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30th – Prudential Ride London-Surrey 100

JULY 2017
SRUK Information Stand, Queen Alexandra 
Hospital, Portsmouth

JANUARY 2018

8th – Great Manchester Marathon

22nd – London Marathon

APRIL

5th - Isle of White Challenge

19th - Royal Free Family Day, London

SRUK Information Stand, Royal
Hospital for Sick Children, Glasgow

26th/27th – Edinburgh Running Festival

SRUK Information Stand,
Ninewells Hospital, Dundee

MAY

SRUK Information Stand, Salford Royal 
Hospital, Manchester

29th – World Scleroderma Day

29th – SRUK Information Stand,
Royal Free Hospital, London

JUNE

SRUK Information Stand, Aintree  
University Hospital, Liverpool

8th – Bear Grylls Survival Race, London
 

17th - SRUK Information Stand, 
          Sheffield Children’s Hospital

SRUK Information Stand, 
Chapel Allerton, Leeds

OCTOBER

19th - London Bucket Collection

23rd - SRUK Information Stand,  
Great Ormond Street Hospital, London 

AUGUST

Event Calendar 2017 / 2018 

9th – Thames Path Challenge 

17th – Manchester Bucket Collection

SEPTEMBER

16th September 9.30am-5pm
SRUK Annual Conference

De Vere Cranage Estate
Cheshire, CW4 8EW.

For further information see 
pages 3&4, to book,
call 020 3893 5998

NOVEMBER
SRUK Information Stand, Freemans  
Hospital, Newcastle

DECEMBER
6th - SRUK Information Stand, Alder Hey  
Children’s Hospital, Liverpool 

We will be visiting hospitals across the country and are 
currently working with each one to find a suitable date to 
visit. We will share the dates on our website, social media 
and with people in the local area once confirmed.

If you would like us to visit your local area to provide 
information, support an event or talk about the charity and 
the conditions then please get in touch with us at  
info@sruk.co.uk or 020 3893 5998

SRUK Information Stand, 
Sheffield Children’s Hospital

22nd – Patient Information Day, Bath

28th - Rare Disease Day

SRUK Information Stand, RNHRD, Bath

FEBRUARY 
Raynauds Awareness Month:  
Cosy up with a Coffee
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Dear Supporters
Improved and earlier detection and diagnosis was 
ranked in the top 5 research priorities from the 
community, which is why we continue to raise 
awareness of Scleroderma and Raynaud’s. In June, 
our campaign was focussed on the potential impact 
of late diagnosis of scleroderma, highlighting the 
urgent need for more research and funding.

On the 5th July, Fiona Bruce MP hosted an event 
at the House of Commons to celebrate the work 
and achievements of the late Anne Mawdsley MBE. 
Professor Chris Denton gave the inaugural lecture 
“Making progress in a hard disease – rising to the 
challenges of scleroderma”. He spoke about how 
the progress that’s been made in understanding and 
treating these previously neglected conditions has 
occurred as a direct result of the lifelong efforts of 
Anne and other like-minded individuals. 

Professor Denton highlighted the improvements in 
treating scleroderma and that there is a much better 
understanding of the disease process though clinical 
and laboratory research, but acknowledged much 
more work needs to be done. 

At SRUK we’re very aware that there’s still a long 
journey ahead, which is why we need your support 
more than ever to help increase our investment into 
life changing research.

Our recent approval to be a member of the 
Association of Medical Research Charities (AMRC) 
is an important endorsement of the work of the 
previous charities and SRUK over the past year. 
As a member of the AMRC, the funding we award 
is eligible for the Charity Research Support Fund, 
which will add up to 28p to every pound we invest  
in universities.

We are clear about the research priorities of 
importance to you and we look forward to working 
with you, clinicians and researchers to achieve real 
progress over the coming years.

We were delighted to have been chosen as the 
charity partner for an amazing show garden at 
Hampton Court called ‘The Elements of Life’, by the 
designer Bill Wilder. We hope this partnership will 
continue to help raise awareness and donations and 
I’m very pleased that Sue Dryden, an SRUK member 
and a landscape gardener, joined the build and 
helped with press. 

Best wishes,
Sue

sue.farrington@sruk.co.uk 
@farrsue01

Travelling This Summer? 
Your Essentials 

Walking Tall 
During National Parks Week 
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Our annual conference has always been a highlight of the year, bringing together the Scleroderma 
and Raynaud’s community from across the UK to receive the latest information from top specialists on 
medical and research advancements.

We have used your feedback from 2016 and consulted a steering group to design an event that has you 
at the very heart of it and this year the programme includes a range of topics you want to hear about to 
support you, in managing your conditions.

We are delighted to host internationally renowned speakers such as Professor Chris Denton, Professor 
Ariane Herrick, Peter Lanyon and Dr. John Pauling. We’ll have a series of engaging talks throughout 
the day about the conditions, current and innovative treatments available, medical and research 
advancements and interactive self-management sessions during the lunchtime break. There’ll be a series 
of talks throughout the day, please review the programme of events opposite and during the lunch you 
can explore and trial a range of practical sessions and visit supplier stands.

Friday Night Social Event 
You told us that building a network of support with people that share  
similar experiences is beneficial, so we’ll be making sure you can do just that. We’ll be 
hosting a meet and greet drinks evening on Friday 15th September from 6-7pm if 
you would like to come along then please do let us know when booking. 

The De Vere Cranage Estate is hidden away in 20 acres of beautiful natural 
woodland, it is the ideal location for our conference this year and if you 
have time, exploring the surrounding countryside and attractions. The 
Estate enjoys a relaxed rural setting and is a stylish hotel, equipped with 
modern conveniences such as complementary parking for all guests, ample 
room in the Tempus Bar and Restaurant with outside terrace, complete 
leisure facility with 18m indoor heated swimming pool, business centre and 
complementary WIFI throughout the grounds.

If you wish to make an overnight reservation please contact the hotel on  
01477 536 764 quoting SRUK Annual Conference, alternatively send an  
email to Amelia: amelia.oates@devere.com where Amelia will be happy to assist you. 

If you require an accessible room, please also discuss when booking your accommodation. 
There is 1 fully adapted room and 10 partially adapted rooms which can be booked subject to availability. 
There are also limited twin rooms available and zed beds can be added to bookings subject to availability.

For further information about the conference, how to book, the accommodation and how to  
get there please visit sruk.co.uk/conference or call one of our team to assist you in your  
arrangements on 020 3893 5998

Attend our Annual Conference

This year the conference 
is FREE to members and 

just £25.00 to non-members 
to attend. 

To book your place visit 
sruk.co.uk/conference  

or call our team on  
020 3893 5998.

Single Room with Breakfast is £84 per night | Double room with Breakfast is £96 per night
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Time Sessions Speakers

10:00 – 10:05 Welcome from Chair Prof. Jeremy Pearson, Chair to the 
Board of Trustees, SRUK

10:05 - 10:20 SRUK 1 year on Sue Farrington, Chief Executive, SRUK

10:20 - 10:40 Rare rheumatic conditions, the future  
landscape. 

