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Event Calendar 2018/2019

SRUK Information Stand, 
Sheffield Children’s Hospital.

28th - Rare Disease Day

TBC - SRUK Information Stand,  
Manchester Royal Infirmary

FEBRUARY

18th - Royal Free Family Day, London

SRUK Information Stand, Royal 
Hospital for Sick Children, Glasgow

25th/26th – Edinburgh Running Festival

SRUK Information Stand, 
Ninewells Hospital, Dundee

4th/5th - Isle of White Challenge

MAY

SRUK Information Stand, RNHRD, Bath

TBC – Patient Information Day, Bath

MARCH

7th – Great Manchester Marathon

28th – London Marathon

APRIL

SRUK Information Stand, Salford Royal 
Hospital, Manchester

29th – World Scleroderma Day

JUNE

Scleroderma Awareness Month

Raynaud’s Awareness Month: 
Join us for Cosy Up with a Coffee

Mon 3rd - SRUK Charity Golf Day,  
High Barnet, London

Sat 8th - Thames Path Challenge, London

SEPTEMBER

15th - Patient Information Day, 
Salford Royal Hospital*

NOVEMBER

11th - Wye Valley Trek

AUGUST

Sun 7th - Royal Parks Half Marathon, London

16th - SRUK Information Stand,  
Sheffield Children’s Hospital

OCTOBER
SAVE THE DATE - Saturday 13th 2018

SRUK 3rd Annual Conference  
De Vere Beaumont Estate, Windsor. 
To register go online  
www.sruk.co.uk/AC18

*These events are only open to existing patients of the hospitals. If 
you are interested in going please contact info@sruk.co.uk and we will 
investigate accessibility for non-patients with the clinic.

Would you like us to visit your hospital clinic?  
Then simply email us at info@sruk.co.uk 
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Dear Supporters
When we established SRUK, you told us that research 
was one of your top three priorities and that finding a 
cure should be a core goal for the organisation.  

All SRUK’s activities are based on the assumption that 
the best treatment and ultimate aim is a cure for both 
conditions.  For those already diagnosed and their 
families, this would mean an end to their symptoms, 
as well as potentially saving lives.

For those not yet diagnosed, it would reduce the 
length of time over which they needed to live with 
the symptoms and a diagnosis would no longer mean 
living with a life-long condition.

This year we awarded funding for 4 new grants and 
we’ll be sharing more details about these once we’ve 
finalised the paperwork. To date our investment in 
research has helped increase life expectancy and 
developed more treatments for the conditions.  
In our next issue we’ll be bringing you a retrospective 
of the research that’s been funded to date and what’s 
been achieved. 

We’ve only achieved this through your support. 
Through donations, in-memory giving, participating 
in events, community fundraising and leaving gifts in 
Wills, all your contributions help us move forward with 
our shared goal to one day find a cure.

We know that research into Scleroderma and 
Raynaud’s has come a long way, but not far enough.  
In the Autumn, we’ll be holding a roundtable, bringing 
together key thought leaders from across industries 
such as UK Research and Innovation (UKRI), 
academics, patients, and biotechnology companies 
to create a vision for the Scleroderma and Raynaud’s 
research landscape and patient healthcare experience 
in 2040. This will inform our research strategy and 
what needs to be funded.

We’re passionate about accelerating the benefits of 
research to patients, so we can change lives today, 
not tomorrow and we can achieve this by continuing  
to work together. 

Best wishes,

Sue
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Doc Spot
Your questions answered by our medical 
professional, Prof. Denton

Today, I was walking around the supermarket 
and I felt a weird stab/weakness in my 4th toe 
on my left foot and it erupted into a bruise 
immediately. I hadn’t knocked it, banged it or 
anything. Earlier in the week it was the same 
toe but on my right foot. My husband thinks it 
could be linked to my Raynauds or Scleroderma 
(I have Raynaud’s and Scleroderma/
polymyositis overlap.)

The sudden onset of the symptoms together 
with appearance of a “bruise” reflect the 
phenomenon of blood vessel fragility that is a 
feature of connective tissue disease, such as 
scleroderma or polymyositis.  The blood vessels 
are weakened due to inflammation or because 
the connective tissue in the wall is altered and so 
minor injury or just the pressure of walking can 
lead to leakage of blood that collects under the 
skin.  It can also be linked to certain medications 
that make blood less sticky (e.g. clopidogrel) 
or vessels and skin thinner (e.g. steroids – often 
used in myositis). If a frequent problem, you 
should discuss with your doctor.

I have systemic sclerosis and secondary 
Raynaud’s. I saw my rheumatologist yesterday 
and I was saying about the patches of really dry 
skin mid calf and around my ribs but he says 
it’s not related, as the condition doesn’t cause 
dry skin? It doesn’t seem to matter how much I 
moisturize they are still there. Any ideas?

The skin in systemic sclerosis is abnormal but 
the extent depends upon the stage and type 
of the disease.  In diffuse cutaneous SSc skin 

is thickened in the early stages and later can 
become rather thin.  It is often dry because the 
normal sweat and oil producing skin glands are 
reduced.  This can benefit from moisturising 
creams.  In limited cutaneous SSc skin is less 
altered but in both types of SSc sometimes 
areas of localised morphoea can develop which 
can give patches of dry skin.  However, other 
non SSc related issues can also occur such 
as eczema or fungal infection and this should 
be identified and treated.  Sometimes it is 
worthwhile seeing a dermatologist rather than 
a rheumatologist for more specific guidance or 
advice, and you could ask for this if the problem 
is severe.  Moisturising helps in SSc but can 
require very frequent application and some trial 
and error to find what suits your skin best.  

My husband has Raynaud’s together with 
arthritis and has been on Adalat 20 mg for a 
very long time for his Raynaud’s. Unfortunately 
our surgery is having problems getting anymore 
at this moment in time. I was wondering what 
is causing a shortage of Adalat and if anything 
else can be prescribed instead?

Adalat is one form of a drug called nifedipine. 
There have been shortages reported that result 
from unexpected delays in manufacture of 
some of the tablets or capsules. These issues 
are expected to resolve over the summer. There 
are many alternative formulations/makes of 
drug that could also be tried. However, you 
should stick with a long or short acting form 
of nifedipine (e.g. long acting often designated 
nifedipine LA) as some patients find one better 
than the other. There are also other similar 
drugs such as amlodipine or diltiazem and 
so you should be able to find an alternative. 
Other classes or types of drug like losartan or 
fluoxetine may also be considered. It may be 
helpful to be seen in a specialist Raynaud’s clinic 
or discuss this with your specialist.
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I have calcinosis on my feet and the hard lumps are making it extremely painful to walk.  
Is there anything that can be done? 

Calcinosis describes the chalky lumps that develop under the skin in some patients with systemic 
sclerosis. Although once thought of as a feature of the limited cutaneous form of SSc, sometimes 
called CREST (C is for calcinosis) it is now appreciated that almost any patient with systemic sclerosis 
and either major subset can develop calcinosis. 

It is also often seen in cases where muscle inflammation (myositis) also occurs. Treatment is difficult. 
Some patients improve with treatments for the SSc process including methotrexate or mycophenolate 
mofetil. Others have reported benefit from a specific antibiotic called minocycline. However, now the 
only definitive treatment is surgery to remove the lumps that are causing major symptoms.

In the feet with pain as described, if adjusting footwear and using insoles to reduce pressure on the 
feet do not help it might be helpful to ask for a plastic or orthopaedic surgical opinion. However, 
unfortunately even surgery is not a cure and the calcinosis can return.

Like all medications, mycophenolate mofetil 
sometimes causes side effects and abdominal 
discomfort or altered bowel habit are recognised 
in some cases. 

Of course, these can also occur due to systemic 
sclerosis and so may be unrelated. I would persist 
with MMF and see if things settle. There are 

other similar drugs that can be considered if MMF is not 
tolerated, or sometimes the dose is reduced. 

