA guidelines 10 years ago, 
especially in the form of fast 
track clinics for urgent diagnosis 
of GCA and the advent of new 
therapies such as tocilizumab for 
the treatment of relapsing and 
refractory GCA..” 
Professor Bhaskar Dasgupta, our president and 
one of the experts involved in developing the 
guidelines
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TREASURER’S REPORT
Income
Income in this year was £159,604, £105,000 of 
which was from an unexpected legacy donation. 
The balance of income was £54,604 from 
grants, subscriptions, donations, fundraising 
events and supporters’ fundraising activities. 
Members’ subscriptions were slightly higher 
than last year as was income from donations. 
This year’s lunch organised by Penny Denby 
at the University Women’s Club generated 
LY�TYNZXP�ZQ�ZaP]�n������LYO�L�[]Zʭ_�ZQ�ZaP]�
£1,100.

>`^_LTYLMTWT_d�T^�ZQ�R]PL_�^TRYTʭNLYNP�QZ]�_SP�
NSL]T_d�LYO�_SP�_]`^_PP^�LYO�[L]_�_TXP�^_Lʬ�
continue to look at ways that will generate 
ongoing income.

Expenditure
Expenditure was £59,859, of which £7,840 was 
^[PY_�Q]ZX�]P^_]TN_PO�Q`YO^�ZY�^_Lʬ�_]LTYTYR�
and part of the cost of our new website and 
branding design leaving the balance as £52,019. 

Expenditure from restricted funds

Expenditure form restricted funds in the year 
was spent on costs towards the redesign and 
development of our new website and branding 
LYO�^_Lʬ�_]LTYTYR�NZ^_^��:YP�ZQ�_SP�^_]TN_`]P^�
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 the remainder of that money in 2020-21 
with those intentions in mind.

Net movement in funds
The net movement in funds for the year is 
£99,745 against £7,735 last year. However, this 
is due to the very generous £105,000 legacy 
from an ex member. The charity will continue 
to use its income to support the needs of its 
members

Balance sheet
The charity has £181,572 in funds carried 
forward, split between £118,065 in general 
funds and £63,507 in restricted funds. Cash 
funds are £180,846.

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.
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Appendix 1
ABOUT THE 
CHARITY
Reference and 
administrative details  
of the charity
Name of Charity: Polymyalgia Rheumatica and 
Giant Cell Arteritis UK (PMRGCAuk)

Charity Registration No: 1128723

Company Registration No: 6763889

Registered Address:  
10 Coldbath Square, London, EC1R 5HL 

:ʯNP�.Z]]P^[ZYOPYNP�,OO]P^^%  
BM PMRGCAuk, London, WC1N 3XX

Bank Details: HSBC, 13 Parliament Street, York

Trustee/Directors: Humphrey Hodgson (Chair) 
Dorothy Byrne (Deputy Chair), Penny Denby, 
Janice Maddock, Wendy Morrison, Christine 
Young, Keith Slater (Treasurer), Sara Muller.

Independent Examiner: Katherine Gamage 
from Gamages Accountancy

President: Professor Bhaskar Dasgupta

Patrons: Lord Robin Butler, Lady Wendy Levene, 
Dr Sarah Mackie

>_Lʬ% (April 2019 – March 2020): Liora Ives 
(Director to August 2019), Candy Horsbrugh 
(Deputy Director to August 2019, Director from 
September 2019), Fran Benson (Membership 
Secretary to August 2019 and Membership 
Secretary & Assistant Director from September 
2019).

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 
WTQP�ZQ�_SZ^P�LʬPN_PO���Q]ZX�_SP�TYLMTWT_d�_Z�
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 
_SPd�NZXXT__PO�^`TNTOP��?d[TNLWWd�LʬPN_TYR�
those over 72, around 1 in 1,000 develop PMR 
each year. 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 
L^�]LT^TYR�_SP�[]ZʭWP�ZQ�_SP�NZYOT_TZY^�bT_S�_SP�
medical profession. 