Dr. Peter Lanyon, President of  
British Society of Rheumatology

10:40 - 11:10 New thinking around the causes scleroderma? Prof. Chris Denton, Consultant  
Rheumatologist, Royal Free, London

11:10 - 11:30 Coffee Break & Supplier Stands

11.30 – 12.00 Combating the progression of Raynaud’s Dr Michael Hughes, Rheumatology 
Specialist Registrar, Salford Royal,  
Manchester

12:00 – 12:30 9 Tests to determine scleroderma Dr. John Pauling, Consultant  
Rheumatologist, RNHRD, Bath

12:30 – 13:00 Early diagnosis of Scleroderma &  
understanding prevalence

Dr Francesco Del Galdo, Head,  
Scleroderma Programme at NIHR  
Leeds Musculoskeletal Biomedical  
Research Unit

Amy Baker, Head of Engagement & 
Development, SRUK

13:00 – 14:30 Lunch Break
Delegates may 
attend up to 2 
sessions

14:30 – 15:00

15:10 – 15:40

1.        What’s on the inside – identifying  
and treating organ involvement

“My Kidneys & I”, Diane’s story

2.    Plastic Surgery isn’t just cosmetic –  
how plastic surgeons are treating 
Scleroderma and Raynaud’s

“Undergoing surgery”, Lynn’s story

3.    From top to bottom - Exploring the 
digestive system and innovative treatments

“Finger tips to TPN”- Michael’s story

4.    A practical guide to caring 
for your hands and feet

Dr Helen Garthwaite, Senior Clinical 
Research Fellow, Royal Free London
Diane Unsworth

Prof. Peter Butler, Professor of
Plastic & Reproductive Surgery,
Royal Free London
Lynn Steblecki

Dr Elizabeth Harrison, Consultant
Gastroenterologist, Shrewsbury &
Telford Hospital
Michael Corbett

Dr Cate Orteu, Consultant
Dermatologist, Royal Free London

15:40 – 16:00 Coffee Break

16:00 – 16:30 Questions to the panel Prof. Ariane Herrick, Consultant  
Rheumatologist, Salford Royal,
Manchester & Panel of speakers

16:50 Thank you summation & close

N.B This is a draft programme of events and topics and speakers may change prior to the event taking 
place, the website will be updated accordingly with any change to the programme. 

Scleroderma & Raynaud’s UK Annual  
Conference 2017- Saturday 16th September
De Vere Cranage Estate, Holmes Chapel, CW4 8EW

PROGRAMME OF EVENTS
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medical trials to confirm benefit. In the 
laboratory, this form of electromagnetic 
radiation has been demonstrated to have 
effects on the metabolism of living cells but 
much more research would be needed to 
give a definite answer about effectiveness. 
There are no reports of harmful effects but 
many scientists are skeptical about benefits, 
especially for the circulation.

I have scleroderma and osteoporosis and 
wondered if using Prolia® will worsen my 
scleroderma?

There is not a specific link between 
scleroderma and osteoporosis although 
some patients with scleroderma may have 
other risk factors. Treatment of osteoporosis 
in scleroderma can be in line with standard 
treatment approaches that calculate risk of 
fracture. It is important to have adequate 
vitamin D levels, bearing in mind that 
scleroderma can affect nutrition. Prolia® is the 
trade name for the drug denosumab which 
is an antibody treatment given by injection 
under the skin every 6 months. It is generally 
safe and often used in patients who have 
osteoporosis, especially as an alternative to 
bisphosphonate drugs that can be associated 
with esophagitis when taken by mouth.

“I had a gastroscopy under sedation, 
the last one I had was awful. Even 
with the sedation I could feel the 
discomfort and hear everything 

DOC
SPOT

Your questions answered by  
our medical professional 
Professor Chris Denton, 

Consultant Rheumatologist, 
Royal Free NHS Hospital Trust 

Foundation, London

As a sufferer of 
Scleroderma and 
Raynaud’s, I also get 
constant post nasal drip 
especially in the night and in 
the Telegraph doctor’s column 
he has suggested it is attributed 
to an imbalance of the functioning of 
nerves that control the blood flow to the 
lining of the nose. I just wondered if it 
could be worse in people with Scleroderma 
and Raynaud’s. He suggested Tinatec (or 
ipratropium bromide) is highly effective, 
should I try this?

There are several possible ways in which 
scleroderma might be relevant. Nasal 
symptoms are common in scleroderma and 
probably reflect the effect of scleroderma 
on mucosal lining surfaces more generally. 
Although the mechanism is unclear, the 
amount and quality of mucosal secretions 
is reduced in scleroderma and this leads to 
dryness of the mouth, eyes (1) and the  
upper respiratory tract. This is one reason 
why scleroderma patients may notice a 
change or hoarseness of the voice.  
This change in the lining of the nose may 
also lead to a degree of inflammation or 
local infection and this may contribute to 
a post nasal drip. In addition, altered blood 
vessel and nerve regulation may be relevant. 
Increased blood supply to the nasal mucosa 
can lead to increased secretions and this 
could be associated with vascular instability 
as is seen in scleroderma. I would not 
recommend any specific medication without 
discussing it with your doctor, as some of 
these work by reducing nasal secretions and 
this might aggravate the symptoms rather 
than be helpful. 

What is Bemer (electromagnetic therapy) 
for the treatment of Raynaud’s and is it 
effective?

BEMER stands for Bio-Electro-Magnetic-
Energy-Regulation and is a system which 
uses a low-frequency, pulsed magnetic 
field that can be applied to the body. It has 
been reported to benefit the circulation and 
there are reports of benefit for Raynaud’s 
although there have not been any formal 



going on and yet was unable 
to communicate with anyone. 

Afterwards when I saw the male 
nurse who informed me of what  

they found, I told him how 
unpleasant it was and he said 
I wasn’t the first Raynaud’s & 
Scleroderma patient to make  

the comment. He wondered if it is 
due to the circulation or medication 

we are on for the illness and I 
would welcome Professor Denton’s 

thoughts and how many other 
members had experienced this (2).”

It is really unfortunate that your gastroscopy 
experience was difficult as this is not usually 
the case. There can be some practical 
difficulties for some scleroderma patients 
having a gastroscopy, such as restriction in 
mouth opening, which may make it more 
difficult than in other patients. There is no 
specific reason why scleroderma would 
affect the effectiveness of sedation but 
in some cases doctors may be concerned 
about risks of sedation, especially if there is 
a heart or lung complication of scleroderma. 
This is something that you need to discuss 
with your doctors.

6

I have been advised to take Omega 3 and 
Glucosamine for diffuse scleroderma - how 
will this help?

Omega 3 is a type of fat molecule that is 
essential for normal metabolism and appears 
to have health benefits by reducing harmful 
lipid levels in the blood and potentially 
through enhancement of factors such as 
prostacyclin that can benefit blood vessels 
and so it makes sense that it is reported 
to be helpful in some 
patients. It is on 
a list of nutrient 
supplements that 
we suggest that 
a patient with 
Raynaud’s or 
scleroderma may 
try and continue to 
take if it is helpful.  
It is very unlikely to 
have any harmful effects. 

Glucosamine is an amino-sugar that 
represents another dietary supplement 
that has been reported to help joint pain, 
especially due to osteoarthritis. It may help 
to strengthen cartilage or slow breakdown 
but is not an approved or recommended 
medicine. It is widely promoted as a 
supplement to help preserve skeletal 
wellbeing but is not a licensed or approved 
medicine. Formal clinical trials have been 
rather unclear about the benefit but it is 
something that some patients take regularly 
and find helpful in painful osteoarthritis. (3)

If you have a question you would like 
to ask Professor Denton, or have a 
comment on some of the answers 

given, please email info@sruk.co.uk

1. Dryness of the eyes, mouth and other areas 
of the body can sometimes be side effects of 
taking some medications, hormonal changes, 
or could be another condition known as 
Sjogren’s syndrome. For further information 
on Sjogren’s syndrome visit  
www.sruk.co.uk/sjogrens-syndrome 

2. If you have experienced an issue during a 
gastroscopy that you would like to share with 
us, please contact tracey.spray@sruk.co.uk 
who will pass on your contact details.  

3. For information on other over the counter 
natural therapies and vitamin supplements 
visit www.sruk.co.uk/natural-therapies
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Facing Your Fears 
& ‘The Big Freeze’
Judy Flack, 67 from Derby tells us how she came to 
realise she is in charge of managing her Raynaud’s 
and how with rigorous planning and preparation, she 
travelled to one of the coldest parts of the world!

For as long as I can remember, I have wanted to see the 
Northern Lights. I also wanted to whale watch and walk 
on a glacier. As it is for most people, it was something I 
had planned for retirement, and then around 10 years ago, 
Raynaud’s kicked in with a vengeance.