Overall it is a safe and well tolerated treatment that 
is widely used for skin and lung problems in systemic 
sclerosis.

I’m a scleroderma 
patient and I started 
mycophenolate 2 days 
ago. 
Is it possible that it 
causes abdominal pain?
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This year’s conference is on Saturday 
13th October at De Vere Beaumont 
Estate in Windsor. You’ve told us that 
building a network of support with 
people that share similar experiences is 
just as important as hearing from some 
of the top clinical specialists, so we’ve 
made sure these are a priority at this 
year’s conference, which focuses on 
research.

We have a packed programme of speakers who 
will talk about understanding and managing the 
condition.

What’s even better is it’s FREE to members and just 
£25 to non-members.

There will be plenty of opportunity to mingle with 
fellow delegates through an afternoon of break-
out sessions that include personal accounts from 
community members, along with a new session for 
our ‘carers’.  We are also hosting a meet and greet 
drinks evening on Friday 12th from 6-7pm.  

How do I see who is speaking?
We’ve published a draft programme in this month’s 
magazine, but for the most up to date version, 
please visit our website www.sruk.co.uk/AC18

How do I book my place?
We now have an online booking system where you 
can book your place. You can also call one of our 
friendly team on 020 3893 5998. The booking form 
will take you through several steps, on top of the 
registration process so you can advise us about: 

• Which 2 break-out sessions you would like to 
attend on the day from the 5 options listed. 

• If you plan to join us the night before,  
Friday 12th October, for the Meet & Greet  
6pm – 7pm.

• If you require a disabled car parking space.
• If anyone in your party: uses a wheelchair, 

requires a ‘buddy’ for the day, is partially sighted 
or requires a hearing loop, has any dietary 
requirements or if a fridge is needed overnight 
for medication.

• How to make payment (if a non member) or 
make a donation towards the cost of conference.

How do I book my hotel accommodation?
The De Vere Beaumont Estate, have rooms 
reserved by SRUK. These are available on Friday 
12th and Saturday 13th night. If you wish to make 
an overnight reservation please contact the hotel 
by calling 01753 640000, follow option 1 for 
reservations and quoting SRUK Annual Conference 
Bid 193120638, when making your booking. 

Alternatively email: 
BeaumontReservations@devere.com with the 
above reference along with your requirements and 
the reservations team will get back to you.

Room rates for 2018 conference are as follows: 
Single Room with Breakfast £105 per night 
Double room with Breakfast £95 per night

We would be delighted if you would join us for one 
of the highlights of the year. Please contact the 
conference booking number with any queries or if 
you do not have access to the internet we can book 
you on and take your requirement details. 

Conference Booking Phone: 
020 3893 5998 or email info@sruk.co.uk

Book Your Place At  
The SRUK Annual Conference
SRUK Annual Conference, Saturday 13th October 
De Vere Beaumont Estate, Burfield Road, Old Windsor, SL4 2JJ
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Annual Conference Programme
Saturday 13th October 2018

Time Session Speakers

10:00–10:05 Welcome from Chair Jeremy Pearson

10:05-10:15 A year in review Sue Farrington, Chief Executive, SRUK

10:15–10:35 Research: We’ve come so far Prof. Dame Carol Black

10:35-11:05 The importance of patient and public 
involvement in research

Simon Denegri
NIHR National Director for Patients and the 
Public in Research

11:05-11:30 BSR Guidelines and annual tests – 
what every patient should know

Prof. Chris Denton, Consultant
Rheumatologist, Royal Free, London

11:30–11:50 Coffee Break & Supplier Stands

11.50 – 12.25 Biosimilars and biologics – What does 
personalisation mean for you?

Prof. Ian Bruce, Consultant
Rheumatologist, MRI, Manchester

12:25 – 13:00 Plastic Surgery – pushing the 
boundaries of care

Prof. Peter Butler,  
Professor of Plastic & Reconstructive 
Surgery, Royal Free London. 
Patient Speaker Lynn Steblecki

13:00 – 14:15 Lunch Break

Choose two 
sessions from 
the list of 5, to 
attend.

Session 1
14:15 – 14:45

5 minutes break

Session 2
14:50 – 15:20

1. Face facts – A look at facial, oral and 
dental care including microstomia and 
Sjogren’s

2. Practical advice on Digital Ulcers 
and Calcinosis 

3. From top to tail - looking at GI & 
Bowel treatments and research

4. Overlap conditions and their 
relationship with scleroderma

5. Carer’s session NEW for 2018
Open session covering areas such 
as the roles and responsibility of the 
carer, time out for the carers and 
where to turn in need

Dr Elizabeth Price, Consultant
Rheumatologist, Great Western, Swindon 
Hannah Harris

Louise Parker, Lead CTD Nurse, Royal Free, 
London 
Patient Speaker TBC

Dr Voon Ong, Consultant
Rheumatologist, Royal Free, London
Patient Speaker Lynne Lister

Prof. Ariane Herrick, Consultant
Rheumatologist, Salford Royal, Manchester
Patient Speaker Alex Marler

Wellbeing Consultants TBC
Alison Corbett

Session 1 Comfort Break

15:40 – 16:20 Top line results of research – 12 
treatments in clinical trials

Prof. Chris Denton, Consultant
Rheumatologist, Royal Free, London



Rachel Ogden lives with 
her husband and 2 sons in 
Yorkshire. She shares with us 
her experience of living with 
Raynaud’s, the good, the bad 
and the very ugly. Rachel says 
her worst attack was more 
painful than giving birth, yet she 
continues to battle the condition 
without taking medication.

“I have a very strong memory of being barefoot 
in the gym hall, aged 7 and my teacher looking 
horrified at my bright purple feet, so I have had 
primary Raynaud’s from a young age but was only 
officially diagnosed as a teenager.

The first obvious signs started at about 14 when my 
fingers would regularly become numb and dead 
white especially when outside playing hockey. I used 
to have to run into the changing rooms at half time 
to put them under the hot water tap and get some 
blood back in them, so that I could keep hold of my 
stick. I presumed this happened to everybody as all 
the other hockey girls would complain about feeling 
cold but eventually I realised the zombie finger look 
was not normal and I was actually in a lot more pain 
than anybody else.

I made an appointment at that time to see my 
GP about it. I can’t remember much about the 
consultation apart from being told it was probably 
Raynaud’s Syndrome and being sent for an X-ray 
to make sure I had the right number of ribs. I am 
still unsure why this was relevant (keep meaning to 
Google it!) but anyway, my ribs were normal and I 
was sent away with the advice to wear gloves and 
stay warm.

Things stayed fairly stable until I moved to the 
Yorkshire Pennines in my early twenties and then 
my symptoms certainly stepped up a gear. It is a 
beautiful part of the country and I absolutely love 
living here over 20 years later but it’s cold, wet 
and windy climate is definitely a challenge for a 
Raynaud’s victim!

My hands are by far the most affected by Raynaud’s. 
They are not pretty and I am embarrassed for 

people to  
look at them.  
They vary in colour 
from white, red, blue, 
purple and are blotchy.  
My fingers can be swollen and I usually have 
chilblains on them in the winter which don’t look or 
feel good, but thankfully, I have not had any ulcers. 
I have lost a couple of fingernails in the past but 
I have to say after discovering the wonder that is 
coconut oil rubbed into the cuticles, my nails are 
looking a lot healthier now.

The worst part of Raynaud’s is the pain when I have 
an acute attack. It’s not the numbness from the cold 
that hurts – I don’t really have much sensation when 
my fingers are white- but it’s the agony when the 
blood slowly starts trickling back in. On particularly 
bad occasions (which are very rare thankfully!), the 
pain is enough to make me physically sick. I can only 
describe the sensation as feeling like someone is 
sticking red hot needles underneath my fingernails 
and then hammering my hands. I have given birth 
twice (admittedly without complication) but I can 
honestly say neither experience was as painful as 
my worst Raynaud’s attack.

