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Thank you so much for considering 
leaving a gift in your will to SRUK.
Leaving a legacy is a very special 
and meaningful way of supporting 
people with Scleroderma and 
Raynaud’s as well as future research 
into new treatments and, ultimately, 
a cure.

You may be reading this today 
because you or a loved one has 
received a diagnosis of Scleroderma 
and/or Raynaud’s. Our vision is 
a world where no-one has their 
life limited by Scleroderma and 
Raynaud’s. 

As a small charity we rely solely on 
the generosity of our supporters 
for funding. 

Gifts in wills make a huge difference 
to a charity our size, and every single 
gift, large and small, will help us be 
here for our community and support 
our work long into the future. 

Sue
Sue Farrington,  
CEO

In return for your 
pledge, here are our 
promises to you:
We understand leaving a gift 
in your will to SRUK is a big 
commitment and we promise 
to respect and honour all 
gifts we receive. 

We promise to use your gift 
where it will have the most 
impact, unless you have 
specified it be used for a 
certain area of our work. 

We respect that leaving a 
gift in your will is your choice 
and understand your loved 
ones will always come first. 

We promise that any 
information you do choose to 
share with us will be treated 
confidentially and sensitively. 

We recognise that personal 
circumstances change, and 
you may choose to remove 
SRUK from your will. 

We promise to keep 
you updated about our  
work in the way you prefer. 

I know 
that there is 

somebody always 
available to help and 

give support. To 
me, SRUK feels 

like family. 

 “I decided to leave a gift to SRUK 
a few years after I was diagnosed 
with scleroderma. My decision 
was easy when I found out that 
research projects sponsored by 
the charity are carefully monitored 
and reported to the community. As 
a small charity, funds are limited 
and it relies entirely on donations, 
fundraising and legacies. 

Since joining the charity I have 
met others with Scleroderma and 

Raynaud’s, and it has helped me 
to understand the complexities of 
the conditions. I know that there is 
somebody always available to help 
and give support. To me, SRUK 
feels like family. 

By leaving a gift in my will, I 
know that my money will go 
towards continued research 
and support for individuals 
diagnosed with Scleroderma  
and Raynaud’s”.

Lorna, 85  
has pledged a gift  
to SRUK in her will
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The Fingers in 

Systemic Sclerosis

(Scleroderma)

The fingers can be affected in several different ways in people with systemic 

sclerosis (scleroderma). This leaflet describes three common problems, which 

can occur separately or together – Raynaud’s phenomenon, finger ulcers, 

and calcinosis, all of which can be very troublesome. In addition, other finger 

problems can occur in systemic sclerosis. For example, thickening of the skin 

can lead to what are termed ‘contractures’ when the fingers become bent 

and are unable to straighten fully, interfering with the function of the hand. 

Three common  

problems associated  

with Systemic Sclerosis are  

Raynaud’s Phenomenon  

Finger Ulcers  

& Calcinosis
RAYNAUD’S PHENOMENON

Most people with systemic sclerosis experience 

Raynaud’s phenomenon, which means the fingers 

change colour in response to cold or to emotional 

stress. Raynaud’s is caused by poor blood supply 

to the fingers due to narrowing of the blood 

vessels. Classically the fingers turn white, then 

blue, and then red, although many people do 

not experience all three colour changes. The red 

phase, when the fingers are rewarming, is often 

the most painful and can be associated with a 

tingling feeling. The toes may also be affected. 

How do we test for

Raynaud’s phenomenon? 

Raynaud’s is a clinical diagnosis. In other words, 

your doctor will make the diagnosis on the basis 

of what you tell him/her, and what he/she finds 

on examination. In addition, your doctor may 

arrange some tests. Examples of these are a 

blood test to check for certain proteins called 

antibodies, and a test called nailfold microscopy 

when the edge of your fingernail is examined 

under the microscope. This test is not painful and 

allows small blood vessels called capillaries to 

be visualised. Another test called thermography 

involves putting your hands in front of a thermal 

imaging camera and watching how quickly they 

rewarm after being cooled down. 

How is Raynaud’s

phenomenon treated? 

