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If you don’t want to buy the full book of tickets 
we would encourage you to ask your family and 
friends to buy one. Every ticket that is sold will 
fund research and support. We do not receive 
any government funding and so to continue our 
commitment to research, continue our investment 
in services and continue to increase awareness 
and understanding, we rely on donations and 
fundraising. 

Once you have sold as many tickets as you can, 
please either return the stubs with a cheque made 
payable to ‘Scleroderma & Raynaud’s UK’ for the 
amount of tickets sold or give the office a call on 
020 7000 1925 to pay with a debit/credit card.

If you would like to receive more books to sell in 
your local community please contact Henry on 
020 7000 1925 or email henry.mcginty@sruk.co.uk

Please return cheques and/or stubs to:

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

The competition is open until 22nd November and 
will be drawn on the 30th November. Winners will 
be notified by email and phone. 

Thank you for your support and good luck!

A weeks stay for six at a traditional 
cottage in the heart of Cornwall

A long weekend in a beautiful modern 
Shepherds Hut in Somerset

Two tickets for one of the most iconic musicals of 
all time, Les Miserables

3 full days of paint-balling fun at any of the Delta 
Force branches around the UK

Sainsbury’s shopping vouchers

A pair of tickets to brand new show 'Half a 
Sixpence' in the West End

Exclusive access for two to dress 
rehearsals for the new season of 

plays at Shakespeare's Globe in Spring

A kilo of the world's finest coffee, harvested 
in Western Kenya and freshly Roasted in the west 
of England

A family ticket on the London Eye and a day of fun 
and games in Namco Funscape

A family ticket to the London Wetlands Centre 
preservation and nature site

A tour for two people around the historic ground 
of Celtic FC

Autumn 
Raffle

We have some fantastic 
prizes to be won in this 

year's SRUK Autumn raffle. 
This is your opportunity 

to win: 

You will find a book of tickets included in 
this magazine. Tickets are just £2.00 each 
and not only could you be in with a chance 

to win one of these fantastic prizes you 
will also be supporting our vital work. 
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Dear Supporters
It was great to see so many of you at SRUK’s first 
Annual Conference back in September and thank 
you so much for your feedback. There were lots of 
positives and some really helpful pointers in terms 
of improvement opportunities. I look forward to 
hearing everyone’s thoughts on what we should 
cover next year and where you think might be the 
best location. 

At the conference we heard from clinicians and 
researchers about the amazing work being done 
to progress our understanding of Scleroderma and 
Raynaud's and about the development of evidence 
based treatments. But we all know that much 
more research needs to happen to bring forward 
the day when we can minimise the impact of these 
conditions on people’s lives.

To make this a reality we need to increase our 
fundraising endeavours and bring in significantly 
more income, so that we can increase our 
investment in research. In 2017, each of the SRUK 
team will be taking up a challenge and I would 
encourage you all to get involved, whether that’s 
selling raffle tickets, joining one of our events, 
holding a coffee morning or setting up a regular 
donation to the charity. 

Over the next few months we’ll be developing a 
Research Strategy. At the conference we began 
a conversation to help us understand what you 
think the research priorities should be for SRUK 
and over the coming months we’ll be reaching out 
to you all to open up that dialogue to the whole 
community.

It’s only by working together that we will 
achieve the growth needed to bring about real 
transformation and change. 

Best wishes
Sue

Have Fun Fundraising 25

22

25
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Scleroderma means “hard skin” and there are 
certainly similarities between the thickened and 
hardened skin that occurs in systemic sclerosis 
(scleroderma) and other disorders. 

Keloids are a type of abnormal scar tissue 
that develops at a site of injury and leads to 
a thickened persistent nodule of skin that 
often follows the outline of the scar. There are 
similarities between the abnormal cells in the 
scar tissue of keloids and those in scleroderma 
and so there may be shared features. 

In addition, keloids can have a genetic 
component and run in families. A small 
number of cases of scleroderma develop 
skin nodules like keloids, and these 
may represent a form of localised 
scleroderma and can be termed 
“keloidal morphea”. 

Research is underway to define 
any links between the conditions 
that might provide insight into 
scleroderma. However, there is 
no evidence that keloid develop 
before scleroderma and so they 
may not be an early marker.

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

Methyl-Sulphony Methane is a colourless solid 
substance that is also know by the chemical 
term dimethylsulphoxide (DMSO). It has been 
recommended as a dietary supplement that may 
benefit a number of medical conditions including 
scleroderma and arthritis. 

It is not clear how it could be helpful but one 
suggestion is that it may boost levels of Sulphur 
available to tissues and cells in the body. Some 
studies of osteoarthritis have suggested that 
it may help for pain but these were small trials 
below normal levels of medical evidence. As 
well as being consumed by mouth, preparations 
containing DMSO have also been applied 
externally to the surface of the skin for medical 
conditions including scleroderma. 

There is no convincing medical evidence that 
it is beneficial in scleroderma and so it is not 
a recommended treatment. In fact, the USA 
regulatory agency called the Food and Drug 
Administration (FDA) has specifically banned 
promotion of health benefits for this substance 
a number of years ago because of concerns that 
unsubstantiated claims may have been made. 

At present it is not recommended by 
UK medical experts for scleroderma 

although there is support for it 
on some internet sites. Further 
more robust evidence that may 
support, or refute, it's benefits 
may emerge in the future.

What is Methyl-Sulphonyl Methane?  
Is there any benefit to drinking it?

Is there any link between fibrosis of the 
skin, such as keloid skin, (where the 

scar tissue is thicker due to the fibrosis) 
and other autoimmune conditions, 

especially with regard to scleroderma? 
Do you think it could become another 

'identifier'/early marker?

Do you have a 
question that you 
want answered?  
Send it in to us at  
info@sruk.co.uk or  
call our team on 

01270 872776
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There are a number of medical treatments that 
can help Raynaud’s, as well as adjustments 
to lifestyle including quitting smoking and 
minimizing exposure of cold environments. 
Tablets that reduce blood vessel spasm may help 
including drugs such as nifedipine and losartan. 
Sildenafil (also called Viagra®) can be useful 
drugs for scleroderma and severe Raynaud's 
phenomenon that works by enhancing the 
effect of natural substances that open up blood 
vessels, including the substance nitric oxide. A 
number of published studies support its use in 
severe cases. It is also used for pulmonary arterial 
hypertension, an important complication of 
scleroderma affecting some patients. However, 
not all patients respond and it may need to 
be given in combination with other drugs. If 
combinations of oral treatments for Raynaud's 
are not working, some patients are treated with 
an infusion (drip) treatment such as iloprost 
that helps to open up blood vessels and reduce 
Raynaud’s attacks. 

Methotrexate is a commonly used drug for 
those with rheumatic and skin disease and 
most widely used in rheumatoid arthritis. It is 
generally safe and well tolerated but requires 
careful monitoring including regular blood tests. 
It appears to reduce immune overactivity and so 
has been used in scleroderma because it is an 
autoimmune disease. 

There are studies that confirm benefit for skin 
thickening in scleroderma and so it is one of 
the recommended treatments for skin in recent 
evidence-based guidelines. However, other 
drugs such as mycophenolate mofetil (MMF) 
or cyclophosphamide can also be used. Not all 
patients require methotrexate or one of these 
other agents but cases of diffuse (more severe) 
skin involvement will usually be offered one of 
these drugs, especially in the earlier stages of 
the disease.

Is methotrexate prescribed to every 
patient immediately after a diagnosis?  

I have heard it is a national  
standard treatment.

I am currently on Sildenafil which helped  
for a short time but my Raynaud’s is getting 

worse. Is there anything else I can try?

Doesn't everyone have a story to tell? Now is your chance.

It’s that time of year again to put pen to paper 
and start writing about your personal journey, 
awakening discoveries, highs and lows of your 
condition to inspire others. The 2017 Edgar  
Stene Prize Essay has announced this year’s title 
which is:

“Time is joint - Joints over time" 
"Early diagnosis and access to care 
in rheumatic disease (RMD's) the 

ideal world and the reality -  
my personal story"

For those budding writers who would like to enter, 
please submit an essay not exceeding 2 pages 
(A4) in English to tracey.spray@sruk.co.uk by  
31 December 2016.

*We shall submit a single best entry to the EULAR 
Secretariat by 20 January 2017. 

The esteemed Stene Prize winner is awarded a 
prize of a trip to Madrid for 4 nights with flights 
and accommodation, PLUS €1000, as well as an 
invitation to attend the Opening Plenary Session 
of the EULAR Congress and to the Congress Dinner. 

The 2nd Prize will be awarded €700 and the 3rd 
prize is €300. All entries (some edited) will go in a 
publication to advertise the event for 2018. 