Most people are aware of Raynaud’s causing cold 
hands and feet but as I’ve got older, I’ve realised 
how much it affects my nose, lips, nipples and bum 
cheeks (yes, really!!). My nose is always cold and I 
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My Raynaud’s  
Rollercoaster



Having Raynaud’s is frustrating. It slows me down, 
makes me clumsy, is painful and stops me getting 
that hand modelling contract! but although there 
are many times I get really fed up and have a good 
old moan about it, I mostly feel I can deal with it at 
this stage.

I find organisations like Scleroderma and 
Raynaud’s UK so helpful as they provide  
good advice and tips, keep me up to date 
with latest research, sell great products 
online (love the silver liner gloves/ socks)  
as well as sharing stories of other people  
who can empathise with my symptoms.  
That’s why I am hoping others will find  
my life story useful.

I like to think I am a positive person and treat life 
with a sense of humour so thought I’d finish with 
the few advantages I’ve found of having Raynaud’s. 
It gets me out of doing the extremely boring job 
of defrosting the freezer and doing the washing 
up. I have perfected the zombie hand look for 
Halloween. My cold hands are excellent for making 
great pastry and for providing a cold compress 
for bumps and bruises. My mum used to love me 
putting my cool hands on her forehead when I was 
little and she had a headache. Most of all I like to 
agree with the old saying “cold hands, warm heart” 
and feel it must be true. I am very lucky to have 
lovely, caring family and friends who are there for 
me and help keep me warm from the inside - the 
absolute best sort of treatment.
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go through loads of green concealer to try and tone 
down it’s redness. I find if any of those areas cool 
down too much I can start to feel unwell. Vest, neck 
and wrist warmers as well as gloves and socks are 
essential.

I don’t take any medication for my Raynaud’s but 
try to manage it by keeping covered in lots of warm 
layers and trying to avoid triggers. I did try using 
Nifedipine on a GP ‘s advice at one point but found 
it tended to cause heart palpitations and increased 
anxiety, so felt better off without it. I make sure I 
have plenty of hot drinks (especially ginger tea), eat 
well and exercise regularly (mostly because I am a 
keep fit addict but also because I am warmer when 
I am moving!).

Mostly I find I can still do most of the things I want 
to do, as long as I’m careful. I love outdoor activities 
like walking and running. I wear running glove liners, 
running mittens and long sleeves tops with wrist 
covers and, as long as I have a warm shower soon 
after I’ve finished, I tend to manage ok.

Watching my sons play football in the Yorkshire 
winter is a particular challenge. I rely on long 
thermal underwear under plenty of warm layers of 
clothes, my cashmere necker and wrist warmers, 
sliver liner gloves and socks, heat holder thick 
socks, fur-lined snow boots and 3/4 length padded 
coat. My husband bought me a pair of ex German 
army winter mittens on eBay after researching 
what would be best and they have been brilliant. 
I find I am so much better with mittens that don’t 
have individual finger spaces inside them as I can 
wear a couple of pairs of thin gloves underneath. 
It does take me about half an hour to get dressed 
and ready, which is my excuse for always being 
late! Recently, I have discovered a new gadget 
which is a USB charged portable hand warmer 
called Hot Rox and is perfect for carrying in a 
pocket for a boost of warmth.

Over time I have discovered my main Raynaud’s 
enemies. These are the things that cause me the 
most problems, and are the freezer, for obvious 
reasons. Holding a cold drink and water, unless 
it is at exactly the right temperature causes me 
a problem in general. Swimming, cool showers, 
washing up, laundry and even holding damp 
cleaning cloths can trigger symptoms. I hate air-
con! One of my worst recent attacks was in Florida 
when I went from a beautifully warm outside into an 
ice – cold conditioned store. I can also get caught 
out with a summer breeze, just because it’s sunny it 
doesn’t naturally mean you can go without gloves. I 
also have problems with hairdryer as it seems to be 
the main cause of my chilblains with hot air blasting 
on frozen fingers. 

The pain of negotiating the chilled food section in a 
supermarket and then the embarrassment of being 
so useless trying to pack my bags at the checkout 
with cold fingers that won’t do what I want them to! 
and carrying shopping bags is painful.



It’s been well established that women 
are more likely to be affected by 
Raynaud’s Phenomenon than men, with 
the additional understanding that the 
condition has a higher occurrence within 
populations based in colder climates. 
However, we are still unclear as to why 
this is the case.  

According to a recent study by researchers at the 
University of Shizuoka in Japan, which examines 
the relationship between blood flow and hormones 
in mice, the hormone estrogen may be responsible 
for the development of Raynaud’s Phenomenon in 
women who have high estrogen levels. The study, 
entitled ‘G-protein coupled estrogen receptor-
mediated non-genomic facilitatory effect of 
estrogen on cooling-induced reduction of skin 
blood flow in mice’, may provide some clues on 
why the condition is more common among women 
than men. 

Estrogen is a hormone produced at higher levels in 
women than in men. Studies have long established 
the role of increased levels of estrogen at the onset 
of puberty and the development of secondary sex 
characteristics specific to women. It has a key role 
in the regulation of the menstrual cycle, crucially in 
controlling the growth of the uterine lining during 
the initial part of the cycle. 

According to the recently published study, estrogen 
interacts with cell surface receptors to control 
the blood flow around the body. The researchers, 
found that when mice had higher levels of estrogen 
circulating through their system, there was an 

increased sensitivity to cold temperatures in their 
extremities (e.g. their feet). 

While this study does not directly demonstrate 
a causal effect between estrogen and Raynaud’s 
Phenomenon, it does indicate that estrogen levels 
could have a role to play in the development of 
Raynaud’s syndrome in young women. Further 
work needs to be undertaken in this area if we are 
to fully understand the link between estrogen and 
Raynaud’s. 

If estrogen levels can be shown to be directly linked 
to Raynaud’s, this means that GPs will be able to 
take into account high estrogen levels in female 
patients, amongst a host of other early indicators. 
This has the potential to lead to an improved rate 
of earlier diagnosis for Raynaud’s, therefore leading 
to earlier intervention and support.   

More research is needed to carry on the work 
established by scientific studies like this. 
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Why does Raynaud’s  
affect more women?

At SRUK our  
research programme is 

focussed on understanding 
the causes and mechanisms of 
Raynaud’s, so we can identify 
those at risk of developing the 
condition alongside discovering 
better treatments as we work 

towards a cure. 

Together 
we can beat 

Raynaud’s and 
Scleroderma



When treating Raynaud’s all health professionals should follow a set treatment pathway. The pathway 
is designed to avoid medical intervention, if possible. As patients progress through the pathway the 
treatment becomes more intensive to try and manage the condition. 

The current treatment pathway is as follows: 

10

What treatments are available  
for Raynaud’s

Establish diagnosis and identify any underlying 
cause amenable to treatment

No underlying cause 

Ineffective oral therapies 

Ineffective 

Ineffective 

Look at general/lifestyle measures:

• Advice on keeping warm

• Avoiding situations that cause an 
attack 

• Stopping smoking 

• (Complimentary therapies) 
Drug therapy – first line 

• Calcium channel blockers: dilate blood 
vessels. Drugs prescribed include Nifedipine 
and Diltiazem.

• Angiotensin receptor blockers (ARB’s): 
often used to treat high blood pressure. 

• Selective serotonin reuptake inhibitors 
(SSRI’s): mainly prescribed to treat 
depression.

• Alpha-blockers: used to treat high blood 
pressure. Drugs prescribed include 
Doxazosin, Prazosin, and Terozosin. 

• ACE Inhibitors.

• Topical Nitrate: dilates blood vessels. Drugs 
prescribed include Nitroglycerin. 

Drug therapy – refractory (used 
when the condition isn’t responding 
to oral drug therapies)

• Intravenous (IV) prostanoid: 
received through a drip to dilate 
blood vessels. Drug prescribed is 
Iloprost.