With an urgent need for support and 
information, the charity was set up over 10 
years ago by a patient group - ‘The PMR 
ʭRS_P]^ɪ���LYO�]PXLTY^�RZaP]YPO�_ZOLd�Md�
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.
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The charity’s objects are:
 • To advance the education of the public 

through the collection, assimilation and 
recording of information and data relating 
to Polymyalgia Rheumatica and Giant Cell 
Arteritis by the provision, establishment and 
maintenance of an educational website, and 
a network of support groups. 

 • To preserve and protect good health by the 
promotion of research into Polymyalgia 
Rheumatica and Giant Cell Arteritis and the 
dissemination of the useful results thereof 
QZ]�_SP�MPYPʭ_�ZQ�_SP�[`MWTN��

The charity’s activities 
We provide information and support to people 
with PMR and GCA 

 • Support a national network of support and 
meet up groups 

 • Provide a telephone helpline run by 
volunteers with experience of the conditions 

 • Maintain an online forum for peer support 

 • Produce a free information pack to people 
newly diagnosed with PMR and GCA 

 • Organise an annual Members’ Day with guest 
speakers and facilitated discussion groups 

 • Publish a members’ magazine three times 
per year and send regular email updates 

 • Maintain an up-to-date website and 
improved social media presence 

 • Distribute information to rheumatology 
departments and other relevant locations We 
raise awareness within the public domain, 
medical profession and government 

 • Conduct national press and media work to 
increase public awareness 

 • Speak to groups of people over 50 and those 
who work with them 

 • Attend meetings with health professionals 
and NHS England 

 • ,OaZNL_P�QZ]�QL^_�LYO�PʬPN_TaP�OTLRYZ^T^�LYO�
treatment to prevent sight loss resulting 
from undiagnosed GCA We support and 
promote research into PMR and GCA 

 • Provide patient representation on 
international working groups, such as 
those to develop new guidelines for the 
management of PMR and GCA 

 • Become actively involved in research projects 
undertaken by other organisations, primarily 
through patient representation

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 work supporting the 
medical and research community through vital 
patient representation has also helped to drive 
change in diagnosis and treatment including the 
release of new international clinical guidelines 
for GCA, released in January 2020, developed 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 
NZ]P�^_Lʬ�_PLX�^`[[Z]_TYR�L�YP_bZ]V�ZQ�ZaP]�
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. 
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Appendix 2
PART A
Reports from support & meet-up groups*

Bath
The Bath Group has been meeting monthly 
QZ]�_SP�[L^_�dPL]�ZʬP]TYR�PLNS�Z_SP]�X`_`LW�
support and a listening ear over a drink. 
Meetings have usually had between 6 and 10 
attendees who mostly have PMR plus a few with 
GCA. A few people who are unable to attend 
due to being too ill, caring responsibilities or 
_]LY^[Z]_�OTʯN`W_TP^�LW^Z�NSZ^P�_Z�^_Ld�TY�_Z`NS�
with us by email. The group covers a wide 
geographic area from Swindon in the East, 
Stroud in the North and Frome and Stratton on 
the Fosse to the South. 

Attendees tend to fall into two groups, those 
who have been on steroids for a long time 
and are struggling to reduce and the newly 
diagnosed with an illness which they have 
never heard of. Everyone says how much they 
are helped by meeting others in the same 
situation and the newly diagnosed appreciate 
the additional information which we are able 
to provide. Topics of general interest have 
been steroid reductions and the latest news on 
research. A number have found the slow method 
of reducing steroids particularly helpful

Bedfordshire
The Bedfordshire Group consists of members 
from Hertfordshire, Bedfordshire and 
Buckinghamshire. On average 8 people, from 
a group total of 16, attended the meetings 
on the last Thursday of each month, except 
in December, at Frosts of Willington. The 
last meeting was in February 2020 and like 
PaP]dZYP�PW^P�bL^�[Z^_[ZYPO�TYOPʭYT_PWd�O`P�
to the Coronavirus pandemic. Two of our group 
contracted Covid-19; one was shielding. 

Brighton
The Brighton group is quality rather than 
quantity: a small group which meets every 
other month at a local, easily accessible pub and 
we have developed a real sense of camaraderie 
and friendship, supporting each other, which 
has continued on Zoom through lockdown. We 
welcome new members.