Simon Jones, 2016 Stene Prize Winner, UK
Read his essay on the Latest News section of  
our website. 
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I have a history of autoimmune disease from my 
late teens. I developed Graves Disease, which was 
successfully treated. I took my health for granted 
for many years. It was in my early thirties that I first 
noticed Raynaud’s developing. I knew what it was 
because one of my friends had the illness. At first it 
wasn’t too severe and it only affected a few digits. 
I eventually went to the doctor who prescribed 
me nifedipine. I tried the tablets but I didn’t feel 
they gave me amazing relief instead they made 
me a little headachy and light headed. For a while 
I carried on as normal just keeping warm and 
layering up. 

Over time vague symptoms began to develop  
such as migraines, fatigue, reflux and dizziness. 
I went to the doctor who ran lots of blood tests. 
I’m grateful to this doctor because she took me 
seriously. I was unaware of the different blood 
tests she was running but lots of them came back 
positive or with raised levels. Over a couple of 
years I was seen in many different departments 
- from gynaecology to gastroenterology, I was 
pretty much turned inside out. Each doctor I 
saw kept asking if I had not been seen in 
Rheumatology. 

I was quite foolish in that I googled
some of my blood test results and 
eventually came across the term 
‘scleroderma’. As I read through 
the symptoms I tried to convince 
myself that it was not me they were 
describing but they were pretty 
close. I did have Raynaud’s, I did have 
reflux, the skin on my fingers sometimes 
looked shiny and smooth, I had a hack at the 
end of one of my fingers but there was no way I 
could possibly have that illness. When I googled 
scleroderma, I was left feeling terrified and 
depressed. Once I was diagnosed, I had a hard 
enough time coming to terms with it. I was also 
diagnosed with an overlap of Lupus. 

Since my diagnosis, my attitude has evolved over 
time. To quote a terrible cliché, it has been a bit 
of a journey! At first I felt like I had been handed a 
life sentence - Dr Google did nothing to help that! 
The pictures I saw of people looking very ill with 
misshapen hands left me horrified. Then I learnt 
about the systemic nature of the disease and was 
convinced I was going to develop a heart or lung 
problem. At that point I was still running quite a 
bit and when I would become extremely breathless 
it really panicked me - it turns out I was anaemic 
and my heart and lungs were perfectly healthy! I 
managed to complete a half marathon with an iron 
level of 3.5... not the wisest thing I have ever done.

I felt very isolated as well. Some people were 
quite dismissive of it - I looked fine, I was more 
physically fit than other people, so it couldn’t be 
that serious. I also wonder if some people thought 
by not talking about it, I would stop worrying 
about it. It was pretty traumatic. I felt like I was 
watching the world carry on while I was stuck in 
one particular place or moment in time.

I also worried about the future. Could I 
make plans? Was it safe for me to do 
the things I love - exercise being one 
of those things! Would I still be able 
to work? (When I was first diagnosed 
I was asked by someone if I was 
still trying to work. The thought had 
never occurred to me that I wouldn’t 

be able to.) I really did not want to be 
defined by my illness. Around the time I 

was diagnosed I found out about the Irish 
Raynaud’s Association and went along to a 

conference organised between them and the Irish 
Lupus group.

‘I met people like me who were still 
working and doing the things they loved.’

Dr. Google 
isn’t a very  
good doctor!
Sharon McBride, from Bangor, Northern 
Ireland, shares with us her diagnosis, 
journey of discovery and how brainpower 
and sheer determination sometimes 
overpowers your body’s clinical abilities.

‘When I 
googled 

scleroderma,  
I was left feeling 

terrified and 
depressed…’



I got angry when I saw other people being reckless 
with their health but apparently getting away with 
it. But then that sort of anger and resentment 
only hurts the person feeling that way and doesn’t 
really achieve much. I can question why but that 
is just as futile. I try to take it each day at a time. I 
do have bad days when everyday tasks suddenly 
remind me I have this disease. (Putting petrol in 
the car on a winter morning, preparing vegetables, 
and food in general, and cleaning my teeth.)

A couple of years down the line, things do 
seem more settled now. I am receiving the right 
treatment for both the scleroderma and Lupus. 
I find it quite strange that I carry round a tube 
of factor 50 sunblock as well as extra layers of 
clothing and hand warmers in both summer 
and winter. I no longer have to spend my time 
running to different departments to see different 
specialists. There is no better feeling than being 
told by a specialist they no longer need to see you 
because all your tests have come back ‘normal’! 
Of course, I would love that to be the case for 
Rheumatology, as much as I like the people I have 
met there!

Despite the challenges, I think I am pretty 
fortunate, all things considered. I have supportive 
family and friends. I am well enough to work full 
time at a school and enjoy singing in the Belfast 
Philharmonic Choir where I enjoy the challenge 
of learning new music and being able to perform 
it with a professional orchestra, not to mention 
the social aspects. I also get the chance to travel 
around cities and spend time at the beach whilst 
enjoying a selection of books or my Kindle, a great 

invention for when I don’t want to hold a really 
heavy book.

I’ve even done the British 10K in London a 
couple of times, I was slow but it was a fantastic 
experience to be able to run through the capital. 
The crowds were amazing and I felt really inspired 
by some of the participants. At the minute I am 
trying to do the 10,000 steps a day challenge. I’m 
on my feet most of the day in school and clock up 
a few steps by the end of the school day. I would 
like to get to the bottom of my fatigue though and 
try to get back to doing my local Park Run on a 
Saturday morning. 

It was worse before I was diagnosed and was not 
on treatment. If I was making arrangements I could 
never confirm for definite that I could be there or 
not. I could become really fatigued at the drop of 
a hat. I went through a stage at work of having 
chronic migraines, I have never taken as much 
sick leave, ever! I cannot describe how grateful 
I am to my work colleagues and employers for 
their support through everything. I have had a few 
pupils exclaim when they see my hands during a 
Raynaud’s attack that I have corpse fingers. When 
I explain what it is, they are always very kind. 
Sometimes I have to wear my gloves indoors if I 
have been outside. I usually have all sorts of spare 
layers over my desk chair and a good supply of 
hot tea! Something which is also true when I go on 
long walks across the coastline before returning to 
a big bowl of soup. 
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I’ve also had the chance to meet other people 
with the condition, such as a lady at the event in 
Cambridge last year who lives about half an hour 
away from me, yet there is no local support group 
in my area at the moment. I have been asking on 
Facebook if anyone over here in Ireland would 
like to meet up casually, maybe for a chat and a 
coffee and there has been some interest.  

I appreciate meeting people in a similar position 
to my own so that we can swap tips and stories 
as well as reassure and support each other in 
ways which people who don’t have the illness 
can’t. I have also told the charity that I am happy 
to get in touch with people who may not be on 
Facebook so do let them know if you would like 
to talk!

‘Nothing tastes better than tea out of a flask 
in the fresh air, even if I do look like an Eskimo 
in the winter!’
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Erythromelalgia

Symptoms of Erythomelalgia (EM)

Like Raynaud’s, symptoms become apparent 
during an attack- or as it’s known with 
Erythromelalgia- a ‘flare-up’:

• Redness - caused by excessive blood flow to 
the affected area. The medical term for this is 
erythema

• Hot to the touch
• Pain - discomfort may range from mild tingling 

to severe burning. Others may feel sensations 
such as pins and needles or itching

What causes Erythromelalgia?

For most people with the condition, the cause 
is unknown but some underlying cause may be 
found such as a medical condition or faulty gene.

Underlying causes include:

Having abnormally high levels of blood cells 
Either too many platelets in the blood or too  
many red blood cells

Damage to the peripheral nervous system
The network of nerves outside the brain and  
spinal cord

Multiple Sclerosis
A disease of the nerves in the brain and  
spinal cord

An autoimmune condition
Such as lupus, rheumatoid arthritis or scleroderma

What causes flare-ups?
Warm temperatures seem to be the most frequent 
trigger, something which is especially problematic 
for those with Raynaud’s. Others have found that 
spices and alcohol can also make the symptoms 
worse. Flares may come and go or be continuous.

Erythromelalgia (pronounced Eh-ree-throw-mel-al-ghee-a) is a rare disorder that causes episodes of 
‘burning’ pain. It is similar to Raynaud’s in that it can affect the extremities but with Erythromelalgia, 
(EM) the sensation can also affect the arms, legs and face.

Other symptoms may include:

• Swelling - the increased blood flow may cause 
a build-up of fluid in the affected body part. 
The medical term is edema

• Change in perspiration - some people with 
erythromelalgia can sweat less (hidrosis) in 
the affected body part while others may sweat 
more (hyperhidrosis)

• Purple discoloration and/or cold to the touch 
- some may experience cold and/or bluish skin 
when they are not experiencing a flare-up. This 
may be related to the narrowing of the blood 
vessels, known as vasoconstriction

Some people may find that their symptoms appear 
on the face, ears, knees or other parts of the body.