PDE5 Inhibitor: improves peripheral blood flow. 
Drugs prescribed are Sildenafil and Bosentan.

Ineffective: PDE5 is the final line of treatment in the Raynaud’s treatment pathway. If this proves 
ineffective then a new pathway will be followed, such as the Digital Ulcer treatment pathway. There is 
always further treatment and medication that can be tried to manage Raynaud’s. 

Treat underlying cause – in some 
cases the underlying cause could 
be scleroderma and some of the 
treatments shown on the left will 
be used 
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Polymyalgia Rheumatica (PMR) causes pain, stiffness and 
tenderness in the large muscles around the shoulders, hips and 
back. PMR affects about 4 in 10,000 people mainly over the age 
of 60. It is three times more prevalent in women than men.
Giant Cell Arteritis (GCA), sometimes called 
Temporal Arteritis, is a vascular diseases that 
requires urgent treatment with steroids which 
usually prevent serious complications such as 
eye problems and blindness. Abnormal large cells 
known as ‘Giant Cells’ develop in the wall of the 
inflamed arteries. Most commonly these affect the 
temporal arteries. GCA is uncommon and mainly 
affects people over the age of 60. It is rare in those 
under 50. The cause of GCA remains unknown.

Polymyalgia Rheumatica
What are the symptoms of polymyalgia rheumatica?

• Stiffness, pain, aching and tenderness  
in the muscles around the shoulders, pelvis,  
and neck – worse early in the morning but  
easing during the day

• Difficulty getting out of bed, rising from a chair, 
reaching up

• Inflammation and swelling in other areas, i.e. 
tendons, hands, feet and joints 

• Fatigue and/or depression 
• Night sweats and/or fever 
• Loss of appetite and/or weight loss

What tests are needed?
Symptoms can be similar to other conditions, so 
blood tests will help make the correct diagnosis 
and can detect if there is inflammation in the body. 
Typical symptoms and blood tests will show a high 
level of inflammation and this usually confirms the 
diagnosis of PMR. 

What is the treatment? 
Prednisolone (steroid) is the usual treatment. 
The steroids will reduce the inflammation and 
ease symptoms. Patients start with a dose of 
about 15mg per day and gradually reduce to a 
maintenance dose of 5 to 8mg per day; this may 
take several months. Treatment may be required 
for at least two years, and getting off the steroids 
completely can take much longer – several years in 
some cases.

Are there any complications? 
About 1 in 20 people on treatment for PMR (about 
7 in 20 with untreated PMR) develop GCA, a related 
condition causing inflammation of the arteries. 

Giant Cell Arteritis
What are the symptoms of giant cell arteritis? 

If you develop any of the following symptoms it is 
vital to consult a doctor urgently, especially if you 
already have PMR: 

• Headache or tenderness on one or both sides of 
your head, mainly at the temples 

• Tenderness of the scalp area over the temples 
• Jaw pain when chewing 
• Blood vessels at the temples that look or feel 

prominent 
• Blurred or double vision or temporary sudden 

loss of vision 
• Weakness, numbness, deafness or any other 

nerve-related symptom 

People may also experience: 

• Fatigue and/or depression 
• Night sweats and/or fever 
• Loss of appetite and/or weight loss 

Find Out More About: Polymyalgia (PMR) 
Rheumatica & Giant Cell Arteritis (GCA)

Bristol Rheuma Research Roadshow- photo credit Neil Roberts



PMRGACuk
This article has been written with the assistance of Kathryn Busby and Penny Denby from 
PMRGCAuk. This member-led charity offers support and information to all who are affected by 
polymyalgia rheumatica and giant cell arteritis. It is run from a virtual office with two members of 
staff who both work part-time, six trustees and many volunteers across the country.

For more information about the condition  
please visit www.sruk.co.uk/conditions/
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What tests are needed? 
GCA is likely if you have the typical symptoms 
and blood tests show a high level of inflammation, 
although some people with GCA and PMR have 
normal blood test results. Further tests are advised 
to confirm the diagnosis, which may include a small 
biopsy of the affected artery. 

What is the treatment? 
Suspected GCA is usually treated immediately with a 
high dose of Prednisolone (steroid) to reduce the risk 
of complications and relieve headaches and other 
symptoms. Starting dose of 40-60mg per day with 
a gradual reduction to maintenance dose of about 
10mg per day, which may take several months. 

In some cases the condition goes into remission 
after 2-3 years, and medication may be stopped 
(under medical supervision). But, for many people, 
treatment is required for several years, and 
sometimes for life.

There has not been a new drug specifically for 
GCA since steroids were first used 70 years ago. 

Tocilizumab (TCZ) patented by Roche as ‘Actemra’ 
is one of a new generation of ‘biologic’ drugs that 
treat the inflammation causing the disease rather 
than just the symptoms, as steroids do. It does this 
by attaching itself to IL-6, the interleukin chemical 
that is responsible for much of the inflammation 
in GCA. The international GiACTA trial has shown 
that patients taking TCZ can end up taking a much 
lower overall dose of steroids, avoiding relapses 
and the dangers of high doses of steroids, such as 
diabetes and osteoporosis.

Are there any complications? 
GCA left untreated could lead to the following 
possible complications: 

• Blindness in one or both eyes
• Inflamed artery and blocked blood supply 
• Very rarely, it can cause stroke or deafness 
Complications are less likely if treatment is started 
soon after the onset of symptoms. Up to 50% 
of people with GCA also develop PMR. Similar 
medications are used for both conditions.

Members Day 2017 - photo credit Robert Lawrie
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‘The 5 Stages of Grief’  
by Jane Herbert

With thanks to Jane’s husband,  
Simon and family, we have been given 
permission to publish Jane’s thoughts 
and feelings around her diagnosis of 
scleroderma and how she coped with 
this life changing illness. Sadly, Jane 
passed away last year. She was 41. Jane 
wanted to share this with the scleroderma 
community in the hope it would give 
others a chink of light in their darkness 
and even find reason to live side by side 
with their condition, rather than ‘battle’ it.

“When I was first diagnosed with scleroderma, 
people often talked to me about ‘coming to terms’ 
with the illness. At that time the concept seemed 
completely alien to me. In fact, I had no intention 
of coming to terms with it (whatever that meant) 
because I intended to fight it tooth and nail. But, 
as time went on and I became first depressed 
then angry and very confused, I began to question 
exactly what the source of all of these difficult 
emotions was. It was about 5 years after diagnosis 
and several counsellors down the line before I met 
someone who introduced me to the concept of 
the five stages of grief and, by so doing, gave me a 
route to understanding some of how I was feeling 
about living with a life-limiting disease.

In her 1969 book ‘On Death and Dying’, Elizabeth 
Kubler-Ross suggests five emotional stages 
that may be experienced in the aftermath of a 
bereavement. The emotions she described as 
key to the grieving process are: denial; anger; 
bargaining; depression and acceptance. I have come 
to believe that the profound loss associated with 
a life-changing event of any kind has the potential 
to trigger the same emotions. It may also affect 
the mental health of close friends and family. My 
own sense of loss has dominated much of my life 
in the 10 years since my diagnosis and has had a 
significant impact on me.

Denial often comes in the early adrenaline-fuelled 
days immediately after the shocking news or event. 
I am aware that, in my case, it has lasted a very long 
time at a deeply subconscious level. But, in knowing 
this, I am able to begin challenging it. I think I will 
always find it hard to accept that I cannot be the 
person who, whilst still at school, I imagined I would 
become. But more on acceptance later.

For a long time I was reluctant to name 
scleroderma as ‘my’ disease when asked, preferring 
to get into long-winded descriptions of symptoms 
and finishing with an ‘upbeat statement’ about how 
I was OK. In this way I was both denying the reality 
of the disease as an entity but, perhaps more 
importantly, denying my searing sense of fear at 
what I might unleash. I was terrified of confronting 
my own feelings. It is no bad thing to be protected 
against the panic that can threaten to swallow us in 
the face of tragedy but its purpose can become a 
barrier to healing in the long-term.