Bristol
In May 2019 the Bristol Group hosted a Speaker 
meeting, which was attended by about 40 
members. The Holiday Inn provided space and 
facilities free of charge, for which we are very 
grateful. Many attendees arrived early to enjoy 
lunch where they had the opportunity to meet 
each other and discuss their individual PMR/
GCA journeys.

?SP�ʭ]^_�^[PLVP]�bL^�?P]]TP�>_ZNVP]��
Osteoporosis Nurse Specialist in the

Rheumatology department at the Bristol 
=ZdLW�4Yʭ]XL]d��bSZ�RLaP�L�aP]d�TY_P]P^_TYR�
presentation on Osteoporosis. 

The main speaker was Professor Bhaskar 
Dasgupta, Consultant Rheumatologist and 
President of PMRGCAuk, who talked about 
PMR and GCA. Professor Dasgupta was very 
informative and there was an opportunity for 
Q&A after his presentation. £116 from donations 
was raised for PMRGCAuk.

Meetings are held 4 times a year, and the 
impact of PMR & GCA on members’ lives and 
exchanged ideas on how to manage symptoms 
and medications and where to get help based on 
current research were discussed.

*Not all Groups choose to provide a report, particularly for the more informal meet ups
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Cambridge
In 2019 two or three new people joined the 
small group. Unfortunately in the last 2 years, 
two ladies had to leave due to ill health and lack 
of mobility.

Although the Group Organiser knew about loss 
of sight for some with GCA, she was shocked 
that one of their new members lost their sight 
O`P�_Z�MPTYR�^PPY�Md�OTʬP]PY_�OZN_Z]^&�_ST^�_ZZV�
up a lot of time and resulted in him losing his 
sight in his one good eye. He now has to bring 
his guide dog with him when venturing out. 
One other new member lost her sight but only 
temporarily.

In 2020, the group was able to have their 
February meeting, before Covid-19 postponed 
future meetings.

Some members would like to have speakers, but 
the Cambridge Groups doesn’t have the funds. 

East Dorset
The East Dorset group met 4 times during the 
year and enjoyed supporting each other in a 
friendly and relaxed atmosphere. They have also 
kept in touch by sending out informative emails 
and also telephone conversations. The group 
has been in touch with the Practice Managers 
in GP surgeries and also supplied the surgeries 
bT_S�WPLʮP_^�_Z�]LT^P�LbL]PYP^^�ZQ�_SP�R]Z`[�TY�
an endeavour to increase their membership.

Coventry
The Coventry group has a membership of 27 
which includes 6 supporters/carers from West,) 
BL]bTNV^ST]P��BZ]NP^_P]^ST]P��>_LʬZ]O^ST]P�LYO�
Leicestershire with 2 potential new members 
to join when meetings resume. Meetings 
are held on the last Friday of each month, 10 
months of the year at the Double Tree Hilton 
Hotel, Walsgrave, COVENTRY, from 10.30am. 
till 12.30pm. Members pay the hotel on the 
day for drinks and biscuits. New members are 
given a small welcome package when they join, 
containing information of interest. Meetings 
usually follow the same agenda: Welcome to all; 
Introduction of new members; News, including 
information from the National Charity. 
Members share, if they wish, feedback on their 
personal state of health, with other members 
ZʬP]TYR�PYNZ`]LRPXPY_�^`[[Z]_�bSPY�[Z^^TMWP��
Meetings conclude with “A Funny!” Most of the 

recent meetings have involved discussion and 
planning for a “COVENTRY EVENT” which was 
planned to take place on Wednesday 29th April. 
Sadly, this was postponed as a consequence of 
Covid-19. Since meetings were halted members 
who were willing to share email addresses 
with others in the group have been available to 
communicate with each other as they wished. 
A weekly “Ramblings” was sent out during the 
ʭ]^_����bPPV^�ZQ�_SP�ɭ7ZNVOZbYɮ�

East Midlands
?SP�0L^_�8TOWLYO^�R]Z`[�SL^�SLO�L�ʮ`N_`L_TYR�
membership of between 33 – 40 people in this 
last year. A growing number of people who 
live in and around Derby have met 5 times for 
TYQZ]XLW�NZʬPP�XPP_�`[^�LYO�SLO�L�.S]T^_XL^�
meal together. Others have met in Nottingham 
every few months, and also occasionally in 
Southwell and Meadowhall (the latter being 
better served by the Ilkley group which meets 
at various places in Yorkshire.) We had a group 
meeting in Nottingham attended by 9 people 
with GCA, and a spouse. We had hoped to have 
L�^[PLVP]��M`_�_ST^�[]ZaPO�OTʯN`W_�_Z�L]]LYRP�
so we watched a video and had a general 
discussion about GCA. A group of about 6 
[PZ[WP��bT_S�2.,��XPP_�[P]TZOTNLWWd�QZ]�NZʬPP�TY�
the Beeston area of Nottingham.”

East Anglia
East Anglia saw a new Chair, Sandra Waspe. 
,^�T_�bL^�LW^Z�SP]�ʭ]^_�dPL]�ZY�_SP�NZXXT__PP�
she would like to thank the existing committee 
members for their help during this period. 
The speakers at both their very well attended 
members (area) meetings, were Dr. Max Yates at 
last year’s AGM and Dr. Lauren Steel in October, 
were extremely interesting. Had it not been for 
the Covid-19 pandemic, we would have held our 
AGM at Needham Market Community Centre 
on 23rd April. Our speaker would have been Mr. 
Hardman Lea, Ophthalmic Surgeon. Prior to 
the Lockdown announcement our committee 
made the decision to cancel. They hope it won’t 
be too long before they can safely hold another 
meeting and that Mr. Hardman will be able to 
speak to their group.

London
The London Group managed to squeeze in 4 
meetings before Covid-19 lockdown happened 
and physical meetings had to stop.
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Numbers-wise the group has remained fairly 
static with a few new members being added. 
Many of the people on the contacts list do 
not make it to the physical meetings, sadly. 
This is partly to do with ease, or otherwise, of 
transport and partly how people’s health is at 
the time of the meeting.

In June 2019, after discussion with the group, 
it was agreed that from 2020 the number of 
meetings would go down to 3 meetings a year 
rather than 4, but with a speaker at each one. 
Some of our members go to smaller meet-ups 
which happen nearer to where they live, as well 
as to the London meetings, and the majority 
thought that the value of the Central London 
group to be able to hear our good speakers. It 
was also agreed to stop providing nibbles and 
drinks. 

Dr Kate Gilbert gave a talk on developments in 
diagnosis and treatment of PMR in April 2019. 
As ever much was learnt from an engaging and 
knowledgeable speaker - and it is always great 
to hear what is on the way to help us.

The library used for the meetings had mixed up 
the room bookings during July 2019, so at really 
short notice the date was changed, which meant 
no speaker and many fewer attendees. However, 
it was a great meeting as at least two of our 
members were given pointers which helped 
them forward with some knotty issues.

In October 2019 Dr Toby Helliwell came to talk 
a GP’s view on diagnosis and management of 
polymyalgia rheumatica and giant cell arteritis 
in general practice. He based the talk round two 
actual but anonymous patients one with PMR 
and the other with GCA. It was excellent to get 
the GP perspective – but Toby did say that GP 
education on both conditions needs to continue.

Just before lockdown trustee and member Janice 
Maddock and trustee Penny Denby kindly ran 
the group short notice, with a talk from Diane 
Nagy from St John’s Ambulance on 5 ways to 
save a life.

So, as ever a year full of interesting speakers - 
and as ever administration-wise, interesting 
too!

North East
The North East support group meets at least 
three times per year on the outskirts of the 
historical World Heritage city of Durham. We 
now have approximately 40 members with 

regular attendance at meetings of 20 members. 
We have been fortunate to listen to several 
inspirational motivational speakers during 
2019/2020.

In April John Robson gave a humorous 
presentation on the A-Z in Remission with PMR; 
in July we hosted two PMR&GCA consultants, 
Dr. Vadlvelu Saravanan and Dr. Sarah Mackie, 
who delivered a thought-invoking presentation 
on “Education doctors, supporting patients’. 
In November we were entertained with the 
North East Blood Bikes and a Physiotherapist 
who gave practical demonstrations for people 
recovering with PMR and GCA. 