Until I could control the episodes, I decided to put the idea on the back burner. My feet and toes are the 
most affected and I always feel cold in winter. My fingers are affected less so, but can be bad at times. 
Firstly, I needed a good diagnosis and my GP and local hospital, (Derby Royal), were brilliant. 

I was already on medication for osteoarthritis and high blood pressure and so the experts had a 
medication balancing act to do; keeping my blood pressure at a healthy level without dropping too much 
and controlling acute and chronic pain effectively without turning me into a zombie. 
The only treatment I had before medication was self-medication of rum and coffee, when necessary!  
A wonderful, but not recommended vaso-dilator. 

I was referred to Rheumatology and Cardiology and continued to see my GP when necessary, especially 
when I had infected chilblains...ouch! I had ultra sound and echo testing on the blood vessels in my legs 
and repeated blood tests, Raynaud’s Phenomenon was diagnosed. I was given open access to hospital for 
iloprost infusions when necessary and after tweaking, my medication was adjusted to suit all conditions. 
My local health services have been brilliant in my diagnosis and treatment, but I soon realised that the 
control of the condition is largely down to me.

My husband and I decided to book a holiday to Iceland called, ‘Orcas, Auroras and Icebergs’. Everything 
we wanted. We had planned it over a couple of years before we went and we picked the last week of the 
season to avoid the coldest of winter weather, but a week before we travelled, Iceland had the heaviest 
snowfall of the winter and a big freeze.

Judy layered up for her trip



With a lot of thought, and careful planning I had the very best holiday. I kept snug and warm throughout 
the trip and had no episodes to hands or feet. Toasty! I have clothes that will serve me for winters to 
come and allow me to go out more in the winter months. I looked a bit like Michelin woman, but so what! 
I had a fabulous time with memories that will last the rest of my life. 

I loved it. I did everything I wanted to do and much, much more. When I was working, I was a nurse 
working in a school for severely disabled children. In my treatment room, I had a notice which said, 
‘Stop telling me what I can’t do. Give me the time and I’ll show you what I can do’. 2 years ago, I 
decided to apply that message to me.

If you have Raynaud’s, you should accept it. Work with the professionals and listen to advice. Go back if 
your medication is not working or is giving you unwanted side effects. Work with them to get the balance 
spot on. However, you must remember it is your condition and ultimately it is down to you to manage 
and control it. I used my Personal Independence Payments for exactly its purpose, i.e., to keep me 
independent and give me a good quality of life. I have bad osteoarthritis, and if I want to stay mobile, 
I must walk and be active. If the weather is very cold, I must still do it, even if it is just walking twice 
around my local park. Just doing this, I invite Raynaud’s episodes. Wear the right clothing, copies of 
brands just do not work. I must have bought 4 pairs of copy Ugg boots and thrown them away, the real 
Ugg Bots have lasted me 3 winters, so far.

Know your absolute limitations. In Iceland, I knew that if I walked up the side of a volcano, I would very 
likely trigger an arthritic episode which could take weeks to sort out. In balance, it was better not to  
do that, and so I waved the others farewell and went for a nosey around with my camera instead.  
My next trip is into the mountains of Crete. It will be spring and warm, but I will take some of my ‘arctic 
kit’, because it could be chilly up there. After that? It will take us a couple of years to save for it, but we 
really want to go and see the big boys, (whales) next. Now Alaska, hmmm……….

For the previous 2 winters, I had to hibernate so 
when we booked, I had expected I would have to 
opt out of some activities if I was too much at risk 
and stay in the hotel whilst everyone else went out. 
However, I decided to look carefully at clothing and 
footwear to keep me warm and protected and give 
me every chance of living my dream. I had to use 
all the information I had been given and plan to 
make sure I got the best out of this ‘bucket list’ trip.

Over a couple of years, I went to outdoor activities 
shops and bought some ‘all-leather-uppers’ 
Berghaus walking boots and pairs of Heatholders 
thermal socks. I also bought winter jacket with a 
detachable fleece lining, thermal vests, waterproof/ 
windproof/lined trousers, long-johns, hat, silk glove 
liners and thermal gloves also went into the basket. 
An initial expensive outlay for me, but they will all 
last for years.

We went, and dressed in 5 layers every day. I saw 
the Northern Lights 4 nights running, went whale 
watching on a boat, (dressed in a waterproof baby 
grow over everything else), walked on a glacier, 
saw icebergs, sat in a hot tub on the side of a fjord, 
while it was snowing and walked across an ice cap. 
We swam in an outdoor thermal pool and watched 
geysers blow. The snow was still deep when we 
arrived there and it stayed. We were treated to 
a storm with winds blowing at a constant and 
freezing 106mph. 

Through trial and error, and with good 
professional help, I learned to manage Raynaud’s.  
I went into ‘arctic training’, and on the coldest 
days, went walking in the Peak District to try out 
my clothing and attitude. Raynaud’s is still there 
and is still as aggressive as ever, but I will not 
allow those awful symptoms to wreck my dreams.
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Thanks to Judy for sharing her story and providing the wonderful photos, if you have a  
personal story you would like to share, we would love to hear from you.  

Please get in touch with tracey.spray@sruk.co.uk or visit www.sruk.co.uk/shareyourstory
Read and watch other personal stories on living with Scleroderma and Raynaud’s here  

www.sruk.co.uk/stories

Judy saw wonderful sights in Iceland: Geysers, the Northern Lights & Orca Wales swimming in the Arctic sea
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Wish You  
Were Here! 

Another priority should be your holiday insurance, ensure 
this is up to date and will cover you for the area you are 
travelling to. If any health conditions have changed since 
you obtained your current cover you will need to inform 
your insurers. 

This needs to be set in motion in plenty of time as it may 
mean a new cover note is needed. You may even require 
a ‘fit to fly’ letter from your doctor (for which there is 
usually a charge).

Once you have your insurance, make sure that your next of kin has contact details of your insurance 
company and make sure that you take a copy of your policy document, leaving it with a friend  
or family member. You could also take a photograph of it yourself, to make sure that you have some 
proof, in case the original copy is stolen or misplaced.

There is some useful information about travel insurance on our website: 

The Summer holiday season is creeping up, 
which should be an exciting time for everyone, 

however for those who have a condition such as 
Scleroderma and/or Raynaud’s, the thought of 

going away on holiday, or even deciding where to 
go in the first place, can be daunting. This need 

not be the case with a bit of careful planning, many 
people living with chronic conditions manage to 

take overseas trips and holidays very successfully. 

Before doing anything else, it would be advisable to speak to your specialist about your plans. They will 
be able to give you an expert opinion on whether you should travel. If necessary, your specialist may 
recommend that you wait until your condition settles.

Once you have the all clear for your travels, it’s time to start planning. With regard to your health 
condition, it would be wise to take some special measures. To start with, as well as a wallet containing 
your passport and travel documents, it is a good idea to include some other vital items: 

Photo Credit: Captinzz

Prescription list

List of all conditions and treatment for them

List of any allergies

Medical insurance contact details and hospital 
contact details (in case you need to check anything 
or medical staff who treat you whilst away)

Any hospital letters to cover certain medications or 
fitness to fly/travel 

To be on the safe side, take a couple of copies of 
each, keeping one in your hand luggage and one in 
your luggage.

Photo Credit: Taokenisis



www.sruk.co.uk/travelling
You may be on medication for your condition, so remember to pack enough to cover you for the duration 
of your trip, and in case of delays.

Keep all pills and medicines secure and easily accessible in your hand luggage, with a copy of each 
prescription for clearance with customs, and in case of emergency.

If you’re taking immunosuppressants, extra care should be taken to reduce infection, particularly 
gastroenteritis that can be linked with some foods. Only drink bottled water, avoid unpasteurised foods 
and keep your hands clean. Consider asking your doctor for a course of antibiotics, which you could take 
if needed for infection or digital ulcers which may develop.