The emotion that I feel has had the biggest impact 
on me has been anger. It didn’t really surface 
until about 4 years post-diagnosis and for at 
least a couple of years I had no idea just how bad 
my anger was and how much pent up emotion 
was associated with it. I was irritable and short-
tempered and so quick to fire up that I would find 
myself in the midst of a confrontation - at home, 
at work, even with strangers in the street - without 
having a clear idea of how I had got into that 
situation. A kind of tunnel-vision would come over 
me so that I had no ability to rationalise or reason 
with myself. I became my anger in those moments.

I felt emotionally detached most of the time but 
I was also experiencing regular panic attacks, 
extreme jumpiness and vivid nightmares about 
hospital procedures. I would occasionally break 
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down and cry at things on TV but I felt confused 
about what was making me cry and couldn’t access 
the emotions at any other time. Around this time 
I was also noticing TV programmes and news 
articles about veterans of the Iraq war suffering 
from post-traumatic stress disorder (PTSD).  
I realised that the symptoms I was experiencing 
were very similar to what was being described by 
these soldiers. I read as much as I could find about 
PTSD and it felt like a ‘light bulb’ moment to finally 
have a label for all these feelings. 

Of course not everyone diagnosed with 
scleroderma will suffer PTSD. Much depends 
both on the circumstances, the individual’s 
coping strategies and previous experiences but, 
particularly for those treating and supporting the 
individual, it is important not to underestimate the 
emotional impact. The potential that PTSD may 
arise should not be overlooked.

Bargaining was, and to some extent still is, 
something that I do a lot with my doctors. In the 
early stages of illness around the time of diagnosis, 
I was continually questioning the diagnosis itself 
and the treatment options. I now see this as 
something of a double-edged sword because, 
whilst it undoubtedly helped me to be a more 
informed patient with a say in my treatment, it 
certainly had a negative impact on my relationships 
with some doctors who perceived criticism where 
none was intended.

A long period of depression started about a year 
after my diagnosis and has continued to a greater 
or lesser extent for the last 10 years. Whilst it 
can be a dark and lonely road to travel, I have 
nevertheless found depression to act as a kind of 
stimulus to me for change. I have seen psychiatrists 
and councillors and gone through a painful process 
of dissecting my childhood and relationships. I 
have faced my own psychology with openness and 
honesty and that has helped me to learn much 
about what makes us all the way we are. It is a 
compassionate position that I work to cultivate.

The things that I have found to help with my 
depression have been learning cognitive coping 
strategies, mindfulness, t’ai chi, and the support of 
complementary therapists. Despite suffering from 
depression since long before I was diagnosed with 
scleroderma, I resisted antidepressants believing 
that I could cope with whatever was thrown at me. 
It took a lot to recognise the false pride in that 
position and ultimately the decision to take them, 
which I made five years ago, has been a positive 
one. At a more individual level I have benefited 
from taking more care of my body; what I eat and 
how much exercise I take. I have rediscovered the 
healing power of animals and found an outlet and 
a sense of connection in creativity. All this has 
allowed me to connect with people around me 
more easily than I have ever done before, resulting 
in some truly valued new relationships. 

Before I learned about the Kubler-Ross model, I 
could not see a relationship among the emotions 
I have described. It would be easy to take each in 
isolation and never see a bigger picture related 
to the core event that precipitated them. That 
might sound ludicrous to someone reading this 
who has never experienced a life-threatening 
event but in the process of just trying to get by 
on a daily basis one can easily overlook, perhaps 
purposefully ignore the main issue staring us in the 
face. I would suggest that this is the only coping 
strategy for many traumatised patients. Thus, an 
understanding of the stages of grief may be a way 
of making sense of what life feels like now as well 
as being a first step towards confronting what was 
so frightening then.

Where do I stand on acceptance? I don’t think 
I have accepted that I have scleroderma and I 
do not accept that my body is limited in what it 
can do, that my lungs will never recover their full 
function and that a kidney transplant is on the 
cards in the not too distant future. Scleroderma, 
like many other long-term conditions, will change 
over time and whilst many will respond well to drug 
therapy, there is no cure for this disease and there 
are those of us for whom it will progress and new 
symptoms will arise so that the patient and their 
nearest and dearest are continually challenged. 
This compounds the difficulty I have in accepting 
the situation that I find myself in. The impact of the 
disease on my body is continually metamorphosing 
so that my mind has to constantly adapt to a new 
reality, a different future. 

Having said that, I do have a completely new 
understanding of life and of priorities and I try my 
best to live a more mindful life. This is a massive 
challenge in itself. It takes a lot of talking, some 
laughing, some crying. It also brings with it a 
greater empathy for others and the desire to make 
things as good as they can be in the moment. 
Every day is a struggle for one reason or another 
and I see no shame in that. I’m happy when I’m 
able to be and when I’m not I am honest enough 
to say so. I try to spend my time in the company of 
people who understand a little about what it takes 
to be me with scleroderma. Many people will not 
understand, even when you tell them how it is, but 
that doesn’t need to matter as long as you know 
that you are being truthful with them and most 
importantly, yourself”.



During Scleroderma 
Awareness Month, June, 
we called on everyone to 
#KnowScleroderma to help 
create greater awareness and 
understanding. 
We launched the campaign with a radio day on 
June 1st. Sue Farrington, CE and Lynn Steblecki a 
member who lives with systemic sclerosis, spoke 
with 17 radio stations about scleroderma. Sue 
and Lynn spoke to each radio station for over 
10 minutes to give listeners an insight into the 
condition and the impact the condition has on  
daily life. 

Following this, we released a podcast from  
the radio morning, which has been listened to  
over 3,500 times. 

We supported our radio work by releasing an 
animation called ‘Sclero-what’. This animation 
visually presented scleroderma to viewers, 
explaining the complexities of the condition in a 
simple, understandable way. The animation has 
been viewed over 30,000 times and has been 
used by our community to explain the condition to 
family and friends. 

You can view the animation on our  
website: www.sruk.co.uk or social media channels 
by searching @WeAreSRUK.

Our community is at the heart of all our campaigns 
and through sharing their stories; the reality of 
living with a rare condition is brought to life. Our 
community are the best people to explain their 
condition and we would like to thank everyone  
who supported this campaign. 

5 Million 
listeners during prime-time hours

17 leading 
UK radio 
stations 

Sent out over 

100 information 
packs to clinics and pharmacies.5 Million 

listeners during prime-time hours

17 leading 
UK radio 
stations 

Sent out over 

100 information 
packs to clinics and pharmacies.

5 Million 
listeners during prime-time hours

17 leading 
UK radio 
stations 

Sent out over 

100 information 
packs to clinics and pharmacies.

What did we achieve 
We had phenomenal results from the campaign 
with the many highlights including:
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In June we got to 
#KnowScleroderma 



16

We visited Leeds to create a video called ‘I have scleroderma’. Our hope was to show all of the different 
ways scleroderma affects a person’s life, highlighting that this condition is more than just skin deep. You 
can watch the video on our website, simply search ‘I have scleroderma’. 

Within the video our community shared their experiences of living with the condition, which included the 
following: 

“I have scleroderma, it affects my mouth 
and I can’t smile like I used to.” 

“I have scleroderma, it affects my 
confidence and the way I feel about myself.” 

“I have scleroderma, it affects my lungs and 
I struggle to breathe.” 

“I have scleroderma and it affects my ability 
to look after my son.” 
 
Alongside this, each week we released a video 
with one of our supporters. Every story was 
completely unique and so continued our message 
that scleroderma affects every one differently. We 
reached over 2,500 people with each video  
we released. 