:`]�ʭYLW�XPP_TYR�TY�WL_P�8L]NS�SLO�_Z�MP�
cancelled at short notice but we were due to 
receive an informative practical presentation 
on Bowen Therapy. As we entered the 
lockdown period John started to send weekly 
emails on a variety of subjects to help provide 
entertainment, interest and provide support to 
members.

Ilkley/Yorkshire
Ilkley is now into its third year of supporting 
people with PMR or GCA. There were three 
meet ups in Ilkley and three in Leeds. Due to 
PY\`T]TP^�Q]ZX�/ZYNL^_P]��>SPʯPWO�LYO�DZ]V�_Z�
name a few, a decision was made to change the 
name from Ilkley to Yorkshire. Unfortunately, 
_SP]P�bL^�YZ_�^`ʯNTPY_�TY_P]P^_�QZ]�XPXMP]^�
to attend the meetings that were arranged in 
those locations. An average of 9 people attended 
each meeting out of 50 members in total. The 
meetings were well received by those who 
attended and the information shared certainly 
helped all members. 

Orpington Support Group
Orpington support group started the year 
with two excellent and informative speaker 
meetings. In January Rheumatology Consultant, 
Dr Sarah Medley, enlightened the group on 
the subject of steroid induced osteoporosis and 
answered members’ questions. Member, Joan 
Workman, took comprehensive notes which 
the group is happy to share. In February ‘Five 
Ways to Save a Life’ were demonstrated by Rosie 
McGloughlin of St John’s Ambulance which 
made us all realise how important it is to keep 
`[�_Z�OL_P�bT_S�ʭ]^_�LTO��?SP�8L]NS�XPP_TYR�
was an opportunity for members to meet and 
NSL_�ZaP]�NZʬPP�bSTNS�bL^�QZ]_`YL_P�L^�Md�_SP�

ANNUAL REPORT & ACCOUNTS 2020

26 • PMRGCAuk



following week Covid19 put a stop to further 
face to face meetings. Some members have 
kept in touch with each other via WhatsApp 
and through regular Zoom meetings which 
have expanded to include PMRGCAuk members 
from Kent and Sussex and others much further 
away – they are joined by people from County 
Durham and Maine, USA. 

Oxted Meet Up Group
In Oxted, Surrey the group has been meeting 
up once a month and has been doing so for four 
years now. They are a relatively small group 
and on average there are eight members who 
meet around the table. They are very friendly 
and everybody is made to feel very welcome. 
,Q_P]�_]dTYR�XLYd�OTʬP]PY_�aPY`P^�[]TZ]�_Z�
.ZaTO��$�_SPd�ʭYLWWd�QZ`YO�L�^[LNP�_SL_�^`T_PO�
them. They meet in the concourse of a local 
church in Oxted that is light, open and warm 
with parking which seems to suit us well.

Along with monthly meetings they all meet for 
lunch in the summer and again at Christmas 
time. It’s always lovely to share lunch, to have a 
chat with everybody and to raise a glass to each 
other.

Portishead
The Portishead group continued to meet 
regularly in a large room in the Folk Hall 
which provided all the facilities they needed. 
The average attendance was 12 people, and 
2 members help out with refreshments and 
cleaning. The majority of members are regulars, 
but a couple of new people joined this year. The 
group would like to thank Wendy Morrison for 
her support and valuable up to date knowledge 
and advice.

PMRGCAuk Treasurer, Keith Slater, attended 
one meeting with Wendy and his input on 
GCA & knowledge of the charity invaluable. He 
recommended that the group listen to Dorothy 
Byrne on Desert Island Discs talking about her 
experience of GCA and her work involved in our 
charity

A few members attended Professor Bhaskar 
Dasgupta’s lecture in May in Bristol and they 
gave feedback at the next meeting. Prof. 
Bhaskar’s introduction to spreadsheets to 
record our dosage of Prednisolone to obtain the 
cumulative dosage during our treatment has 
been adopted by a few members.

One of our members kindly donated her home-
made cards which raised £30 for the charity. 
The group joined the Waitrose green token 
scheme and raised £251.