If you are usually affected by travel sickness, check with your doctor well in advance to source suitable 
anti-sickness medication that works with your drugs.

Lastly, if you are going somewhere hot, try to book a room that has a fridge or a mini bar in and store 
your medication in there. Consider also bringing a small cool bag so you can take your medication out 

with you during the day (any ice packs will need to go in your hold luggage).
Do consult the ‘Travel’ section on our website for more details about travel insurance  

and travelling information. www.sruk.co.uk/travelling
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Almost there…
Once your travel arrangements have been finalised, make sure that the airline/train 
company has been notified if you might need any extra assistance during your journey. 
Likewise, book extra assistance at airports/railway stations in plenty of time.

Make sure you do not book plane seats in emergency exits if your mobility/health 
condition is a problem as you need to be fit to open doors etc. in an emergency.

And we’re off!
When you’re making the final preparations for your travels, a few last bits to think 
about are of course the clothes you’re bringing with you, as well as anything extra that 
might be particularly useful to you. This might include plenty of layers, comfy shoes 
and socks, gloves, scarves and headwear, as well as things like your Blue Badge and any 
adapted cutlery you might use (packed in your hold luggage)…and last, but not least of 
course, sun-cream, sunglasses, your camera and a good book! You should now be set 
for a holiday to remember!

Photo Credit: Pixabay, Alexas_Photos
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Dr. Francesco Del Galdo tells us about existing research findings around 
Raynaud’s and biomarkers to help further understanding of the link between 
Raynaud’s and Scleroderma, and how his pioneering TRANSIT project has 
come to life in the streets of Leeds through the support of SRUK. 

This project has been kicked off with an SRUK 
mobile clinic in Leeds City Centre. We aim to build 
a trial group of patients with Secondary Raynaud’s 
(and corresponding clinical and biosamples 
database) to follow up over 3 years. 
 
During the 7 days in Leeds city centre, specialist 
clinicians tested walk-in patients to confirm a 
diagnosis of Raynaud’s. All people screened 
were recorded and once people had offered their 
consent a number of questionnaires and tests were 
performed. On the spot diagnosis was given and if 
necessary people were referred to a GP practice or 
the regional centre for Raynaud’s and Scleroderma 
in Leeds for a follow up appointment.

We witnessed a tremendous interest and response 
from the people in Leeds. In each of the seven 
days, regardless of sunshine or rain we had queues 
of people recognizing their hands on the mobile 
clinic and asking for information and to be tested. 

Altogether, we confirmed the diagnosis  
of Raynaud’s and tested with thermography  
and capillaroscopy 603 people walking by. Of 
these more than 500 never heard of Raynaud’s 
before and came in just because they recognized 
the picture of their hands. We are currently 
analysing the demographic and capillaroscopy 
data, and I will be happy to report the results at 
the SRUK conference.

First ever SRUK 
mobile clinic tests 
over 600 people 
for Raynaud’s and 
supports earlier 
diagnosis of 
scleroderma!
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For now we are just extremely delighted of the 
numbers and the first response from the public. I 
think that making more than 500 people aware of 
their condition in a week is a very good result.

What happens next?
We set up a special hot line number through which 
people that did not get tested for ANA at their GP 
can ask for a direct appointment in our research 
clinic. We will follow up 6 monthly for 3 years all 
people that have been referred or have contacted 
our Raynaud’s and Scleroderma Centre. 

In the clinic, we will invite people to take part in 
the BRC inception cohort study – STRIKE, where 
we will perform additional serum and imaging 
studies to stratify for the risk of progression to 
Scleroderma. In STRIKE we also include Health 
economic data to determine the most effective 
and informative pathway of care for people with 
Secondary Raynaud’s. 

SRUK’s CE, Sue Farrington said, “We are 
delighted to be supporting Dr Del Galdo and his 
team with this pioneering activity here in the UK. 
This should help us build up statistical evidence 
to shape future pathway policies and speed up 
the process significantly, so people with early 
scleroderma can be identified and treatment 
started sooner.”
  
So what is the background story to this project?
The natural history of Raynaud’s Phenomenon 
is poorly studied. We just know from scattered 
evidence that it is highly diverse in character 
and poorly predictable. Nevertheless, Raynaud’s 
is to date the only known clinical manifestation 
considered to be a risk factor for developing 
Systemic Sclerosis or scleroderma.

Indeed, in people affected by Raynaud’s, the 
presence of puffy fingers, specific antinuclear 
autoantibodies and specific changes of the 
capillaries at the nailfold have been suggested as 
flag signs for the Very Early Diagnosis of Systemic 
Sclerosis (VEDOSS) (1). 

While the natural history of people with early signs 
of Scleroderma is still to be determined by on-going 
observational studies, it is well accepted that the 
occurrence of Raynaud’s can precede any other 
symptom of Scleroderma, as well as other connective 
tissue diseases, by months to several years.  
Alternatively, it can remain (as primary or secondary 
Raynaud’s) as the only clinical manifestation. 

A previous study observing 3000 patients 
with Raynaud’s (with an average follow up of 
4.8 years) indicated that 55% of patients still 
only had Raynaud’s at the end of the follow up, 
whereas 37% had developed a Connective Tissue 
Disease (CTD), the majority of which were either 
undifferentiated CTD or Scleroderma.

Importantly, a single center study from Italy, 
investigated the extent of pre-clinical organ 
involvement in 115 patients with Secondary 
Raynaud’s presenting capillaroscopic and/or 
immunological markers of Scleroderma (5). The 
study suggested that, despite the absence of 
a definite diagnosis of Scleroderma, 21.7% of 
patients had a deranged lung function, and 37% 
had impaired esophageal function. Although 
single center and on a limited number of people, 
this study demonstrated that there is scope to 
implement early diagnosis algorithms in secondary 
RP patients and this has paved the way for the 
natural history study proposed. 

How will it help earlier diagnosis?
In TRANSIT we aim to build a national trial group 
of people with Raynaud’s, fostering the diagnosis 
of primary Raynaud’s in the general population 
through a media campaign and presence of 
mobile clinics on the streets and dissect the 
real prevalence of secondary Raynaud’s (as 
defined by the presence of ANA and/or specific 
capillaroscopic changes) and early Scleroderma. 
Furthermore, by identifying characteristics and 

traits of people with secondary Raynaud’s, we aim 
to build a clinical and biomarker dataset that will 
inform the identification of markers predictive of 
progression towards Scleroderma in the following 
12-18 months. Independently of the Research aims, 
the project will promote a greater awareness of 
Raynaud’s in the population and eventually aid in 
early diagnosis and earlier intervention for those 
with Scleroderma.

For more details and to watch a video on the activity in Leeds please visit www.sruk.co.uk/mobile-clinic
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ESOS was supported as part of the EULAR 
(European League Against Rheumatism) Orphan 
Disease Programme, which aims to further 
knowledge of why scleroderma develop, and 
how best to treat scleroderma. The study was 
conducted by Xiaoyan Pan and colleagues at 
Hope Hospital, Salford.2 £35,000 funding from 
SRUK allowed the ESOS recruitment period to 
be extended by 1 year, during which the target 
number of people were recruited. The below study 
concludes the period between 2010 – 2016 and 
the key research piece was led by the International 
Steering Committee of ESOS.

Immunosuppressants should be used for early 
diffuse cutaneous scleroderma but the overall 
benefit is modest and better treatments are 
needed, according to the findings of the European 
Scleroderma Observational Study (ESOS), 
which were recently published in the Annals of 
Rheumatic Disease.1 This 6-year study, which was 
co-funded by EULAR and SRUK, recruited 326 
people with diffuse cutaneous systemic sclerosis 
who had had skin thickening for less than 3 years 
and followed their treatment for up to 2 years. 