Before During

Erythro  
Specialist Centres

Paediatric Service: 
Great Ormond Street Hospital  

for Children
Pain Control Service
London, WC1N 3JH

Email: referrals@gosh.nhs.uk

Adult Service: 
Pain Management Centre

National Hospital for Neurology  
and Neurosurgery

London, WC1N 3BG
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What are the different types of EM?
Primary - Primary EM is not caused by an 
underlying disease. It includes both inherited and 
idiopathic EM.

Secondary - Cases of EM that are caused by 
another disease or condition are called secondary 
EM. The most common causes of secondary EM 
are:

• Essential thrombocythemia, a 
myeloproliferative blood disorder that causes 
increased production of platelets

• Polycythemia vera, a myeloproliferative blood 
disorder that causes an increased production 
of blood cells, primarily red blood cells

• Thrombocytopenia, a blood disorder that 
involves a low platelet count

• Peripheral neuropathy, including diabetic 
neuropathy

• Autoimmune diseases, such as lupus, 
vasculitis, rheumatoid arthritis, and 
scleroderma

• Nerve damage due to injuries or other 
conditions, such as carpal tunnel syndrome, 
sciatica, and frostbite

If you experience any of the above 
symptoms then please speak with your GP 
or consultant regarding the best way to 
manage your symptoms. 

This information has been produced in 
partnership with NHS Choices and The 
Erythromelalgia Association (TEA)

In some cases, when the underlying condition 
is treated, EM symptoms will improve or resolve 
completely.

Intravenous infusion
In some cases, when pain has not been controlled 
by medication taken by mouth (orally), an 
intravenous infusion (when medicine is given 
directly into your bloodstream via a drip) may  
be used.

Lidocaine – a local anaesthetic that blocks sodium 
channels and can help nerve-related pain – may 
be given this way, but how long it works for varies. 
Your doctor will explain the procedure to you and 
how you should prepare for it. 

Medication taken by mouth
A number of different medications have shown 
potential in relieving symptoms, although no 
single drug helps everyone. Different treatments 
often need to be tried under the supervision 
of experienced clinicians, and combinations of 
different medicines are sometimes needed.
Your doctor will discuss treatment options with 
you, as this will also depend on the type of 
erythromelalgia you have. 

Drugs used for other types of nerve pain may 
reduce symptoms. This includes anti-epilepsy 
drugs such as gabapentin, or low doses of tricyclic 
antidepressants such as amitriptyline, which can 
be effective in treating pain caused by increased 
sensitivity or damage to the nervous system.

Drugs used for high blood pressure or Raynaud's 
disease can encourage the blood vessels to 
widen, and may be beneficial in some types of 
erythromelalgia.

In adults, aspirin may relieve symptoms if the 
cause is an abnormally high number of blood cells 
(aspirin is not recommended for children).

Cooling the skin  
and elevation

Cooling the skin with a fan or cold 
water, or raising the affected hands  

or feet may relieve the pain.

However, using ice or soaking the  
hands or feet for long amounts of time 
isn't recommended, as this can lead to 

hypothermia or damage to the skin, 
causing ulcers.

The use of cold baths or showers is 
generally discouraged because 

of potential skin damage.

Can it be treated?
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Collaborating to Drive 
Salford Royal NHS Foundation Trust, a University 
of Manchester teaching hospital, is a referral 
centre for patients with systemic sclerosis 
(scleroderma) and Raynaud's phenomenon. 
Our approach is to try to integrate best clinical 
practice and research, and we are very grateful to 
all those patients who have participated in one or 
more of our research projects. Without volunteers 
for the different studies, there would be no 
research. 

Our clinical research programme 
is very broad and involves collaborations with 
clinicians and scientists in Manchester and 
Salford, and also nationally and internationally. 
In particular, we collaborate with other centres in 
the UK Scleroderma Study Group, which is a very 
active group driving Scleroderma and Raynaud's 
research in the UK. This short article will share with 
you our different areas of research, and explain 
how we are addressing key clinical questions. 
But firstly...

Andrea Murray, Graham Dinsdale, 
Mike Berks and Elizabeth 
Marjanovic are postdoctoral 
scientists working at the physics/
imaging science and clinical interface 
(for example the capillaroscopy work and 
VALIDs study described below). 

Andrzej Gallas is a postdoctoral pharmacist, 
currently working on understanding calcinosis 
formation and possible approaches to treatment.  

Deb Griffiths-Jones is also a postdoc, co-
ordinating the PRedSS study described below. 

Tonia Moore and Joanne Manning are senior 
vascular technicians, running both the clinical and 
research vascular laboratories at Salford Royal 
Hospital.

Sarah Leggett is a research assistant, working 
across different studies.

Sebastien Peytrignet is 
a statistician, working on 

ESOS (European Scleroderma 
Observational Study) and Jack 

Wilkinson, also a statistician, has made 
major contributions to many different 

projects. 

Will Gregory is a physiotherapist and, although 
spending most of his week in clinical work, finds 
time for scleroderma research.

Mike Hughes is a specialist registrar/clinical 
research fellow working mainly on digital ulcers, 
but also on a number of other projects. 

Ariane Herrick is Professor of Rheumatology at the 
University of Manchester, and honorary consultant 
rheumatologist at Salford Royal Hospital, and leads 
the research and clinical programme. She has 
recently been joined by Muditha Samaranayaka, 
consultant rheumatologist.

Meet  
the team 

 
We are a multidisciplinary 

group (some shown in  
the photograph): 

Pictured from left to right:  
Tonia Moore, Mike Hughes,  
Ariane Herrick & Joanne Manning.
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from  
Manchester  
& Salford

Traditionally, Raynaud's attacks have been 
measured by asking patients to document 
(usually in diaries) how often attacks occur, how 
long they last and how severe they are. We are 
trying to improve on this by seeing whether 
attacks can be documented with mobile phone 
photographs and/or via a mobile ‘app’ - this could 
give us a better idea of severity. 

Studies of calcinosis
Remarkably little is known about calcinosis. We are 
currently undertaking a programme of research 
examining chemical composition of calcinosis and 
possible new avenues of treatment. 

Treatment studies 

Identification of effective treatments is of  
course the most important and exciting question. 
To find new treatments, we need to continue to 
increase our understanding of underlying disease 
mechanisms and also to improve our ability to 
measure disease (as discussed above).  

Many treatment studies, addressing different 
aspects of scleroderma and Raynaud's, are 
currently underway in the UK and internationally. 
In Salford and Manchester, we are involved in many 
of these studies, examples being:

Research Forward
Imaging studies

We have a major interest in imaging both blood 
flow, (mainly in the fingers) and skin thickness. 
Finger blood flow is reduced in patients with 
Scleroderma and Raynaud's and the skin is usually 
thickened in scleroderma. Using modern, non-
invasive (non-painful) imaging methods, many of 
which have been developed in our department, 
we are able to address a number of important 
questions, including:

This is a very important question because if we 
cannot measure small but important changes then 
we are unable to tell, for example, whether a new 
treatment is working. Measurement is far more 
complicated than it sounds. We are very pleased 
that soon we shall be collaborating with doctors at 
Alder Hey Children's Hospital in a study measuring 
morphoea (localised scleroderma) in children, 
using different imaging techniques (this project is 
being funded by Scleroderma & Raynaud's UK).

1. How can we measure Raynaud's, skin 
thickening and calcinosis (deposits of 
calcium-containing salts beneath the skin)? 

2. How can we predict who will develop 
finger ulcers? 

The imaging techniques which we are using 
to answer these different questions include  
nailfold capillaroscopy, (examining the small  
blood vessels at the base of the fingernail with  
a microscope) laser Doppler imaging, (which  
measures blood flow) thermography (which  
measures skin temperature) and skin ultrasound  
(which measures skin thickness). For example, we  
have recently shown that the severity of changes 
on thermography can help to predict who is 
likely to develop finger ulcers. Also, we are very 
interested in establishing just how 'reliable' the 
different imaging techniques are. For example, 
we need to know that if a test is repeated, and 
nothing else changes, then the result will be 
the same. We have recently completed a study 
funded by Scleroderma & Raynaud's UK and, 
involving researchers from four different countries, 
examining reliability of capillaroscopy. We are 
currently completing the VALIDs study (a UK, 
seven centre study assessing reliability of laser 
Doppler imaging and thermography in  
measuring Raynaud's). 
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Digital Ulcer Publication 
We strive to empower people to learn more and 
to share knowledge about the conditions, as new 
treatments are developed and as our community 
grows, we find ways to build a knowledge base 
of coping strategies for those newly diagnosed 
or those living with various aspects of these 
conditions. 