Plymouth
The Group has met at 2-monthly intervals, 
mostly at the Discovery Café in Plymouth City 
Centre. One was held at the Kitley House Hotel 
in Yealmpton, where they were able to indulge 
in clotted cream teas. In November 2019, they 
met at Plympton Public Library for a talk by 
consultant rheumatologist Dr Kirsten Mackay.

Shropshire
This year the group has grown in size to 
approximately 50 people. Four meet-ups are 
SPWO�L�dPL]�TY�OTʬP]PY_�[L]_^�ZQ�>S]Z[^ST]P��
In October 2019, Prof Mark Garton gave a 
well attended a talk at Ellesmere Town Hall. 
He gave a brief history of PMR/GCA and the 
various names used for the condition. He 
outlined the development of drugs, especially 
steroids, used to control the symptoms. We 
were shown a variety of scans and combined 
images which are set to replace biopsies. 
We were able to see how clearly the imaging 
showed the narrowing and blocking of arteries. 
3P�ʭYT^SPO�ST^�[]P^PY_L_TZY�Md�PX[SL^T^TYR�
_SP�PʬPN_�ZQ�^_P]ZTO^�ZY�Z`]�MZYP^�LYO�_SP�
importance of Vitamin D and Statins. In 
December a few of members met at The Beaten 
Track in Shrewsbury for a pre-Christmas 
drink and an informal chat. The meet-up 
for March was cancelled due to Coronavirus. 
The group has come up with an idea for solo 
challenges - challenge yourself to do something 
that will push you further than normal and get 
someone to sponsor you – so far only Group 
Organiser Joan has taken up the challenge by 
walking 5 miles on 5 separate occasions for 
£25 sponsorship. As a group we raised £50 for 
PMRGCAuk from contributions at meetings.

Southend
The last actual meeting was in November 
2019 which had a good attendance and the 
groups were just starting to get established. 
Then Covid-19 came the meetings had to be 
cancelled and new ways to contact people were 
developed. The group has had a couple of zoom 
meetings which have proved to be very helpful 
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and they were very lucky to have the support 
of Professor Dasgupta and Madeline Whitlock 
from Southend University Hospital as they 
were able to come on to the zoom meetings and 
answer any queries and put forward suggestions 
as to how members could cope with the present 
situation. Those who don’t do Zoom were 
telephoned. 

Surrey
The Surrey group, now in its 9th year, continues 
to thrive and attract new members. Current 
registered membership totals 35, with an 
average of 20 members having attended each 
meeting held during the reporting period.

Local meetings continue to be an excellent 
opportunity to pass on latest news from the 
charity, including the content of talks by the 
knowledgeable and interesting speakers at the 
charity’s AGM. The last meeting took place in 
February 2020 before all further meetings were 
postponed for the foreseeable future on the 
recommendation of the Charity’s organisers due 
to Covid-19.

One of the highlights for the Surrey group 
during the reporting period was a visit 
by a Matron/Clinical Nurse Specialist in 
Rheumatology from Queen Alexandra Hospital. 
A wonderful speaker, with vast experience over 
� �dPL]^�TY�OPLWTYR�bT_S�TYʮLXXL_Z]d�OT^PL^P^��
including PMR. He was due to return this year 
to run a PMR/GCA workshop but sadly this had 
to be postponed, as was another planned visit 
from a favourite local rheumatology consultant/
mentor to the group, due to the pandemic and 
lockdown. 

Taunton 
The group continues to meet every month 
ZaP]�NZʬPP�LYO�^ZXP�XPXMP]^�PaPY�^_Ld�ZY�
for lunch. Many of the group enjoyed a trip 
to Bristol in May to spend the afternoon with 
the Bristol Group and their main speaker 
Professor Bhaskar Dasgupta. The talk was very 
informative and the Q & A was brilliant and 
eventually had to stop to enable Bhaskar to 
catch his train.

In October Teresa Jewell was welcomed for 
her annual visit. As always, she gave a most 
interesting and informative talk, covering the 
diagnosis of PMR/GCA, the various options for 
_]PL_XPY_�LYO�OTʬP]PY_�^_]L_PRTP^�QZ]�NZ[TYR�
with the conditions. She also mentioned 

that there are a number of new drugs in 
development, including Tocilizumab, which is 
now available for patients with GCA.