Participants were allocated to methotrexate, 
mycophenolate mofetil, cyclophosphamide or no 
immunosuppressant. Of the 326 people recruited 
from 50 centres, 276 completed 1 year and 234 
people completed 2 years in the study.

Changes in skin involvement were monitored using 
the modified Rodnan skin score for scleroderma.  
In the ‘diffuse’ form of scleroderma, skin thickening 
can progress fairly rapidly, usually starting in the 
hands, face or feet but then spreading upwards  
to involve the upper arms, thighs or trunk.  
All groups had significant reductions in skin scores, 
and therefore skin involvement, at 1 year, however 
the lowest reduction in skin score was in those 
receiving no immunosuppressant. 

People affected by diffuse disease are at high risk 
of developing lung, kidney or heart involvement, 
especially in the first 3 years of the condition. 

While there was no significant difference 
between the groups in the proportion of people 
who died during the study period, survival was 
lowest in people who were not receiving an 
immunosuppressant drug.

Immunosuppressant drugs are used to treat 
autoimmune diseases. They have side effects, 
which vary depending on the drug that is 
prescribed, that mean some people are unable 
to tolerate them. Immunosuppressants lead to a 
serious risk of infection because they weaken the 
immune system, and they also make infections 
harder to treat.

1. Herrick AL, Pan X, Peytrignet S et al. Treatment outcome 
in early diffuse cutaneous systemic sclerosis: the European 
Scleroderma Observational Study (ESOS). Ann Rheum Dis 
2017 Feb 10 (epub ahead of print) 

2. Scleroderma News, November 2014

European Scleroderma 
Observational Study Group (ESOS) 
Latest Findings
Immunosuppressants beneficial in scleroderma but better treatments are needed

For information about studies we are 
currently supporting visit 

www.sruk.co.uk/research-news

Prof. Ariane Herrick in consultation 
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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.

Volunteers man our helpline: Belinda, Helena, Kim, Penny, Paula, 
Rosemary, Amelia and Katherine who have many years of experience 
and training. 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.  
After all the call is about you, not us.

0800 
311 2756

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

Local Support Contacts
Bedfordshire Rita Boulton

Burton Helen Nutland

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

West Midlands Jane Beach 

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 put you in touch with your closest local support contact: 020 3893 5998

Our SRUK Helpline is available to anyone who would 
like to discuss Scleroderma and/or Raynaud’s and 
receive support.
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Itchy/Dry Skin 

The overproduction of collagen being laid down 
in the skin means that the skin becomes tight, 
stiff and dry. This process may lead to the skin 
becoming itchy and there are several ways that you 
can try to combat this: 

Use emollients not soap for washing/bathing. 
Soap is drying on the skin due to the ingredients 
used – various chemicals, detergents and 
preservatives remove natural oils from the skin. 
Additives that make soap ‘lather’ can also be 
drying and irritate the skin. If possible try to 
avoid shower gel, liquid hand soap, ‘cream’ bath 
or shower creams and alcohol gels. 

There are lots of different emollients that you 
could try including: Aveeno, Hydromol, Epaderm 
and Doublebase. 

Topical treatments can also be helpful to reduce 
the itch including ointments, cream and gels. 

Ointments are greasy and create a protective 
barrier on the skin. They last longer on the 
skins surface however can make your skin quite 
slippery. You could try: Doublebase, Dermol, 
Diprobase, E45.

Creams absorb into the skin more easily than 
the gels but don’t tend to last as long. You could 
try: Flexitol, Doublebase, Diprobase

Gels are also now available and are a lighter 
product to apply to the skin. You could try: 
Doublebase/Dayleve gel 

Over the counter creams can be beneficial 
to helping to reduce the itch. There are now 
specific creams on the market aimed at reducing 
itchy skin, including 1% menthol, Balneum, E45 
anti-itch. 

Antihistamines can also help to reduce 
inflammation in the skin that an itch can cause. 
You can buy over the counter antihistamines 
such as Benadryl and Piriton. There are also 
prescription antihistamines that can help such  
as Montelukast and Citirizine. 

Protection from the elements is key to reduce 
dry and itchy skin, for instance using sunscreen 
on sunny days to avoid the risk of sun damage. 

Caring for 
your skin 
For people with Scleroderma and Raynaud’s 
looking after the skin is really important. Everyone 
affected by Scleroderma will develop some skin 
changes, however, the severity of the problem 
varies greatly between people. Louise Parker,  
Lead Nurse at the Royal Free Hospital, talks us 
through what the skin does for us and how we  
can protect it. 

Our skin is a personal barrier to the outside world, 
it is packed full of sensors to protect us from injury 
and exposure to the elements, for example our 
skin will start to burn in the sun to tell us that  
we need to find shade. Our skin is our biggest 
organ and accounts for around 15% of our total 
body weight. 

For people affected by scleroderma there are 
several common problems that can occur in the 
skin: itchy/dry skin, digital ulcers, telangiectasia or 
pigmentation changes. 

1
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Photo Credit: Pixabay Chezbeate
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Telangiectasia

Telangiectasia occurs when superficial blood 
vessels dilate and break, this leads to red spots 
where the vessels have bled under the skin to form. 
Telangiectasia usually affects the face, chest and 
hands but can occur anywhere on the body. 

This element of the condition is usually harmless 
although it can affect body image and they can 
be difficult to cover. The only time Telangiectasia 
becomes medically troublesome is if they bleed 
internally, this usually happens within the stomach 
and may be called GAVE or Watermelon Stomach, 
however it is treatable with lasers. 

There are several treatments available, if you are 
concerned about the spotting or pigmentation 
caused by Telangiectasia:

Laser 
To breakdown the vessels making them look less 
obvious – dermatology units offer this

Cosmetic camouflage
Wax based, waterproof makeup that is matched 
to your skin tone. The charity Changing Faces has 
skin camouflage experts operating across the UK 
and you can self refer to access this service. 

Over the counter make up
Dermablend (Vichy), MAC Cosmetic

Digital Ulcers

Digital ulcers can be a classic outward sign  
of scleroderma. The combination of Raynaud’s  
and skin changes in scleroderma can lead to  
tissue breakdown resulting in a digital ulcer. 
Around 40% of people with scleroderma will 
develop digital ulcerations. 

Digital ulcers are often slow to heal because of 
poor circulation and tight skin; this does mean 
that infection is common as the healing time is 
prolonged. Digital ulcers can have a huge impact 
on quality of life by making daily living difficult 
from washing to preparing food. 

It is important to closely manage ulcers and seek 
medical advice if you notice any sign of infection. 
Some people with persistent ulcers can develop 
gangrine and scleroderma specialist nurses must 
manage this. 

SRUK have just developed a Digital Ulcer 
publication in conjunction with Professor Ariane 
Herrick and Dr Mike Hughes from Salford Royal 
and Lead Nurse Specialist Louise Parker from the 
Royal Free. More information about DU’s, treatment 
options and self- management can be found on 
our website www.sruk.co.uk/digitalulcers or call the 
office for a copy 0203 893 5998.

For more information about skin and building 
confidence through hair and make-up, watch 
our video tutorials. Alex Marler, a professional 
beautician who also has scleroderma, talks us 
through some easy applications: from applying 
make-up for everyday or a special occasion, what 
to do on a bad hair day and some fantastic quick 
tips we all should learn about building confidence 
when having a skin condition. 

1

2

3

Forefinger showing a digital ulcer

Watch Alex’s tutorials here 
www.sruk.co.uk/makeup/



We know that regular walking has many health 
benefits for all people, but this is particularly true 
for those living with long-term health conditions. 

Walking regularly improves your heart, lungs and 
circulation, it aids your immune system and keeps 
you flexible. It can also be an effective way of 
improving mood, and reducing depression, stress 
and anxiety. A gentle stroll can also be seen as a 
social activity, in fact the Italians have made their 
evening perambulation a daily goal. A survey by 
Transport for Greater Manchester also found that 
residents living in streets with less vehicular traffic 
(and more people choosing to walk) tend to have 
more local friends.