We’re proud to publish SRUK’s first information 
publication on Digital Ulcers, which will be available 
to view online and in print during November. We 
have received expert guidance and input from 
Professor. Ariane Herrick and Dr. Mike Hughes from 
Salford Royal NHS Trust whose specialism is in 
the classification of Digital Ulcers and also Lead 
Connective Tissue Disease Nurse, Louise Parker 
from Royal Free NHS Hospital Foundation Trust. 

We have also had assistance from our community, 
Julie Ledger and Sally Millward both have 
experienced Digital Ulcers and have shared with us 
their ways of coping, treating and managing DU’s  
and some alternative hints, tips and practices that 
have worked for them over the years. We would 
also like to thank our publication review group.

 

If you are affected by Digital Ulcers and would like 
to receive a copy of the publication please contact 
our team on 01270 872776. 

We would love to hear from you if you are 
interested in sharing your experiences of living 
with these conditions or if you would like to be a 
member of our publication review group. Please 
contact tracey.spray@sruk.co.uk or call one of our 
friendly team on 01270 872776. 

And finally... 
We are tremendously 

grateful to Scleroderma &  
Raynaud's UK for funding much  

of our research, and also to EULAR, 
Arthritis Research UK, the MRC,  

and the Wellcome Trust. 
 In addition, our research is 

facilitated by the NIHR Clinical 
Research Network. Without all 

this funding our research 
would not be possible. 

ESOS (European Scleroderma 
Observational Study). 

This study (co-ordinated from Manchester) 
of early diffuse cutaneous scleroderma has 
recently been completed but further analysis 
is ongoing. 326 patients were recruited from 
50 centres. The main message from the study 
was that immunosuppressant therapy (i.e. 
treatment with drugs, such as mycophenolate or 
cyclophosphamide, which suppress the immune  
system) can be used for early diffuse scleroderma  
but that treatments which are more effective 
are badly needed. ESOS was funded by the 
European League against Rheumatism (EULAR). 
Scleroderma and Raynaud's UK then funded a one 
year extension, which allowed us to achieve our 
recruitment target.

Studies of new approaches to therapy for early 
diffuse disease are currently underway and Salford 
Royal is a recruitment centre for some of these 
studies. 

PRedSS study (Prednisolone in  
early diffuse systemic sclerosis). 

This study is due to begin in 2017 and asks the 
question- should prednisolone (a steroid) be 
prescribed in early diffuse cutaneous scleroderma? 
This might seem a simple question but currently 
no-one knows the answer. Thirteen centres in the 
UK are taking part. 

Studies of finger ulcers. 
 

Dr Mike Hughes is examining the effects of optical 
(light) treatment in a small pilot study of finger 
ulcers. It would be a major step forward if we 
could identify treatments which act locally on 
the fingers without causing side effects such as 
headaches and dizziness. 

Student involvement 

A major focus of the Scleroderma Team in 
Salford and Manchester has been to encourage 
undergraduate and postgraduate students to 
become involved in research, as students are -  
of course - the next generation of clinicians and 
scientists. Therefore, student projects are one 
of our major remits and in recent years several 
students have presented their work with our  
group at national and international meetings  
and published research articles.

1

2

3
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SRUK Shop

Warmies Cosy Plushies
These adorable soft toys are a great way to keep 
warm. Ideal for children and adults alike, just pop 
them in the microwave to warm them up and enjoy 
some lavender scented hugs! Choose between our 
penguin, dragon or our snowman. Not suitable for 
children under 3. 

£10.00

New  
products for  

this Christmas  
season

Check out our new-look shop at srukshop.co.uk

Christmas Cards
Yes, it’s that time of year again! SRUK Shop is 
proud to present its first set of Christmas cards. 
Choose between our stunning Winter Robins, 
Snowy Hands and Red Christmas Tree packs and 
enjoy free postage! 

£4.99 per pack

*Free postage is only available for orders that only contain 
Christmas cards, this offer does not extend to orders that 
contain other SRUK shop or SRUK items.

HotRox Hand Warmers
HotRox hand warmers have 
three heat settings, Off, Medium 
and High. This allows for a heat 
cycle of up to 6 hours, easily 
long enough to keep you warm 
whatever you are doing.  
HotRox hand warmers are great 
for anything!! Walking, playing 
golf, horse riding, walking to 
work, commuting, working 
outdoors, fishing, shooting, 
working in a cold office, or those 
with medical conditions such as 
Raynaud's.

£19.99

SnugToes
Warm up freezing cold and 
painful feet with a cosy pair of 
SnugToes, the super snuggly 
slippers with handy removable 
heat pads. Just pop the heat 
pads in the microwave, slip them 
back into the slipper tops and 
enjoy the welcoming warmth. 
You’ll have toasty toes in no 
time! Available in Men’s sizes in 
blue or Ladies in beige.

£22.00

Heatholder Socks
These thick thermal socks 
offer a 2.3 tog rating, promising 
warmth and extra protection 
against the cold. No matter 
what you are doing, whether it 
be spending time outdoors or 
curled up inside, these socks 
offer additional comfort in all 
environments.

£7.00
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Flap-Over Mitts
Lovingly knitted, these mittens 
have a pull over flap which 
enables your fingers to have full 
freedom of movement when 
grabbing change or when out 
and about. 

£4 per pair

Fuelgrips
This handy device is ideal for 
all vehicle owners who have 
difficulty holding the trigger 
on a fuel pump. It allows you to 
refuel your car without having to 
hold onto the pump. 

£2.50 per device

Ladies Hat &  
Glove Gift Set

Packed together to create a 
perfect gift, this purple hat and 
glove set is fleece lined with 
patented yarn to keep you cosy 
and warm this Winter.

£15 per set

Mycoal Hand Warmers
These handy warmers can be 
quickly activated for instant 
warmth whenever you are out 
and about. Just open the packet 
for 7 hours of constant heat. 
Please note these are disposable 
and cannot be reused once 
opened. 

£6 for four pairs

Stocking Fillers

Winter Survival Kit.
Be Winter ready and save up to 
15% with our winter Survival Kit 

Each kit contains:
• 1 pair of insoles
• 1 pair of gloves
• 1 pair of short socks
• 1 fuel grip
• 1 pack of Mycoal warmers

£45.00

12% Silver Fibre Gloves
These gloves are seam free, 
flexible and will allow you to 
operate your mobile device 
and visit a cash point without 
having to remove them. Made 
using 12% silver thread woven 
on the inside, they have light 
stretch for improved fit and have 
been designed to accommodate 
swollen fingers.

£20.00



14

Christmas Items Cost Qty Size Colour

Christmas Cards: Winter Robins £4.99

Christmas Cards: Snowy Hands £4.99

Christmas Cards: Red Christmas Tree £4.99

Snugtoes Ladies (S, M or L) £22.00 Beige

Snugtoes Men (S, M or L) £22.00 Blue

Heatholders Socks £7.00 4-8

Heatholders Socks £7.00 6-11

Warmies Penguin £10.00

Warmies Dragon £10.00

Warmies Snowman £10.00

HotRox Hand Warmers £19.99

Stocking Fillers

Flap-Over Mitts £4.00

Ladies Hat and Glove Gift Set £15.00

Fuelgrips £2.50

12% Silver Gloves (S/M or L/XL) £20.00 Black

12% Silver Gloves (S/M or L/XL) £20.00 Dark Grey

Winter Survival Kit £45.00

Mycoal Hand Warmers (4 packs) £6.00

Silver Socks & Gloves

Gloves per pair (XS or S-M or L/XL) £9.50

Fingerless Gloves (S-M or L/XL) £9.50

Short Socks pair (S or M or L or XL ) £13.00

Long Socks pair (S or M or L or XL) £16.00

12% short socks pair (S or M or L or XL) £13.50

12% long socks pair (S or M or L or XL) £16.50

Bundle Deals (please state sizes) 

One Glove & one short Sock £21.00

3 pairs short socks £36.00

2 pairs of Gloves (same type) £18.00

2 pairs of gloves (1 fingerless, 1 normal) £18.00

Astec Items

Edge Bound Insoles (Sz UK 3-12) £24.99

Cut to Size Insoles £24.99

Astec Gloves (XXS- XL) £34.99

Postage & Packing Costs

P&P £3.95

Total order
To include a donation, please add here

Postage & Packing
Total enclosed 

SRUKshop Product Details
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Name

Address

Postcode

Telephone

Email

Please return to:  
SRUK Shop, Mawdsley House,  
112 Crewe Road, Alsager,  
Cheshire ST7 2JA

Order early for Christmas and  
allow up to 14 working days  
for delivery.