The annual Christmas lunch at Oake Manor Golf 
Club took place in December and was enjoyed 
by all. Thanks go to Sue for making all the 
arrangements.

In February, Jane Worth from Age UK came to 
talk to the group. She outlined the work of the 
organisation and all the practical services it 
ZʬP]^�_Z�[PZ[WP�ZaP]�!���Q]ZX�_ZPYLTW�N`__TYR�_Z�
setting up Lasting Power of Attorney. Everybody 
found it most interesting and helpful.

Truro
In the past year the group continued to meet 
and compare notes with regard to PMR and the 
treatment they are each undergoing at present. 
One of the main topics for discussion was their 
reductions of prednisolone. 

Welwyn Garden City
The Welwyn Garden City Support group was 
set up in September 2019. Four members 
L__PYOPO�_SP�ʭ]^_�XPP_TYR�LYO�5LYTNP�8LOOZNV��
Awareness Programme Trustee for the charity, 
helpfully joined to talk about the charity 
and how the group might progress. Relevant 
posters were then put up in local hospital 
Rheumatology departments, doctors’ surgeries, 
churches, libraries and other appropriate places 
TYaT_TYR�LYdZYP�^`ʬP]TYR�Q]ZX�;8=�Z]�2.,�_Z�
come along and sample our next meeting which 
was being held in a very nice church meeting 
room. A lot of searching did not produce any 
free locations we could use so we plumped for 
paying for the church room (25% discount for 
a charity) and the rental and refreshments 
were covered by each member giving a small 
subscription each time we met.

We have been gradually getting to know each 
other and discussing the common threads that 
run through those with PMR/GCA and this has 
obviously helped many of us understand further 
how to best manage our individual situations. 
As word spread, the numbers had increased 
to sixteen. Then Covid-19 struck, so we 
transferred the meetings to Zoom. Obviously, 
it has disadvantages as not all group members 
feel able to use the software but it still feels 
worthwhile and everyone can be kept up to date 
with current charity news by email.
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Appendix 2
PART B
Report from PMR-GCA Scotland

We have seen the charity’s emphasis on 

improving knowledge, diagnosis and treatment 

of GCA, which started with the Glasgow 

seminar organised by past chair Bea Nicholson 

in September 2016, culminating in most local 

Health Boards now providing some sort of 

Fast Track service. The use of ultrasound for 

diagnosis is increasing and specialist training 

for this has been the focus of our small grant 

allocations in the past year. As these changes 

become established and familiarity with 

Tocilizumab for GCA increases we hope that 

avoidable sight loss reduces throughout the 

country to the level of those areas providing 

best practice. NHS Scotland’s setting up of a 

Systemic Vasculitis Support Network should 

guide these improvements and disseminate 

knowledge to those parts of the country which 

may be without the support of an experienced 

consultant.

At last year’s AGM there was an appeal for more 

volunteers to join those already taking on the 

tasks required to enable PMR-GCA Scotland to 

function. Soon we had a new Helpline volunteer 

who has brought with her previous expertise 

in nursing and helplines. This has solved the 

problem that used to occur when holidays 

or sickness meant long spells of duty for the 

remaining volunteers and allows us to maintain 

a service that provides information and support 

from 9am till 9pm every day of the year.

In addition, three members have been added 

to those attending the Trustees Committee as 

non-voting advisors and we hoped that some 

would be elected as Trustees, enabling the 

Management Committee to be strengthened. To 

our delight this happened at the 2020 AGM in 

April.

Finally, our thanks again to David Carrott who, 

after successfully forming the Highland group, 

took on the task of helping Aberdeen members 

set up a Support Group for the North East. We 

can now say that all our larger cities contain a 

meeting point for those with PMR/GCA along 

with their friends and family.

As always, we try our best to ensure that the 

patient’s voice is heard whenever research or 

treatment is being planned. “No decision about 

us without us” has been a slogan used within 

the NHS since 2012 but still must be fought 

for. The charity’s voice on behalf of patients 

has been heard this year at Holyrood, during 

collaboration with researchers at home and 

abroad, in the education of medical students, 

professional development for GP trainees and 

consultants and in consultation with Roche 

Products Ltd. (the makers of Tocilizumab for 

GCA). Many thanks to those members involved.
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