Living with Raynaud’s can make walking 
outdoors more of a challenge with the ever 
present risk of attacks/episodes being triggered 
by the cold. However, we know that regular 
physical activity helps to prevent vasospasms 
by increasing blood flow to the extremities and 
strengthening arterial walls.

Exercising with scleroderma is more difficult for 
some, however it has been shown that regular 
habits can build fitness. A study, led by Dr 
Shoemaker in the US, undertook a comparison 
of fitness gains through a daily walking exercise 
programme in a group of people with scleroderma 
related lung problems versus a group with the 

lung problems only. It was very pleasing to see 
that the same fitness gains were seen across 
the two groups with the additional diagnosis of 
scleroderma in the first group not limiting their 
ability to improve fitness levels. 

If you are considering how to make walking more 
of a regular habit there are some useful resources. 
If planning how far to go and pacing your walks is 
important then the “walkit.com” website is a great, 
free resource. You can visit this website to plan 
your local walk according to how far you want to 
go or how long you want to be walking for, from as 
little as a 15minute walk starting plan. It gives turn 
by turn directions from your front door (or a more 
exciting start point if you like!) and ensures you 
stick to a set maximum distance/ time walked.

Pacing, or grading exercise when you are starting 
a new regime is important. It is wise to start with 
a short distance/time and then increase gradually 
e.g. a 5% increase per week walked, is sensible 
to ensure you don’t overdo it and your fitness 
increases at the same rate as your walking goals. 

There are a number of “wearable technology” 
options available to allow you to monitor and 
gradually increase your activity, from the latest 
“all singing and dancing” high-tech devices to the 
humble £5 pedometer. There should be a device 
in your budget range to monitor, inspire and plan; 
if your tech doesn’t record data for you, a simple 
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I write from sunny Manchester, it’s mid-May and we are therefore half-way through the “Greater 
Manchester Walking Festival 2017”, by the time you read this the festival will be over, but we will then be 
looking forward to National Parks week (23rd – 30th July) and thinking about the places we have to walk 
in our local neighbourhoods.

Walking in Sunshine - wooah - 
and don’t you feel good: 

The Health Benefits of Walking



diary can help you track your progress and give you positive feedback on what you have achieved over a 
period of time.

If walking is not for you, there are other ways to maintain your fitness, whether it be the habit-forming 
practice of attending a weekly exercise class or simply some home exercises, the benefits of sustained 
practice do pay off. For a list of local gentle exercises classes try searching through your regional “Health 
Improvement” network such as your leisure centre, local gym or community clubs. Whatever you choose 
try to make it regular, at the right level for you to sustain and have fun!

With thanks to Will Gregory, Specialist Rheumatology Physiotherapist, Salford Royal NHS Trust 
Hospital for creating this article and giving us his view on the health benefits of walking and to Greater 
Manchester Walking Festival for the infographics. Image Credit: www.tfgm.com

For a list of websites and references to help you start walking, planning a walk, details on sitting  
exercises and our stretch programme, along with further information on ways to keep fit please  
visit www.sruk.co.uk/benefits-walking
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Talked the talk? Now walk the walk for SRUK. We have two walking challenges where you can 
get involved, get fit and raise money for funding into research and finding better treatments 

for the conditions. 

Thames Path Challenge, 9th September 2017
The Thames Path National Trail is steeped in beauty and the only long distance path to follow a river for 

most of its length through scenic villages and historic towns. Choose your distance from 25, 50 or 100km.

Or something for next year…….Isle of White Challenge, 5th May, 2018
Great challenges need great settings, and none are better than this stunning coastal path, travelling past 

the famous Needles, to Cowes at half way, then back to base camp after 106km journey.

To register your interest, visit www.sruk.co.uk/get-involved/events
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It is difficult to pin point when it all began as 
changes happened very slowly. Looking back, I 
think I had the first signs in my mid forty’s with 
Raynaud’s purple/blue/white/red hands and 
fingers in the cold. By 2002 I had started to get 
ulcerated fingers that were incredibly sore, which 
was the start of calcinosis and made using a 
computer, writing, working zips and shirt buttons a 
real challenge.

At this time we were running our own successful 
pub restaurant business. We put my fatigue down 
to the hard work that running your own business 
entails, it was in fact the start of G.A.V.E. (Gastric, 
Antral, Vascular, Ectasia) and Primary Biliary 
Cirrhosis (PCB). We sold our business in 2003. 
I now work part-time for Exeter University as a 
Porter and consider myself lucky, not only for a job 
but for their constant support and understanding 
from my colleagues.

It was in 2005 that my conditions started 
to surface when I met Dr. Daneshmend, a 
Gastroenterologist at the Royal Devon & Exeter 
Hospital (RD&E). I was diagnosed with G.A.V.E. 
blood vessels lining my stomach, they swell and 
weep, causing anemia, (sometimes referred to as 
‘watermelon stomach’). This condition restricts my 
diet, it gives me stomach cramps, stabbing pain 
and tiredness. My treatment started in 2006 with  
5 treatments of Argon Beamer over 12 months.

By 2009 I was feeling tired and unable to keep up, 
so, I took early retirement from a well-paid retail 
managers position. I simply thought I was getting 
old and burnt out!

G.A.V.E presented itself again in 2010, and I had 
another round of treatment. By this time, I had 
been diagnosed with liver cirrhosis, PBC, (my bile 
ducts do not process fats and cause diarrhea) and 
I met Dr. Batchelor a Dermatologist at RD&E. My 
fingers had become constantly ulcerated all the 
year round, following a blood test I was diagnosed 
with limited cutaneous systemic sclerosis. 

Dr. Haigh (Rheumatology) Dr. Ahmad & Dr. Calvert 
(Gastroenterologist), and the nutritional support 

team support me. I cannot thank them enough 
for their support and that of the NHS.

This multisystem disease has affected 
me in a number of ways, arms below 
the elbow, legs and feet below the 
knee, my face, resulting in loss of 
expression and difficulty in opening 
the mouth properly.

Telangiectasia is also showing quite 
prominently on my face, this is the 

breaking down of blood vessels and 
looks like red blotches.

A Determined 
Mind

Michael Corbett shares with us 
how his multiple conditions, 
have completely changed his life, 
however, his aim every day is to 
remain optimistic, as fit as possible 
and happy. 

“It is 
difficult 

to pin point 
when it all began 

as changes 
happened very 

slowly”

Michael & Alison Corbett

Michael with son, Ross.



I also have Sjogren’s syndrome, calcinosis and 
oesophageal involvement. I am often short of 
breath when climbing stairs and inclines. One 
of the overwhelming effects of the condition is 
tiredness, itching also can make life uncomfortable. 

To complicate life further I have scleroderma 
attacking my bowels which has resulted in 
intestinal failure.

Since the diagnosis of intestinal failure, I had a 
Hickman line fitted in October 2016 which delivers 
T.P.N. (Total Parenteral Nutrition). This has had a 
major impact on both our lives. I have T.P.N every 
other night of the week, which lasts from 7pm to 
7am but I am totally independent of the hospital 
and clinical support team. T.P.N provides me with 
all my nutritional needs. I supplement my diet with 
very small and very limited regular food mostly fruit 
and vegetables, with very small amounts of fish and 
chicken, low fat yogurt, soya yogurt, home made 
soups, sugar free jelly, unsalted crisps and Fresubin 
drinks. Low residue is the order of the day mixed 
with trying to encourage some kind of normality.

I take eight different medications regularly to  
treat my condition and I also have Iloprost 
infusions twice a year usually in March and 
October in hospital, 12 hours a day, for five days 
as this helps dilate my blood vessels and improves 
my circulation.

Alison means everything to me, this devastating 
disease has not only affected me but has impacted 
on all aspects of Alison’s life as well. She is a 
constant support, never complains and is always  
up beat.