For more products  
and information go to  
www.srukshop.co.uk  
or call 01270 872776

Include a donation with your purchase

Scleroderma & Raynaud’s UK does not receive 
any government funding and so relies on 
donations and fundraising to continue our vital 
work. By donating today you will be helping 
us to continue our investment into research, 
support even more people affected by the 
condition and continue our awareness work. 

Gift Aid is reclaimed by the charity from the tax 
you pay for the current tax year. Adding Gift 
Aid doesn't cost you a penny extra but adds an 
extra 25p to every £1 you donate.
I am a UK taxpayer and understand that if I 
pay less Income Tax and/or Capital Gains Tax 
in the current tax year than the amount of 
Gift Aid claimed on all my donations it is my 
responsibility to pay any difference.

Increase your donation to us by 25% by adding  
Gift Aid to your donation

      I wish to add Gift Aid to my donation.

I have included a  
donation of £  

To place your order, complete your requirements 
overleaf along with your contact and delivery 
details below. 

Please remember to add on Postage & Packing 
charge to your order.

Cheques can be made payable to Scleroderma & 
Raynaud's UK.

Don't own a Cheque book? 
You can also shop online at www.srukshop.co.uk

Or call one of our advisors who would be happy 
to take your order and credit card details over the 
phone on 01270 872776.



1) Warm up gloves on a radiator or in  
the airing cupboard
One way that you can prepare for the drop in 
temperature is to make sure that you have a pair 
of gloves prepped and ready on a warm radiator 
or in the airing cupboard, this way you can make 
sure that the gloves are already warm when you 
put them on.

2) Layer clothes
If you have to go out into the cold, wear several 
thin layers of clothing rather than one thick layer, 
as the air trapped between the layers will help to 
insulate your body. Thermal underwear with long 
sleeves and long legs work well as well as natural 
fibres such as wool, cotton or silk.

3) Make sure to cover your wrists,  
ankles and head
You lose a lot of heat from the head, wrist and 
ankle areas so make sure to keep them covered. 
Try our HeatHolders Hat and Glove set to keep 
snug this Winter. 

4) Eat plenty of warm food
This one may sound fairly obvious but by making 
sure to fuel up with a bowl of hot porridge or 
cereal with warm milk, you help to maintain your 
heat levels. Also make sure to eat lots of small 
meals to keep your energy up and aim to have a 
hot meal at midday.

5) Prepare for long journeys with a flask 
of something warm
This might be a flask of tea, coffee or maybe even 
some soup. This is a really useful way of keeping 
warm during long car or train journeys, especially 
where you may not be moving for long periods  
of time.

6) Consider plastic disposable gloves 
when out in the snow
Whether you’re a kid or an adult, we can all enjoy 
being a little bit silly in the snow sometimes. By 
wearing a pair of disposable gloves over your 
woollen pair, you can prevent the wool ones 
becomes wet, which makes your hands go cold.

7) Set the timer on your boiler
If you can, set the timer so that it comes on  
before you get up in the mornings or when you 
come back to the house so that your home is nice 
and warm.

8) Use ginger
Ginger is a great way to keep warm, whether 
adding it to your meals or by having it as a part of 
a warm drink. Consider adding crystallised ginger 
to lemon juice, adding a teaspoon of honey and 
boiling water.

9) Put a hot water bottle in your bed a 
few hours before you sleep
By putting a hot water bottle in your bed, it will 
warm the sheets before you get in, making it a lot 
more comfortable and much less of a shock!

10) Look at SRUK Shop
SRUK Shop sells a wide variety of products 
including hand warmers, foot warmers, gloves, 
mittens, socks and useful devices. We also have 
some new products for Winter including a Winter 
Survival Kit starting at just £45.00 and Hot Rox, 
a rechargeable device that can be used to keep 
hands warm when out and about, available at  
just £19.99. 

Take a look at these products on page 12 onwards 
or visit www.srukshop.co.uk for more information 
and products. 

Get Winter Ready

Yes, it’s that time of year again where the weather 
takes a cold turn as the winter months begin 
to creep in. This time of year can be especially 
challenging for those with Raynaud’s who face  
the constant challenge of trying to keep warm.

So, how can you fend off the cold? Here at SRUK, 
we’ve put together some top tips to help!

16
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The first SRUK Annual conference took place in 
September in London. The event brought together 
over 120 delegates affected by Scleroderma and 
Raynaud's from across the country and provided a 
space for people to learn new things, share stories, 
as well as receive invaluable information from the 
top 14 clinical specialists, 25 volunteers, suppliers, 
guest speakers and staff members who took part.

The event was free for members of SRUK and 
provided informative sessions led by specialist 
medical professionals along with top tips to help 
people self manage their condition throughout  
the day.

SRUK wanted to give attendees the opportunity
to find others who could share experiences as a 
patient or family member after diagnosis, as one 
of the hardest things about having the condition 
is the feeling of being alone, an issue that can be 
especially difficult when newly diagnosed. 

The day was sponsored by Actelion
Pharmaceuticals and Heat Holders and we are  
very grateful to our Advisory Group for assisting 
us at every stage, they were from all over the 
country and included John & Shirley Lynch, 
Michael Corbett, Diane Unsworth, Alex Marler and 
Marie Gray. Their assistance ranged from which   
topics and speakers we should showcase and the 
format of the day right through to the venue set 
up and the food served at lunch. 

The programme was finalised with the help of 
experts Professor Chris Denton from The Royal 
Free London NHS Foundation Trust and Professor 
Ariane Herrick from Salford Royal NHS  
Foundation Trust. 

After the initial welcome from SRUK Trustee 
Professor Jeremy Pearson and a brief update from 
SRUK’s Chief Executive, Sue Farrington, there 
was a Keynote talk from Professor Dame Carol 
Black. Amongst many other accreditations, she 
is now National Director for Health and Work for 
the British Government. Her talk reviewed the 
effects of chronic disease on the workplace and 
completed an independent review for the UK 
Government of sickness absence in Britain. 

The recommendations of this report are now being 
put in place, with (as an example) a national Fit 
for Work Service. Dame Carol is now finishing a 
further independent review for the Government, 
of addiction to drugs or alcohol, obesity, and the 
benefits system.

Our next key note talk was from Professor Chris 
Denton from the Royal Free, London, about 
Recent clinical trials & effective treatments for 
Scleroderma & Raynaud’s.

Key learnings here were, although Scleroderma 
and Raynaud’s remain important clinical problems,  
 

“It was good to hear 
of the many positive 

developments happening 
in regard to treatment 

and to hear the very clear 
strategy and priorities 

of SRUK.”

September 3rd 2016, Ibis London  
Earls Court, Conference Centre

SRUK Annual Conference
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“I now have a  
greater understanding 

and knowledge of 
scleroderma and of current 

research, but it was also 
good to meet others with 
the conditions as I have 
never met anyone else 

with it before.”

there are now more effective therapies for both 
conditions. His talk focused on progress in 
scleroderma and the development of evidence-
based treatments.

The results of recent clinical trials offer confidence 
in current treatment strategies and also are 
informing new possible approaches including the 
re-purposing of drugs that are already available 
in the clinic to treat other diseases. However, 
Professor Denton explained, it is important to 
balance possible side effects with benefit for any 
new drug. 

In addition, the clinical diversity of scleroderma
means that treatment may need to be tailored to 
an individual patient – “personalised or stratified 
medicine”. It is reassuring that, when used in 
combination drugs for pulmonary hypertension, it 
seems to be as effective in scleroderma as in other 
forms of this potentially, life-threatening condition. 

There was a quick break before the interactive 
sessions started, delegates were allowed to choose 
2 out of the 3 topics being presented so then had 
2 half hour sessions.

Finger problems relating to Raynaud’s & 
Scleroderma was run by Professor Ariane Herrick 
in the Main Hall. This session covered the different 
problems, which can be experienced in the fingers 
of people with Raynaud’s phenomenon and/
or scleroderma: Raynaud’s itself, finger ulcers, 
calcinosis, contractures, and arthritis. Points 
discussed included recognising the problem 
and what can be done to help. It was very well 
attended in both sessions with lots of questions 
around treatments.

In tandem, Will Gregory, a 
physiotherapist from Salford 
Royal, facilitated a session Using 
physiotherapy to Manage Pain. 
Pain management is a challenge 
in any chronic condition. In this 
session we looked at three lines 
of pain control (i) medication 
(ii) exercise, electronic and 
thermal treatments and (iii) 
talking therapies. There were 
so many questions and queries 
and delegates shared their pain 
management tips as well as hearing 
some of the evidence base behind 
the commonly used NHS treatments 
available. 