As with all of our campaigns, working with our 
press contacts was key. Through sharing stories 
in print and online, we were able to reach out to a completely new audience and start getting them to 
#KnowScleroderma. 

World Scleroderma Day 29th June
As we drew towards the end of Scleroderma Awareness Month, we celebrated World Scleroderma Day on 
the 29th June. This is a day where we unite across the globe to celebrate our inspirational community.

We collaborated with Actelion and 4 wonderful women affected by scleroderma to create an awareness 
video, paying homage to Paul Klee, a famous artist who was impacted by the condition.

Pictured here from left to right we would like to thank Lorraine, Diane,  
Lynne and Layla for taking part in this filming, showing the world the impact  
of their condition and their fantastic artwork. You can see the full video here  

www.sruk.co.uk/get-involved/scleroderma-awareness-month/



Cause, detection, and treatment: 
The research that is pushing us further than before

Cause 
There are three main factors in systemic 
scleroderma: blood vessel abnormalities, 
inflammation and scar tissue formation.

Normally when healthy skin is deprived of oxygen, 
proteins such as HIF and VEGF are produced by 
tissue cells to promote blood vessel formation. 
The new blood vessels formed are able to then 
provide the skin with oxygen through the blood 
supply. People who have Raynaud’s Syndrome and/
or scleroderma can’t form the new blood vessels 
properly, which means that the skin continues 
to be deprived of oxygen. This leads to painful 
complications like digital ulcers and in severe cases, 
internal organ problems. 

In people who have scleroderma, clinician 
researchers often detect high levels of HIF and 
VEGF but it’s thought that there is something 
wrong with the proteins. This is because during the 
early phase of scleroderma, large blood vessels 
seem to form but as the condition progresses new 
blood vessel formation can’t be detected.

Dr Victoria Flower, who is based in Bath, is working 
to understand what causes HIF and VEGF to 
be abnormally produced during the early and 
late stages of scleroderma. If she can identify a 
protein or other molecule then that means we can 
potentially apply this as a therapy so that HIF and 
VEGF can be produced normally and form new 
blood vessels.

Her study involves collaborating with people who  
have systemic scleroderma to take small skin 
biopsies that can then be cultured in the lab and  

Funding important research into 
medical conditions is a crucial 
way in which medical research 
charities improve people’s lives. 
When a condition is rare, like 
scleroderma, then that research 
becomes even more vital.

At SRUK, we firmly believe that research saves 
lives and so are proud to fund the innovative 
research that will help our community and 
ultimately lead to a cure. 

We fund and collaborate with such a great 
community of clinical researchers who are 
relentlessly working to understand the causes of 
Scleroderma and Raynaud’s, how to detect these 
conditions earlier, and treatments that will finally 
cure them once and for all.

We’ve come very far in our understanding and 
treatment of Scleroderma and Raynaud’s, but 
we have so much further to go. Your continuing 
support means that we can work with scientists 
and clinicians to accelerate research even further. 

In this issue, we highlight three research studies 
funded by SRUK that we believe will make a 
difference across three key areas. 
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Prof. Maya Buch in the lab

Dr Victoria Flower



used to test various therapeutics and interventions. 
During these tests, HIF and VEGF are monitored 
closely to determine whether there is any effect. 
This work is crucial because it isn’t just working to 
find a cause, it’s working to find a treatment. 

Recruitment of people with systemic sclerosis is 
continuing to be a success, with a huge amount 
of interest from community members. We are 

expecting to be able to share the 
results of this crucial work by 

spring next year. 

Detection 
Each person 
with systemic 
scleroderma 
will experience 
their condition 
differently. This 
means that while 
some people may 

only experience lung 
involvement, others 

may have both heart 
and lung involvement, 

which in many cases can be 
fatal. 

Heart involvement is very serious and is one of 
the biggest causes of death for people with the 
condition. If heart involvement can be detected 
earlier, then better treatment can be given to help 
people with the condition. Current methods of 
detecting heart involvement, like echocardiograms 
and electrocardiograms, only monitor the heart 
during discrete periods of time. 

This means that due to this lack of constant 
monitoring, early signs of heart problems  
can be missed. 

Dr Maya Buch at the University of Leeds is carrying 
out a long-term study to see whether an implantable 
cardiac monitor can detect early heart problems 
in people with systemic scleroderma. Any signs of 
involvement that she can detect can then be used 
to help other people with systemic scleroderma who 
may not have heart involvement yet, as they can be 
monitored to determine whether they present with 
the early signs of heart involvement. 

Early work in this study has shown that significant 
cardiac problems such as arrhythmias have been 
identified in people with systemic scleroderma 
who have not had any previous associated heart 
conditions. This means that early and potentially life 
saving treatments have been able to be applied and 
are showing to be effective. Although this study is 
still a long way away from completion, these early 
results could prove to be very promising.

 
Treatment 
Calcinosis is the formation of painful white calcium 
lumps that form under the skin on hands, feet and 
other body areas. They can 
form in small lumps or in 
clusters and in some 
cases, they  
break through the 
skin. Calcinosis 
occurs in  
up to 40% of 
scleroderma 
patients, and 
the cause is still 
unknown.  
 
At the moment, 
these is no cure for 
calcinosis. There is also 
no real treatment, with patients 
being told to seek regular medical advice in case 
of an infection due to skin breakage. Surgery is 
sometimes used to remove larger calcium masses 
however this is considered a crude approach and 
does not completely remove the lumps.  
 
Professor Ariane Herrick, based in Manchester, is 
collaborating with Professor Richard Winpenny, 
also at the University Manchester, to investigate 
the possibility of a treatment that could dissolve 
the bony lumps under the skin. Having worked 
together previously, their work has demonstrated 
that the lumps are primarily formed of a substance 
called carbonate hydroxyapatite.  
 
They are combining their areas of expertise, 
chemistry and medicine, to create a treatment that 
can be applied to the skin and then pass through 
the skin barrier to dissolve the bony lumps formed 
because of calcinosis. They’re investigating the 
properties of various topical substances in order 
to determine which one will be most efficacious 
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in dissolving the deposits without any harm to 
the surrounding healthy tissue. They are also 
collaborating to better characterise the lumps so 
that they can determine what else these deposits 
are made of.  
 
Funding from SRUK has meant that four 
substances that were identified as part of this study 
are now being studied further to determine if they 
are suitable for use as topical agents in humans. 
This means that in a few short years, there could be 
a clinically proven topical treatment for calcinosis 
that is readily available for this painful condition.  
 
SRUK research 
Research is important to the lives of people with 
Scleroderma and Raynaud’s as the more we find 
out, the better we understand the causes and 
progression of the conditions, and this enables us 
to find treatments and work towards a cure. 
 
At SRUK we fund innovative research projects.  
We inform you about the latest developments,the 
latest medication being used in practice and 
possible new treatments. 

How Do I Get Involved?

Donate and help us achieve our vision of 
a world where no-one has their life limited 
by Scleroderma and Raynaud’s 
 
Become an Advocate and promote health 
research from a patient perspective  
by tweeting or using Facebook with  
@WeAreSRUK 
 
Share information - Use #SRUKResearch 
on Twitter or Facebook to tell us what you 
think about research
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“Our daughter Kim has excessive and 
severe calcinosis on her hands, wrists, 
arms, knees, ankles and feet. 
 
When I asked Kim about what a topical 
treatment (such as a cream) to dissolve 
calcinosis would mean to her she  
told me... 
 
‘This would give me back the ability to 
live a normal, pain free life.’” - Hilda

Support our world class 
research programme
We fund ground-breaking research, that has the 
potential to make a significant difference to the 
lives of people affected by Scleroderma and 
Raynaud’s. 
 
All research projects are rigorously reviewed to 
make sure we are investing in the best research. 
 
We believe that research is the key to improving 
the lives of everyone living with Scleroderma and 
Raynaud’s. That’s why our next research strategy 
will be focused on accelerating research to impact 
lives today, not tomorrow.  
 