We have the weekends off together and try and 
spend it with friends and family, who are constant 
source of support and happiness. 

I live for my wife, 2 sons, Ross & Matthew, 
their wives Carlie and Bexy and our 
precious grand- daughter Amalie.

In the past I have always kept myself fit by 
swimming. Today my conditions restricts me to just 
day to day life. However, our son Matthew ran the 
2016 London Marathon, completed a twelve-hour 
bike challenge. Raising in total £4,000. Our son 
Ross organised a three-peak challenge with the 
Royal Artillery and raised £1,000. All for SRUK. 
I am so proud of their achievements and humbled 
by people’s generosity. Raising money is so 
important as there is no government funding for 
this hard working, worthy charity.

To watch an interview with Michael and Alison, 
about how the condition has affected their 
relationship please visit www.sruk.co.uk/michael
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Photocredit Symposia TV

Photocredit Symposia TV

Matt, after running the 
London Marathon, with Bexy.



Foot Problems & 
Plantar Fasciitis
Written by Jocelyn Brown, SRUK Member & 
Will Gregory MSc Advanced MSK Practitioner 
at Salford Royal NHS Trust Hospital.

Diagram of the foot showing the 
Plantar fascia. Photo  
Credit: SRFT design services
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What is Causing Your Foot Pain?

Foot and heel pain can be down to a variety of 
different causes. If you have scleroderma, you 
may have tender problem areas on your feet. 
For those of you diagnosed with Raynaud’s, 
your feet can be one of the most painful areas; 
an episode can result in numbness, pain or pins 
and needles in your feet. But if you are suffering 
from shooting pains in your heel and along 
the arch of your foot, and it hurts more in the 
morning or when you first stand up, chances 
are that it is plantar fasciitis. In this article, we 
explore what causes this common but agonising 
condition, how it is treated and what you can do 
to avoid it.

How is plantar fasciitis treated?

In the short term, you can treat the symptoms 
with rest and pain relief. Try to avoid walking or 
standing for a long time. 

Painkillers such as ibuprofen can provide relief, 
as can applying ice or even place a cold pack on 
your foot after walking. In order to try to bring 
mobility back to the area, you should stretch 
regularly. The NHS outlines a variety of stretches 
to relieve pain and improve flexibility (see 
below). Some light walking is also useful, but 
only if it isn’t painful.

You must ensure that you are wearing well-
fitting and supportive shoes. You may also find 
that special insoles or orthotics help. These not 
only support your foot arch and provide relief 
from the pain of plantar fasciitis, but can re-align 
the feet, ankles and lower leg. 

This will improve your whole way of walking 
and help to avoid the condition recurring. In 
extreme cases, further medical solutions such 
as corticosteroid injections or even surgery to 
release the plantar fascia can be necessary.

What causes plantar fasciitis?

How can you avoid getting 
plantar fasciitis?

The plantar fascia is a thick band of tissue which 
runs along the sole of your foot, connecting your 
heel to your toes. Damage in the form of tiny 
tears can cause it to thicken; this is what leads 
to the characteristic shooting heel pains. The 
damage can occur suddenly as the result of an 
impact (for example when playing sport) or over 
time, especially in people over the age of 40.

There are several ways to keep your heels 
healthy. Maintaining a sensible BMI puts less 
stress on your feet; obese people are more likely 
to have the condition. Make sure your shoes fit 
well and are supportive. Wearing flip flops or 
high heels every day can seriously stress your 
feet out! If you are a keen walker or runner, 
making sure you warm up and stretch before 
exercising is crucial, and you should replace your 
running shoes regularly.



Achilles tendonitis: Closely related to the plantar fascia, 
but sitting above the heel bone, the Achilles tendon is 
also prone to inflammation. Irritation of the tendon can 
be due to overuse, or sudden changes in use or activities, 
or can be due to an underlying inflammatory condition.

Heel pad changes: Some people with scleroderma, 
experience a more general feeling of ‘walking on 
pebbles’, particularly when walking on uneven surfaces. Whilst this is  
more likely to be a plantar fasciitis, it could be more scleroderma specific.  
In scleroderma, people can experience changes in the fibro-fatty pad which 
normally protects the ball of the foot. This discomfort can be helped by 
podiatric input to provide appropriate padding or the use of footwear  
with a thick sole which will add a layer of protection to the ball of the foot.

Calcinosis: Some people may experience calcinosis where bumps of calcium form under the skin and can 
be painful. Sometimes the calcium breaks through the surface of the skin and a soft chalky substance 
is released which often eases the discomfort. It is very important not to attempt to treat these yourself 
but to observe the calcinosis for signs of infection, which will require assessment by your doctor for 
antibiotics, and to seek medical advice if the calcinosis is a problem to you. There is a great interest in 
the scleroderma research community about calcinosis and finding better ways to manage it – both in the 
feet, hands and other areas it can occur.

Skin thickening: Many patients with scleroderma experience patches of 
thickened skin, and these patches may be found on the feet, commonly 

on the dorsum (top) of the foot. You may also notice that your skin 
generally becomes dry and itchy.

Ulcers: The compromised peripheral circulation of Raynaud’s can 
leave you prone to delayed healing and foot sores, or ulcers.  
It has been stated that around 40% of people with scleroderma  
will at some point develop ulcers; infections can be a further  
issue as the ulcers can take a long time to heal, and hence need 
careful monitoring.

Infections: Some people with scleroderma may find that they are 
more prone to developing infections, or that infections take a long 

while to get rid of, even with prompt use of antibiotics. The reason for 
this may be related to the underlying affect of the condition itself, or indeed 

from some of the treatments associated with it, such as immuno-suppression.  
It is very important that people with scleroderma visit their GP promptly if they notice any sign of 
infection. Signs of infection include heat, swelling, pain and redness.

Neuroma: most commonly seen at the base of the toes and often between 
the 3rd and 4th digit you can experience a sudden painful tingling sensation; 
this may be due to a neuroma, which is a thickening of the nerve in the area as 
it rubs against other tissues in a tight area. A neuroma (sometimes termed a 
Mortons neuroma) in this area will usually settle with a change to more roomy 
shoes, but specials pads or insoles may assist recovery. 

Toenail problems: The nails can be affected in several ways. We know from 
looking after many patients with scleroderma that the bones at the end of toes 
may alter their shape (be re-absorbed), which in turn alters the shape of the 
nail. This may lead to an increased incidence of ingrowing toes nails, which can 
be both painful and prone to infection.

The article has been medically checked for content and accuracy by Will Gregory MSc, Advanced 
MSK Practitioner, Salford Royal NHS Foundation Trust. For further information on foot and lower limb 
healthcare and to view exercises, visit www.sruk.co.uk/raynauds/managing-raynauds/foot-conditions

Other Foot Problems 
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If you have a  
particular condition you 

would like to share with us 
and write a feature for the 
magazine please contact 
tracey.spray@sruk.co.uk



Investment in 2015

Medical research charities:  
our impact at a glance

AMRC members fund more than 40% of 
publicly funded medical research nationally

£1,443m
AMRC  
member 
charities

£772m
Medical 
Research  
Council

£1,034m 
National  
Institute for  
Health 
Research  

Charities invested £129m in capital 
projects in the UK

Charities funded the 
salaries of at least 
15,000 researchers  
in the UK

At least 10 million people 
donated to medical 
research in 2015

94%

of charity funded research  
takes place in  UK  universities  

and hospitals

Other  
charities

Research 
councils

Department 
of Health

Global 
funders

Charity funding stimulated more 
than £500 million further investment

£
Charity

An indicator of quality
Our membership application was reviewed by the 
AMRC Executive Council, which met at the end of 
April, and our acceptance is a clear endorsement 
of the work we are carrying out and the processes 
we have in place for awarding grants. Universities, 
the government and funding bodies use AMRC 
membership as an indicator of quality. In order 
to attain AMRC membership, we had to meet a 
number of criteria including:
• Demonstrating that one of our principal 

activities or charitable objectives is funding 
medical research in the UK

• Publishing a research strategy
• Following the AMRC’s standards of peer review
• Having a formal policy on conflicts of interest
• Endorsing the AMRC’s position statements on 

supporting research in universities and the use 
of animals in research

We strive to be transparent in our investment of 
funds raised, publishing details of grants awarded 
and informing you of progress made on projects 
we support via our website, e-news and printed in 
this quarterly magazine. Our peer review process 
ensures that grants are awarded without bias and 
are based on the merits of the proposal, facilities 
available and ability of the applicants to carry out 
work to the highest standards. These are practices 
that the AMRC advocates.