GI treatments and nutrition
was our third session, run by Dr. Charles Murray 
from The Royal Free. Systemic sclerosis can affect 
any part of the gastrointestinal tract with the 
majority of patients having at least some GI 

 

symptoms. These symptoms can lead to a 
significant effect on quality of life and, in some 
cases, lead to increasing difficulties in maintaining 
adequate nutrition. This session looked at the 
effects of scleroderma on the GI tract, the 
potential treatments available, novel therapies that 
are being developed and ways of dealing with 
nutritional difficulties. Delegates also shared best 
practice from suggesting kitchen tools to help cut 
up food and also eating strategies.

During our lunchtime session, over half of our 
attendees received a therapeutic massage from 
Keith Hunt MBE and his team and Margaret 
and Sonia at Skin Camouflage also had lots of 
enquiries about covering up telangiectasia, ways 
to cover up during the Summer months as well as 
giving out plenty of literature.

In the SRUK Corner we received further helpline 
support offers, 9 delegates put their names down 
to set up a local support group in the area and 10 
others wished to join up with a group, so we’ll be 

working hard to support this over the next  
few months.

The shop received a huge amount 
of visitors and we took many 
more orders on the day. If you 
haven’t had the chance to visit 
the SRUK Shop to view reliable, 
trusted favourites and some 
new products we’re trialling, 
please use the order form 
enclosed, visit www.srukshop.

co.uk to order online or give our 
team a call on 01270 872776, we’ll 

be happy to help.

After lunch, we had our international 
visitor, Professor Alan Tyndall from Basel talking 

about Stem Cell Therapies.

This was an exceptionally engaging talk as it was 
followed by a patient story. Alan first explained the 
function of stem cells and how they are capable 
of building and replenishing whole organ systems 



in our bodies. The most well-
known of these are the blood 
forming stem cells, called 
hematopoietic stem cells, used 
for many years in treating various 
cancers and, in the last 20 years, 
scleroderma. 

The principle is that when the malignant cells are 
eliminated by chemotherapy and/ or radiation, the 
essential normal blood forming cells are also killed 
giving collateral damage. 

The procedure, the pros and cons, the clinical 
results 20 years later and the future direction were 
all presented by Alan.

Following on from that, we then had Katrina 
Brown talk about her Stem Cell Transplant. Katrina 
presented the story of her journey through HSCT 
(hematopoietic stem cell transplantation) and 
spoke about finding Dr. Burt in the USA along with 
the process she went through when deciding to  
go ahead.

Then there was the hurdle of convincing Dr Burt 
to treat her and to become accepted as a patient 
along with the small issue of raising £140,000, and 
the realisation that time working against her. 

It was an inspiring and humorous approach to a 
serious life threatening decision, Katrina talked 
openly and candidly at the pros and cons she 
faced, specifically related to having scleroderma 
and undergoing what was to be a life-changing 
procedure. 

The delegates then moved around to their next 
interactive sessions, where they could choose 
another 2 out of 3 speakers presentations.

Techniques for evaluating Raynaud’s was 
presented by Dr. Kevin Howell in the Blue Room. 
This session looked at new techniques, helping us
to understand Raynaud's and how this is being 
used to develop more effective treatments. 

The impact of systemic sclerosis – similarities 
and differences between limited and diffuse skin 
disease was addressed by Dr. John Pauling from 
Royal National Hospital for Rheumatic Diseases,  
in Bath. 

Here we learnt the impact of SSc for an individual 
is dependant on how SSc has affected their own 

body. Some features of scleroderma are 
common across all patients, such as 

fatigue, Raynaud's phenomenon and 
heartburn, where as other organ 
manifestations, such as kidney 
damage, generally only occur in 
certain populations of patients. 
He spoke of a number of clinical 
and laboratory tools that are used 
to help to identify patients at risk 

of specific complications. These 
tools help guide their investigations, 

treatments and even the advice that is 
given to individual patients about home 

monitoring. 

The presentation drew on the findings of recent 
research funded by SRUK and how this is helping 
clinicians in clinical practice. It also highlighted 
some of the non-life threatening features of 
scleroderma that have a huge impact on patients 
with the condition but have been somewhat 
neglected in terms of scleroderma research, along 
with the efforts being made to address this.

The 3rd parallel session run by Miss Sarah Leggett, 
from Salford Royal, and Dr. Oliver Wilkinson 
provided an introduction into Coping with your 
condition and understanding mindfulness as a 
way of dealing with the challenges of scleroderma. 

Mindfulness is a simple form of meditation that 
can help us enjoy life more and understand 
ourselves better. 

Participants were split into two groups, which 
involved an interactive session, where participants 
learnt some straight forward techniques they 
can do at home. Participants were also given the 
chance to share specific coping strategies that 
work for them. There was a handout sheet at  
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“It was great to 
meet and listen to 

the specialists whose 
articles I read in the 

magazine.”

Sarah Leggett and Dr Oliver Wilkinson
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the end which you can download from the
Scleroderma or Raynaud's Factsheet sections on 
our website or simply call our team on  
01270 872776. 

Research into biomarkers was our final talk of the
day. In this session, Dr. Del Galdo discussed the 
most recent discoveries in the field of biomarkers 
predictive of the progression of Raynaud’s and 
Scleroderma.

He also talked about a massive project, which 
secured £1M in funds from the National Institute 
for Health Research (NIHR) which is funding a 
study that is aiming to test and validate ‘clinical 
utility’ before these test can become readily 
available to the NHS. 

In the final session, Setting the Research Agenda, 
Professor Denton explained what was key in the 
areas of research and his thoughts around funding 
and identifying markers but encouraged the 
delegates to give thought to what they wanted 
research to be around and we received over 40 
‘comments’ from individuals keen to give SRUK 
their input into the research strategy. It was a 
fantastic way to complete the day.

Help Shape Annual Conference 2017

Conference Videos
This year we recorded all of the 

presentations and break out sessions to 
give you the opportunity to watch these 
at your leisure and either re-cap on what 

you heard at conference or watch the 
presentations for the first time if you were 

unable to join us on the day. 

These videos are available on our  
website and also our YouTube channel,

Scleroderma & Raynaud's UK.

We were delighted that those of you able to 
attend our first SRUK annual conference enjoyed 
the day and found it informative and beneficial. 
We will be using your feedback from the day to 
help shape next year’s event but wanted to share 
some of the feedback with you. 

If you were not able to attend this year we would 
really value your input to make sure that next 
year’s event is even better. We would encourage 
you to complete our quick survey and tell us what 
your preferred location would be along with topics 
that would be of interest to you. 

To help shape next year’s event either visit:  
www.surveymonkey.co.uk/r/ShapeConference2017

Or call our team on 01270 872776 who will work 
through the questions with you over the phone. 

100% rated the conference  
good to excellent 

97%
of which rated the 
conference very good  
to excellent 

75%
said that they felt more 
informed after the 
conference

78.26%
said that they felt more 
confident to self manage 
their condition



Chief Executive, Sue Farrington talks about the formation of 
the Rare Auto Immune Rheumatic Disease Alliance (RAIRDA), 
why it was established; it’s plans for the future and how this 
will support people with Scleroderma and Raynaud’s.

Working Together,  
For a Better Future

Quite early on after I joined SRUK I became 
very aware of the low priority being given to 
rare, auto-immune rheumatic conditions and 
the subsequent lack of resources in this area 
of healthcare. While there is real value in the 
work taking place as part of the UK Strategy for 
Rare Diseases, there is a lack of focus within the 
Strategy on the 20% of rare diseases that are 
largely non-hereditary in nature, such as rare 
autoimmune rheumatic disorders.

It’s clearly time to challenge this state of affairs. 
On our own, SRUK would have an uphill struggle 
but if we join forces with others we might stand 
a chance of gaining some real momentum.

There’s no such thing as a new idea and others
had been discussing this predicament long 
before I arrived. The catalyst for us finally 
joining forces was a national workshop hosted 
by the British Society of Rheumatology (BSR) 
in November last year, which aimed to raise 
awareness of our group of diseases and to start 
making connections across the wider community 
and into Government.

It was here that I met John Mills, Chair of 
Vasculitis UK; Chris Maker, CE of Lupus UK 
and the President of the British Society of 
Rheumatology, Peter Lanyon. All of us share a 
common goal, which is to bring about better 
outcomes for all our patients, to improve time 
to diagnosis and ensure equity of access to the 
best treatments. 

We had a further meeting at the BSR conference
in Glasgow this year, where we agreed to form 
the Rare, Auto-Immune, Rheumatic Alliance 
(RAIRDA) recognising that there was strength  
in numbers.

Why was the Alliance formed?

Being able to make a strong case for support is 
essential and for that we need robust data on 
patient numbers and their outcomes. Most rare 
disease areas, such as ours, strive for this yet 
getting a reliable national or local picture of the 
impact of the disease remains difficult. 