You can support our research programme by 
donating today.  
 
Visit www.sruk.co.uk/donate to give a monthly or 
one off donation.  
 
Call our team on 020 3893 5998 to donate  
over the phone. 



A clinical trial is the best way we have of finding out which treatment works for a particular condition. 
Clinical trials compare one treatment against another in the most fair way possible, to find out which one 
works the best. Or, if there are no approved treatments for a condition, a trial may compare a potential 
treatment to a placebo - a dummy ‘treatment’.

Anyone can take part in a clinical trial as long as you meet the inclusion/eligibility criteria - it is important 
to check these criteria before applying to join a trial to ensure you are eligible to take part.

By supporting trials you will be helping to find the best treatments possible to manage the symptoms 
and effects of Scleroderma and Raynaud’s.

Finding clinical trials
To find clinical trials for Scleroderma and Raynaud’s you can use 
www.clinicaltrials.gov

To find a list of trials currently recruiting in the UK use the search 
box and enter ‘scleroderma’ or ‘Raynaud’s’. By ticking the small box 
saying ‘include only open studies’, then clicking the tab ‘On Map’, 
and clicking the UK twice you will see a list of all the current clinical 
trials that are open for you to participate in within the UK.

Clinicaltrials.gov will show you all the trials in the UK but you may 
wish to limit this to certain locations that you are able to travel to. 
The UK Clinical Trials Gateway let’s you do just that: www.ukctg.
nihr.ac.uk

Here you can search clinical trials for ‘scleroderma’ or ‘Raynaud’s’ 
within a specific location .eg. Within 50 miles of Leeds.

1. Observational
• An observational study 

involves no new treatments 
and solely the observation of 
your current state. It might 
include:

• samples being taken, such as 
blood

• measurements being taken
• an interview or questionnaire

 

2. Interventional
Interventional studies involve 
receiving a new treatment, for 
example physiotherapy or new 
drug, to assess the impacts. 
These studies are generally:

• ‘Placebo controlled’ – some 
receive the treatment and 
others do not.

• ‘Double blind’ – neither the 
researchers nor patient know 
whether the patient has 
received the real treatment or 
the placebo until the end of 
the study.

• ‘Randomised’ – neither the 
patient nor researchers choose 
whether the patient gets the 
real treatment or the placebo.

3. Qualitative
Qualitative research aims 
to understand more about 
people’s experience of living 
with a condition. This type of 
research involves being asked 
questions or having an open 
discussion. You might be asked 
questions about anxiety, pain, or 
of doing day-to-day activities, 
for example. The research team 
will try to identify patterns to 
understand the issues faced by 
people living with scleroderma, 
and ways to tackle them.

Every drug that is currently 
prescribed for scleroderma will 
have been through research 
studies to make sure that it 
works and is safe to use.

Participating in research 
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Lucy Sephton, 40 from York 
explains why giving up her 
dream job is the best decision 
and how proud she is of her 
daughter Daisy for raising a 
staggering £4,388 for SRUK 
“When I was younger I always felt the cold but didn’t 
really think anything unusual about it. It was as I got 
into my teens I started to have Raynaud’s but also 
really achy and painful joints that would swell up. 
There were some days where I simply couldn’t get 
out of bed.

When I first went to the doctors they referred me to 
a rheumatologist and I was initially diagnosed with 
mixed connective tissue disease. It was only when 
I went for some other tests they suggested I may 
have scleroderma.

The statistics I was told were pretty frightening. I 
was 24 when I was diagnosed so I suppose 16 years 
or so ago, the outlook was a bit different. I was told I 
would only have 10 years to live. I was devastated. 

The first thing I did when I got home was Google 
it, which I remember was very scary and I couldn’t 
make sense of what was truth and what seemed 
to be fiction, I thought it was unbelievable that this 
could happen to me. I just wound myself up into 
a frenzy and became really anxious about it all. At 

the time I was in a relationship, I thought was quite 
serious, but after my diagnosis, neither of us coped 
with it very well, so we separated.

Thank goodness we did, because I would never 
have met my partner or had my 2 children, Daisy, 
11 and Eliott, 7. They are wonderful and are really 
understanding about things. Daisy even reminds me 
to put my gloves on when we go out.

I suffer from chronic fatigue and joint pain, severe 
reflux and secondary Raynaud’s. One of these 
symptoms if it creeps upon me is difficult enough 
but if they all decide to visit me at the same time, it 
can be so debilitating.

I work for the NHS as a juvenile nurse for children 
with disabilities and long-term conditions. It 
involves, long hours, attention to detail and some 
heavy lifting. I love my job but with increasing 
problems with my health I have had to make some 
very tough decisions. I have handed in my notice at 
work, because I can no longer cope with the hours, 
responsibilities and look after the family as well. 
My family come first and as they grow are going 
to need my help more, so I need to conserve my 
strength to be able to focus on their needs. It was 
a very tough decision to make but sometimes it’s 
about making choices for life not just the immediate 
future.

I also have some planning to do. My partner and 
I have been together for over 12 years and we’ve 
decided to get married. We’re going to hire out the 
local village hall and invite family and friends, but 
because we’ve decided to do it really quickly, I’ve 

Getting My Priorities Right.
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only got 6 weeks to arrange everything! 

My family and friends are very supportive of me 
and recently, since Daisy did her charity chop, I’ve 
opened up to school. I think people thought there 
was something wrong with me because of all the 
appointments and feeling unwell a lot of the time, 
but I just tended to get on with it and not really talk 
about it. 

My social life has definitely suffered, I don’t have 
the energy to go out with friends when I’m invited 
and I’m usually in bed for 9pm, just like one of 
the children. My reflux and joint pain can keep me 

awake at night, so it’s good to try and get ahead of 
the game.

I stay positive with the support of my family, 
especially my children, they really are what makes 
me function and get out of bed in the morning, I 
don’t know where I would be without them.

Daisy’s Charity Chop
“I am Daisy and I’m 11 years old, my Dad is 44, 
my brother is 7 and my mum is 40, which is well 
impressive. When my mum first got diagnosed 
with this disease they told her she would have a 
life span of 10 years. My mum got this horrible 
disease at 24 and that meant she would have 
gone at 34 but she is 40 now so she has lived 
another 6 years, which to me is amazing.

If she did go when the doctors said she would, 
I would not have my wonderful funny mummy, 
and that would just crush my llife. Everyone who 
knows her thinks she is one of the magnificent 
people in this world that have to put up with this 
disease, that is that bad, there is no word in any 
dictionary in the world to describe it.

As scleroderma is the primary disease and 
Raynaud’s is the secondary disease and guess 
what? ... my mum has it too so that makes her life 
just hell when she is ill and when she is it does 
not just affect her it affects us all as a family. 

I raised money by having my long hair cut off to 
make into wigs for children with cancer from the 
Little Princess Trust. I also donated all the money 
I raised to Scleroderma & Raynaud’s UK to help 
all the amazing people like my lovely mummyy. 

If you would like to do something like me, I 
would say do it, think about what you would like 
to do and then do it”

To watch Daisy’s inspirational video,  
go to www.sruk.co.uk/daisy

If you feel inspired to fundraise take a look at our challenges  
for 2018/19 at www.sruk.co.uk/getinvolved

Daisy before

Daisy after



Jo’s son Mat was diagnosed at nine with 
Scleroderma, although he had symptoms 
from the age of 4, he is now 18. 
In honour of Scleroderma Awareness Month Jo 
wanted to do something that would help raise 
awareness for the condition and money to continue 
the research into better treatments and pave the 
way for a cure.

During Scleroderma Awareness Month Jo decided 
to walk 100 miles to raise vital funds and awareness 
for SRUK. Her son Mathew was just 9 years old 
when he was diagnosed with Scleroderma. 