The benefits of membership 
As a member of the AMRC, the funding we award 
is eligible for the Charity Research Support Fund, 
which will add up to 28p to every pound we invest 
in universities. We will only have to pay the direct 
research costs for clinical research in the NHS, 
as the Department of Health will meet all costs 
for trial co-ordination and management, data 
collection and regulatory fees. As we are a small 
charity, this access to additional funding will make 
a huge difference to research projects we support.
The Charity Research Support Fund was set up by 

the government to partner charities, so charities 
can ensure donors’ money is spent on research 
to develop treatments. The Fund provides 
universities in England with up to 26% uplift on 
grants awarded by charities. 

In order to be eligible for the Fund, and as part 
of our AMRC membership application, SRUK has 
published a research strategy and appointed a 
scientific advisory committee, who will review 
applications taking into account comments 
provided by external peer reviewers from the 
research community. 

This is a great achievement for the charity, as membership 
is the hallmark of quality research funding and considerably 
increases the value of grants that we award.

We at SRUK have been working towards becoming 
members of the Association of Medical Research 
Charities (AMRC) over the past year and are pleased 
to announce that our application was accepted  
at the end of April. 

AMRC membership boosts 
our investment in research
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AMRC membership also provides access to a similar partnership with the NHS through the AcoRD 
agreement, which means that charities do not pay the indirect costs of research listed above. The AcoRD 
guidelines were first agreed with the Department of Health in England but have since been adopted by 
Scotland, Wales and Northern Ireland.

Membership also comes with other benefits, such as free access to the research outcomes system 
Researchfish for 3 years, which will enable us to track the impact of our research. This system enables 
retrospective review of our research, as we can ask recipients of old grants to tell us what happened after 
a grant we have awarded as finished, e.g. whether additional funding has been secured or there are new 
projects such as clinical trials based on the results of pilot studies we have funded. The AMRC offers us 
training and support, as well as encouraging and enabling collaboration and shared learning with other 
charities. It also acts as a strong collective voice for medical research charities in the UK, increasing our 
influence on the government and other stakeholders. 
 

Research priorities
As part of our AMRC membership application, we invited you to help us identify research priorities back 
in January, with the results being published in the April issue of SRUK News and on the website. Your top 
priorities have been incorporated into our 5-year research strategy. SRUK will focus on research projects 
that take us closer to finding a cure, improve the treatments available for Scleroderma and Raynaud’s, work 
towards an earlier diagnosis and improve the provision of care and services for people with the conditions.
 

Something to celebrate
AMRC membership has been awarded in time to positively impact the research grants we are giving this 
year. Details of successful awards will be published on the website and in the next issue of the magazine.

Sue Farrington, SRUK CEO, says ‘We are delighted that our application was successful and really proud 
to be a member of the AMRC. This accreditation shows that SRUK invests in quality research and gives 
another level of reassurance to our donors.’

Professor Chris Denton, Consultant Rheumatologist and Vice-President of SRUK, says “SRUK becoming 
a member of AMRC will raise the academic profile of SRUK and of the projects that are supported, and 
will be welcomed by researchers and their host institutions. It endorses the organisation as a funder of 
important high quality biomedical research”. 
 

You can find out more about 
the AMRC and the benefits of 
membership on its website at  

www.amrc.org.uk
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Henry McGinty
Community and Events Fundraiser

I was welcomed and treated warmly by everyone 
I met in this small Scottish town, and the fact that 
I knew and was the guest of the Duncan family 
and friends always counted for a lot. They, and the 
community of Peterhead, should be proud of all 
they have achieved. 
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Congratulations to our first ever participant in 
the Isle of Wight Challenge: Sharon Wilson. 
She smashed her fundraising target by raising 
£1,134.56 for walking half the coast of the Isle 
of Wight!

Our thanks to Lesley Dodd who requested 
donations in place of gifts for her birthday and 
has raised £260!

Our thanks and congratulations to  
Danny Cornwell and Cameron Martin  
for raising £1,128.56 by running the Brighton 
Half Marathon!

Many congratulations and thanks to  
Emily Harris, who raised £135 running the 
Wolf Run and the Birmingham 10k!

Fundraising Focus – ‘Marlene’s Memories’ 
In November of 2016 I received an email from a 
fundraiser called Megan Duncan. She asked me 
for some leaflets to support a fundraiser she was 
holding in memory of her mum Marlene, who had 
sadly passed away in July of 2017. 

She and the rest of the team: Mick, Sheila, Steven, 
Stewart and others, had already raised £1000.  
I had frequent contact with Megan and the rest  
of the ‘Marlene’s Memories’ group over the next  
4 months, but every time I thought they had 
finished their hard work, they reported on another 
lump of fundraising coming in soon! 

It’s 6 months on and in that time, they have 
welcomed me to their community with open 
arms, educated a small town of people about the 
conditions, and raised over £12,000! 

They have managed to achieve this wonderful 
memorial to a truly wonderful woman with some 
dogged determination and an abject refusal to do 
the same thing twice. Since the beginning of 2017, 
they have held various events from arranging a 
quiz night and a supermarket bag pack to actively 
sourcing donations from local sports teams and 
community groups. 

They are an amazing example of a group having 
taken a heartbreaking moment in all of their lives, 
and making something positive out of it. 

Having visited their group in Peterhead and 
meeting the community, I can attest to how well 
they have rallied their community around the 
cause and found strength in depending on those 
around them. 

Thanks To Our Fabulous 
Fundraisers 

If you have been inspired by Megan & co and would like to volunteer in some way for  
SRUK in your local community, please get in touch with Henry at  

Henry.McGinty@sruk.co.uk or 020 3843 5993.



The SRUK office was out in force to support our 
largest ever London Marathon Team this April. 
Our yearly cheer point at the halfway mark was 
in full swing with the Fullers Party Bus setting the 
atmosphere and Princes William and Harry joining 
the festivities to hand out water for the busy hours 
towards the middle of the day.

We had our record breaking 10 runners start and 
finish the race, with Matthew Coakes finishing 
first for Team SRUK. He finished in 2 hours  
41 minutes, inside the top 1% of runners -  
truly an amazing achievement.

The rest of Team SRUK: Tom Dart, Lee 
Dolman, Ian Cox, Benjamin Davies, 
Jack Davies-Tuft, Hannah Fletcher, 
Kay Markwick, Megan Ruffell and John 
Dunstan all finished well and have done 
themselves and the charity proud. It was fantastic 
to cheer them on as they went by and we hope the 
day was as enjoyable for them as it was for us.
Team SRUK has so far raised a whopping 
£20,543, with every penny going towards  
our life changing work, from supporting our 
helpline team to answer more calls to funding 
research projects to further our understanding  
and treatment of the conditions.

Once again, our thanks go to our amazing runners 
and here’s to another year of fundraising with the 
fantastic members of Team SRUK.

Largest EVER Team SRUK 
Smashed the London Marathon.

If our amazing runners have inspired you to join them in this wonderful accomplishment for 2018, 
get in touch with Henry at Henry.McGinty@sruk.co.uk or 020 3893 5993. We have guaranteed places 

available and we can’t wait to hear from you and begin building Team SRUK 2018!
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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 2017