This is partly due to the small number of patients 
involved, but mainly as a result of low priority 
given to these conditions. Good data can be 
a real driver for change in care and services 
for people living with these diseases, so trying 
to get a more accurate picture of the current 
situation will be a priority. 

What is top of the agenda  
for the Alliance?

What are future hopes for RAIRDA?

Our future ambition is to improve time to 
diagnosis; improve the co-ordination of care for 
people with rare conditions and to broaden and 
strengthen research into complex and severe 
auto-immune rheumatic conditions. 

The next step is for us to set out a clear plan 
of work to drive forward our ambition to bring 
about better outcomes for all our patients.
The road ahead won’t be easy, but it will 
undoubtedly be an easier one to negotiate as a 
collective, rather than individual organisations 
working in parallel with different aims, however 
well-meaning these may be. The Alliance also 
represents an example of how patient charities 
can work hand-in-hand with professional bodies 
to put together a powerful and well-rounded 
case, which decision makers will find difficult  
to ignore. 
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In June we produced an 8-page 
briefing for Unite/CPHVA’s 
100,000 members alongside 
conducting a webinar session 
and Twitter Tuesday – we 
featured this work in our June 
issue of SRUK News. 

During HV Week, 26th-30th 
Sept, we produced an A4 
briefing sheet that health 
visitors could download and add 
to their file. This sheet includes 
information on spotting the 
signs of the two conditions, the 
process of referring members 
of the community they suspect 
may have Scleroderma and/or 

Raynaud’s alongside guidance 
on the information and support 
they should provide to families. 

To support this briefing we took 
part in the HV Week virtual 
conference on Wednesday 
28th September. Our recorded 
presentation talked through 
the two conditions, signs and 
symptoms to look out for and 
what to do if health visitors 
suspected Scleroderma and/or 
Raynaud’s. We were delighted to 
be joined by Caroline Goldstein, 
a mum of two and ex-hospital 
doctor who spoke about how 
she experienced Raynaud’s of 
the nipple during breastfeeding. 

Awareness & Education 
for Health Visitor's during HV Week 

You can watch this presentation 
on our YouTube channel: 
Scleroderma & Raynaud’s  
UK (SRUK) 

During HV Week we wanted 
to highlight that Raynaud’s is 
a common condition and one 
which health visitors should 
be aware of. All health visitors 
should know the signs and 
symptoms of Raynaud’s to avoid 
misdiagnosis and ensure the 
correct treatment and advice  
is given. 

You can download our HV Week 
briefing to share with your 
health visitor or community 
centre by visiting: 

Alternatively we can post this 
to you, simply call our team on 
020 7000 1925.

What is Raynaud’s?
Raynaud’s phenomenon is a common condition 
thought to affect up to 10 million people in the UK.
In people who have Raynaud’s, the small blood 
vessels in the extremities are over-sensitive to 
changes in temperature or stress. The blood 
vessels constrict restricting blood flow which 
causes a Raynaud’s attack. 

Top 5 Signs of Raynaud’s

Symptoms of Raynaud’s can last for a few minutes 
to several hours. 

Sometimes Raynaud’s can be a sign of an 
underlying condition, like scleroderma, although 
this is rare it’s important to spot the signs early:

Identifying Raynaud’s in Breastfeeding Mothers
Scleroderma and Raynaud’s UK is the only charity dedicated to improving the lives of people affected  
by Scleroderma and Raynaud’s. We exist to improve awareness and understanding of these conditions,  
to support those affected, and ultimately to find a cure. 

Scleroderma is SO RARE. But the early warning signs are there. 
These 3 symptoms are often the first clues. 

If you experience these 3 symptoms then book an appointment with your GP 
and ask for a blood test and capillaroscopy.

SOre Swollen 
Fingers 

REflux and  
Heartburn

RAynaud’s 
Phenomenon      

Find out more about Scleroderma and Raynaud’s:  
www.sruk.co.uk       @WeAreSRUK       /WeAreSRUK   Helpline: 0800 311 2756

www.sruk.co.uk
Registered Charity England and Wales No 1161828 © Scleroderma & Raynaud’s UK 2016

01270 872776 @WeAreSRUK /WeAreSRUK

Referring Patients
If Raynaud’s isn’t diagnosed or misdiagnosed as 
thrush or mastitis, often un-necessary antibiotics 
are given to mother (and baby). Unfortunately, this 
will not make a difference to their condition and 
may ultimately cause further problems.

If you suspect Raynaud’s or Scleroderma then 
please refer them to their local GP for further 
examination. 

What is Scleroderma? 
Scleroderma is a rare, chronic, autoimmune 
condition affecting 12,000 people in the UK. 

The body attacks healthy tissue by overproducing
collagen, which causes hardening and scarring, 
reducing normal function. Scleroderma can affect 
the skin, joints, blood vessels, tendons and  
internal organs. 

Providing Information and Support

As a health visitor, if you notice one of the key signs  
in breastfeeding mothers, provide information on 
how to manage the condition at home: 
• Keep Warm  

Always breastfeed in a warm environment
• Use Heating Aids  

E.g. Microwaveable Breast Pads 
• Cover Up Baby & Mum  

E.g. use a blanket

We would also encourage you to direct families 
to our website for further information and 
downloadable publications: www.sruk.co.uk

Order your Information Pack
For more information about the conditions or to 
receive your free literature pack, simply send your 
details to info@sruk.co.uk quoting HV WEEK or 
call one of our friendly team on 01270 872776.

Cold fingers, toes, ears, nose, lips, tongue  
or nipples
Colour changes in the skin in response to 
temperature changes or stress
Colour changes in the affected area to white, 
(then sometimes blue, then red)
Numbness, tingling or pain in the  
affected area
Stinging or throbbing pain upon warming  
or stress relief

1

2

3

4

5

Raynaud’s 
Symptoms  

Present
Pain & colour 

change

Monitor/
Follow Up

Self
Manage

Advise ways  
to cope

Send
to GP

Provide
info

"

We have been working with Unite and CPHVA (Community 
Practitioners and Health Visitors Association) to increase 
understanding of Scleroderma and Raynaud’s with a specific  
focus on identifying Raynaud’s in breastfeeding mothers. 

‘I have to confess, even I didn’t make the 
link and I had Raynaud’s from an early age’ 
Caroline said, ‘I really feel it’s important to 
give the HV’s and GP’s the tools to identify 

the signs of Raynaud’s in mothers who 
are new at breastfeeding, tired, feeling 

stressed at the situation and need help to 
overcome what is actually the problem. The 
misdiagnosis of thrush or mastitis appears 
to be very common and once Raynuad’s is 
diagnosed the treatment really is a miracle 

cure. It just needs to be made aware of 
and be understood further, in order to be 
diagnosed properly, so I’ll do everything I 
can to help SRUK raise the profile of this 
in every communication channel possible, 

because it’s that important’."
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My first set of Raynaud’s symptoms occurred 
when I was a teenager. I constantly felt cold, with 
numbness in my hands and feet. The only way that 
I would feel better was to sit in the bath, but even 
then my feet would turn black, white and purple.  
I did not know what it was and it started to  
worry me.

School was a real struggle as my feet were so 
painful and it hurt to walk around all day. I would 
never know what to say to people when they 
asked why my hands looked so ‘weird’. I began 
to wear long sleeved thermal tops that would 
cover my hands as much as possible. The pain was 
excruciating and I dreaded every day.

The pain was getting worse and I really started 
to struggle. I went to my GP who didn’t see 
anything wrong with me. I was so upset that they 
couldn’t see what I was seeing. It took a few times 
of me going to the doctors before they finally 

referred me to a Rheumatologist in children’s 
outpatients.

I had blood tests to rule out any 
other causes and in the summer 
I was told to keep a diary of 
symptoms. Looking back at 
what I wrote in my diary, I was 
really shocked to see that I was 
struggling so badly. I wrote ‘my 
hands and feet are throbbing’, ‘my 

knuckles are purple’, ‘my hands are 
so painful’, ‘my finger is swollen’ etc.

The symptoms were endless and what 
worried me even more was that this was 

only in the summer! It felt like years before I was 
finally diagnosed. The hospital sent a letter to my 
GP explaining the condition and I was happy to 
finally have some answers.

After a few more appointments at the hospital, 
I was given medication! I smiled from ear to ear 
and could not wait to try it out. I was given GTN 
patches, (glyceryl trinitrate) which slowly open my 
blood vessels to allow better circulation. I started 
wearing 2.5 mg of the patch and now I have to 
wear 10mg for it to work effectively. Although 
there are side effects of migraines and dizziness, 
they helped me so much. I continued to go to the 
hospital because they found a problem with my 
knee as well as lacking stamina in my hands. I was 
also told that I was hypermobile and very weak 
and that physiotherapy was the best option in 
order for me to be able to cope better.