Jo has watched her son battle this condition 
every day, through hospital admissions to needing 
surgery, watching her son struggle to eat food 
due to the condition affecting his oesophagus and 
seeing his weight plummet to the point where he 
needed to be artificially fed to keep him alive.

Jo said, ‘since diagnosis the most difficult thing to 
come to terms with is the fatigue. I have a teenage 
boy who goes out with his friends and then takes 
two days to recover. 

He spent most of secondary school only doing 
four days a week due to fatigue. I was so proud 
when he got 6 GSCE’s at the end of school’ “If I 
can raise some funds and awareness along the way 
that would be great. I’m doing it for all the other 
scleroderma sufferers throughout the UK, we need 
to find a cure NOW’. 
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Jo walked 100 miles in June  
to raise awareness for Scleroderma 
raising over £600

Step Out for SRUK
If you feel inspired then you too can Step Out for SRUK this summer 
and help fund research. You can request your free ‘Step Out’ pack 
now where we show an easy way to get friends and family together 
all for a walk, not only create memories just call 020 3893 5993.
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We would like to say a huge thank you to Caroline Dean School 
of Dance, Caroline who has been living with Scleroderma for 30 
years raised an amazing £1,500 from her 20 year anniversary 
showcase performance.

If you are looking to do you own fundraising, get in touch 
for how we can help you from ideas of what you can do 
to sending you banners, t-shirts and more to make your 
event even better email fundraising@sruk.co.uk or call 
020 3893 5993.

This year we had two amazing cyclists take part in 
Prudential Ride London a 100 mile course, they braved 

blistering heat and torrential rain to represent team 
SRUK and together raised over £2500. 

If you would like to take part in an event or organise your 
own fundraiser for SRUK, we’d love to hear from you.  

Please get in touch with Shauna on shauna.creamer@sruk.
co.uk or 020 3893 5993

Thames Path Challenge 
This September the Thames path Challenge returns a unique trail with beautiful scenery steeped in 
history. Setting out from urban London, the path winds through scenic villages and historic towns – 
it’s the only long distance path to follow a river for most of its length. You can choose to do 100, 50 
or 25k walk and register for as little as £49.

Royal Parks Half Marathon
Want to set yourself a goal? Why not push your running to the 
next level and take part in one of the most beautifully scenic 
routes the UK has to offer this October and join #TeamSRUK. 

We will help you with training and advise at every step of the 
way.  You can secure your place today for £40 by calling 020 
3893 5993
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Hannah was diagnosed with 
scleroderma at just 32 years of 
age. She experienced severe 
symptoms while on a trip 
overseas to adopt a child.

What followed was a delayed diagnosis, which 
resulted her weight plummeting to five and a half 
stone and spending 6 months in an intensive care 
unit. Upon recovery Hannah was unable to hold her 
newly adopted son and needed to learn to walk 
again, she felt her life was over. 

Hannah has now lived with scleroderma for over 
25 years, she had previously been a keen sports 
woman and competitor and had to give up 
everything until 6 years ago when she discovered 
golf, which became a game changer. Golf has given 
her back an aspect of her previous life, sport, she 
said ‘It’s helped me so much, I no longer feel like a 
person with a disability with no confidence.”

In an effort to raise awareness, funds and hopefully 
attract new players like herself to the game she and 
her husband are hosting a Scleroderma & Raynaud’s 
UK golf event at her local course. 

The day will include a fully accessible 18 holes 
course, a two-course lunch with a raffle taking place 
after. A single ticket costs £75 and you can register 
a team of 4 for £290.00. It’s the perfect event 
for team building or a fun day out, no previous 
experience is needed, and if you’ve ever wanted to 
give golf a go this may just be the event for you.

To register for the event or to find out more about 
the event you can call us on 020 3893 5993 or 
email fundraising@sruk.co.uk

Golf Day in September
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0800 
311 2756

The helpline operates 365 days a year from 9am-7pm. This service does get 
busy so if you receive a voicemail please leave your name and number and you 
will receive a call back within 24 hours.

We currently have eleven volunteers who man the helpline on a rota basis; Amelia, 
Brigid, Helena, Jean, Katherine, Kim, Liz, Paula, Penny, Rosemary & Susie.

Our volunteers update their skills regularly and having external accreditation, as a member  
of The Helpline Partnership, means that we conform to their standards of excellence.

If you call the helpline, the volunteer that you talk to may have Scleroderma and/or Raynaud’s but as 
we know, everyone is different and the manifestations from person to person are varied and complex. 
Therefore, we refrain from swapping backgrounds and symptoms but listen positively to your issues and 
try to help you with your particular enquiry. 

We are always keen to hear from people who have an understanding of Raynaud’s and/or Scleroderma 
who may be interested in volunteering on our helpline.

Specialist Nurses
Rheumatology Telephone Advice Line 01225 428823

Belfast Audrey Hamilton 0289 056 1310

Leeds Specialist Nurse Team 0113 392 4444

Liverpool Jan Lamb & Jenny Fletcher 0151 529 3034

Manchester Specialist Nurse Team 0161 206 0192

Newcastle Upon Tyne Karen Walker 0191 223 1503

Portsmouth Paula White & Julie Ingall 0239 228 6935

Royal Brompton Lucy Pigram 020 7352 8121 (Main Switchboard)

Royal Free, London Sally Reddecliffe & Adele Gallimore 
(For Pulmonary Hypertension Enquiries) 020 7472 6354

Royal Free, London Specialist Nurse Team 020 7830 2326

Sheffield Specialist Nurse Team 0114 271 3086

We are working towards providing contacts at key hospitals in Wales, Ireland and Scotland please check the website for up to 
date information or call the Rheumatology telephone advice line (emboldened in green, listed above) with your medical query.

Local Support Contacts
Bedfordshire Rita Boulton

Exeter Mike Corbett

Hampshire Tracey James

Merseyside & Cheshire Diane Unsworth

Newcastle & Northumberland Lindsay Wilkinson

Norfolk Lucy Reeve

South London Celia Bhinda

South Wales Belinda Thompson

Leeds     Lynne Lister

Local Support Contacts
Our local support contacts provide support on a local level by organising support group meetings or by 
being available to local residents via the phone or email. If you are interested in joining one of our local 
groups or wish to receive some support then please contact us and we will be happy to put you in touch 
with your local support contact: 020 3893 5998

Support & Useful Contacts
Our SRUK Helpline is available to anyone who is  
affected by the conditions to receive support.



www.sruk.co.uk
Helpline: 0800 311 2756
Office: 020 3893 5998

      @WeAreSRUK           /WeAreSRUK

Ways to support us
Firstly, we would like to say thank you. By receiving 
this newsletter you are helping us to continue our 
vital work to make a difference to the lives of people 
affected by Scleroderma and Raynaud’s.

We could not achieve as much as we do without you 
and we are always striving to achieve more. If you 
have an idea as to how SRUK can further support the 
community then we would love to hear from you. 

We hope you enjoyed your edition of the SRUK magazine. 
If you have finished with your copy then please do pass it 
on to a friend or your local GP surgery. Alternatively pop it 
into your recycling and help us look after our planet.

Your Magazine,  
Your Way 

Thanks to everyone who  
provided feedback on the last issue 

of the magazine. We know that not all 
comments have been covered in this issue 
but we will be working hard to cover your 
feedback in future issues. Your feedback 

is really important to us. If you have a 
comment or suggestion on how we can 

improve future issues then call our 
team on 020 3893 5998 or email: 

info@sruk.co.uk

Donate to us 
through our website  

www.sruk.co.uk by clicking 
the donate button or by 

phoning our friendly team  
on 020 3893 5998 using  
your debit/credit card.  

Your card details are not stored by 
the charity and the systems used to 

process your payment  
are secure.

Scleroderma & Raynaud’s UK
Bride House, 18 - 20 Bride Lane, 
London EC4Y 8EE

Registered Charity England and Wales No 1161828  
© Scleroderma & Raynaud’s UK 2018