I still feared the journey to school as I found myself 
struggling to wait for the bus early on a January 
morning. I was using patches to regulate blood 
flow however the side effect of the headaches 
were rather annoying. As time went on I managed 
to keep my illness under control and I learnt quite 

Finding 
My Feet, 
Football & 
Fundraising
Having been diagnosed with 
Raynaud’s in her teens, now at 
University, Amy Coulson talks 
to us about how she copes on 
a daily basis, living with this 
debilitating condition and how 
it doesn’t get in the way of her 
outdoor activities.

If there is 
anything I have 
learnt from my 

illness it is to never 
let it get in the  

way of your  
dreams. 
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a few tips along the way! Personally, the worst part 
of suffering from Raynaud’s was the pain in my 
joints and the swelling, which accompanied the 
sudden rush of blood when going from a cold to 
hot temperature.

Fundraising
After a particularly cold month, which had me 
stuck indoors all of the time to avoid the frost, I 
booked a flight to Barcelona for a few days which 
really lifted my mood! 17 degrees Celsius had 
never made me so happy! It was a brilliant way 
to unwind before going back to University. After 
my break, I decided to take part in a charity event 
in aid of a homeless charity. This meant sleeping 
outside in a sleeping bag from 8pm to 7am. I knew 
this would be my biggest challenge yet but it was 
worth it and the moral support from friends really 
helped. I prepared as much as I could, including a 
blanket, thermals, a flask and extra layers. By the 
end of it, my fingers were yellow and my body 
felt numb, but nothing compares to the feeling 
of making a difference and completing such a 
momentous event. 

Recently, I completed my first shift as a Wembley 
Connector, which involves up to ten hours outside 
of Wembley Stadium helping and directing 
customers. I wore two coats, thermals and a scarf 
as an attempt to keep as warm as possible! It was 
tough but it is a very enjoyable job and I am proud 
of my achievements despite such a debilitating 
illness, which is incredibly difficult to explain to 
people. 

I have always struggled with sore feet, which  
was actually how my illness came to my attention. 
I always wear insoles for extra padding during my 
shifts at work but I also ensure I am taking regular 
breaks from standing because it really takes its toll 
on my joints.

I recently completed a two month contract in 
Pennsylvania as a Horse Riding instructor and it 
was fantastic! If there is anything I have learnt 
from my illness it is to never let it get in the way of 
your dreams. To my surprise I actually found that 
my joints hurt less due to the amounts of daily 
exercise I was doing. I still had to stay grounded in 
the amount of riding my joints could tolerate but 
the environment as a whole really helped me. The 
weather as you can imagine was very hot and I 
had no problems with numbness or discolouration. 
However, on my return to the UK, I have realised 
that temperature regulation, going from hot to 
cold, is something I still struggle with.

New Flat
I have not long moved into my new University 
halls for my final year which was a very stressful 
situation for me. Stress is a very important factor 
to consider when avoiding triggers of Raynaud’s 
Phenomenon and one that I always forget! I found 
myself very worried about lifting boxes and over 
exerting myself in the process of moving and as a 
result my joints retaliated. Despite this, I decided 
that unpacking and focussing on the logistics 
was much better for me to do and I left the heavy 
lifting to my boyfriend.

Now I’m settled, the weather is changing and 
winter is getting closer but despite slight anxiety 
I know I have plenty of coping strategies to keep 
warm and be productive. I have also discovered 
Tiger Balm which I use to soothe my problematic 
migraines and sore joints. It is working so far! I’m 
managing my Raynaud’s better now and have lots 
of things to add to my Christmas list to keep me 
warm and well this Winter!

Football
Since then, I have started attending 
University, studying Football Business and 
Media. Throughout my first year, I really 
defied the odds for someone suffering 
with a condition like mine. I played football 
for the university team in all weathers and 
regularly attended football matches too. 
Football matches are always a challenge 
for me as it gets so cold on the terraces 
and my anxiety creeps in, anticipating an 
attack. Despite this, it is something that I 
am passionate about and something that I 
live for, so I am not prepared to let anything 
stop me!
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A huge thanks goes to:

Corall Jenkins ran a family event and club night  
in Nottingham and raised £1,528.00

Zim Laljee ran the Ealing Half Marathon and 
raised £374.04

Craig Olugbode ran the Great North Run and 
raised £180.44

Jamie King climbed Mt Kilimanjaro and  
raised £262.00

Nick Russell ran The Hurt Forest Run and 
raised £505.00

To find out more about this event and 
to sign up as an individual or a group, 
please call the office on 020 7000 1925 
or visit our website!

Thames Path Challenge

On the 10th September, 5 brave SRUK supporters 
stepped onto the river Thames to take on the 
Thames Path Challenge. Walking anywhere 
between 25 and 100 kilometres our participants 
have cumulatively raised nearly £3000 pounds! 
A hugely difficult challenge that requires some 
real steel and determination, we have nothing but 
congratulations for our successful challengers! 

Huge thanks to: Priya Ferrieria, Karen Duthie,  
Nina Banerjee, Jack Kelly and Janine Kelly.

New Events Programme

Take on a  
challenge for SRUK

 

If you would like to take on a  
challenge or organise a fundraiser  
for us then speak with us today:  

fundraising@sruk.co.uk  
or 020 7000 1925.

This year sees the start of our exciting new events 
programme, integrating events to suit all ages, 
abilities, and locations! Adding to our successful 
attendance of the London Marathon and other 
events; we have new marathon events in all four 
corners of the country and abroad, as well as 
shorter running events and fun runs in Scotland 
and London! There will be obstacle races and 
survival courses across the country and December 
of this year will see the Santa Run in London’s 
Victoria Park.

One of the most family friendly events in the UK, 
the Santa Run is a fun run in every sense of the 
word! Have a great time celebrating the festive 
season; all while supporting SRUK. With a 5km 
and 10km option, it’s open to all fitness levels and 
abilities and will be a fantastic way to ring in the 
festive season with the whole family!

Have Fun Fundraising
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"The day started badly, I went a bit off course in 
the swim with a basic error, but still did the time 
I expected, it was a bit of a washing machine at 
times with so many of us in the water but I made it 
through.

Then off through the muddy transition area onto 
the bike, I was going well until a long descent 
when my bike bars got a serious wobble and 
came loose. I was able to bodge a fix, but if it 
happened again the bike wasn’t getting back on 
the road. This was the low point of my day as I 
imagined it was all over, after everything. I limped 
on, dug deep and did a mind reset, it’s not called 
an Ironman for nothing. With all chances of an age 
group medal now gone, I set my sights on a finish 
and limped on with fingers crossed. When I came 
into the transition from bike to run I have never felt 
so happy to get off a bike and be running. 

15 miles into the 26 mile run I was starting to feel 
it, so I moved to Pepsi and water and I did a bit 
of run/walk. Then I started to run again and apart 
from a steep hill, I ran all the way to the end. Three 
months ago I could hardly run at all and here I was 
pounding the hills and not a niggle in sight! I felt 
a bit like I could run forever. The end was in sight 
and I headed to the red carpet for the finish, with 
the spectator filled stands, the big screen, noise 
and a marathon time of 5:33 and a checkout time 
of 15:16 to greet me. 

The Martin Fund went over £10k the day before 
the event, which is way beyond my wildest dreams. 
My Martin would have thought me completely 
crazy, but I think he would have been proud of my 
efforts looking down. How did my bike keep going 
yesterday? I think my guardian angel was watching 
over me."

 
Vicki Bale’s  
Inspirational 

Ironman Race
“Enjoy an Ironman…  
I didn’t think it was  
possible - but I did.”

Vicki is a true inspiration, she has 
taken on Half-Ironmans, ridden 100 
miles through London and the Surrey 
countryside and has now run the 
Bolton Ironman. Vicki is determined 
to raise as much money as possible 
to support families affected by these 
conditions, after her husband Martin 
sadly passed away. 

Vicki shares the highs and lows  
of taking on Ironman:

From all of us at SRUK we would like to say a 
huge thank you to Vicki and all of our wonderful 
fundraisers. Without our community taking on 
these challenges we would not be able to fund all 
of our amazing work. 

If you are inspired by our fundraisers and fancy 
taking on a challenge get in touch with Henry on 
020 7000 1925 or fundraising@sruk.co.uk
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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 01270 872776 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 01270 872776 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
Mawdsley House, 112 Crewe Road,  
Alsager, Cheshire, ST7 2JA

Registered Charity England and Wales No 1161828  
© Scleroderma & Raynaud’s UK 2016