It is important to keep warm and to stop 

smoking. There are a large number of different 

drug treatments which may be helpful, most 

of which act by opening the blood vessels to 

increase the blood supply to the fingers. There 

are many of these drugs, some of which may 

include sustained release (i.e. slow-acting) 

nifedipine, diltiazem, amlodipine and losartan. 

There are many others, too. Because of the way 

they work, many drugs used to treat Raynaud’s 

can cause headaches and/or flushing, but these 

side effects may be minimised by starting with 

a low dose and gradually increasing. You should 

discuss drug treatment with your doctor. 

The Gastro-Intestinal Tract 

in Systemic Sclerosis 

(Scleroderma)
The gastrointestinal tract or gut runs from top (mouth) to tail (anus). Its function is to 

allow intake, digestion and absorption of food and disposal of waste in the form 

of faeces. The gut is involved in up to 90% of patients with systemic sclerosis. 

Any part of the gut can be affected from mouth to anus. Gut involvement can 

occur at any time in the course of the disease and it can be progressive but 

not invariably so.

Food is propelled along the gut through co-ordinated contractions of the 

muscles in the gut wall (peristalsis). In systemic sclerosis, thickening of 

the gut wall and atrophy (thinning) of the muscles can lead to failure of 

this process (dysmotility). These changes can occur at any part of the gut 

leading to a variety of symptoms depending on the sites affected.

The gut is  

involved in up to  

90% of patients  

with systemic  

sclerosis

Oesophagus 
The oesophagus (gullet) is the tube that runs 

from the mouth to the stomach. It is involved in 

most patients with systemic sclerosis (80-90%) 

although does not always cause symptoms. 

Main features 
Dysmotility and lack of peristalsis (co-ordinated 

movement of oesophageal body in response to 

swallowing). Gastro-oesophageal reflux (acid from 

the stomach slipping back into the oesophagus); 

this can lead to other complications such as 

oesophagitis and strictures. 

Typical symptoms 

Difficulty swallowing, heartburn, waterbrash/reflux

Investigations 

Gastroscopy: A procedure 

done usually under sedation where a 

flexible telescope is passed by the mouth 

down into the stomach. It allows direct vision 

of the oesophagus, stomach and first bit of the 

small bowel. 

Oesophageal physiology studies (to look at 

motility and acid reflux): this involves a small 

tube being passed from the nose to the stomach. 

The amount of acid reflux can be measured 

by a 24 hour study, again involving a small 

tube passed from the nose to the oesophagus. 

Others: Barium swallow/meal 

Treatment 
Many different treatments can be used and are 

often very effective. Practical changes, such as 

raising the head of the bed, can be very helpful 

to give immediate relief. 

Drugs: Acid suppressants: Proton pump 

inhibitors (PPI) e.g. omeprazole, lansoprazole – 

(may need high doses), ranitidine; prokinetics 

(drugs that accelerate stomach emptying) eg 

domperidone, metoclopromide. 

We are here for you,  

when you need us.

Our helpline operates  

365 days a year

0800 311 2756

Raynaud’s  
Phenomenon
TERMINOLOGY
There has been much confusion over the name and more recently the word ‘Disease’ has been dropped, the condition simply being called Raynaud’s or Raynaud’s phenomenon. Raynaud’s can be subdivided into primary and secondary.
EARLY SIGNS
When subjected to extreme reactions to the cold or any slight change in temperature, the extremities change colour and can be extremely painful. Initially one or two fingers may turn white and feel numb. This can occur occasionally or regularly with all the fingers eventually becoming involved. It can be very worrying at first, especially if the fingers then change to a bluish colour followed by bright red. Not knowing why this happens can often make matters worse, as stress can exacerbate the problem. At this point it is worth going to your GP to find out what is wrong. More often than not if these colour changes are occurring in the hands and possibly in the feet, nose or ears, a diagnosis of Raynaud’s will be given.

Who gets it?
Anyone of any age can develop primary Raynaud’s which occurs spontaneously without any underlying condition being present. It can be hereditary in which case it is usually fairly mild. Raynaud’s is quite rare in young children but is common in teenagers and although troublesome for a few years, usually disappears in the early twenties, although this is not always the case.

Secondary Raynaud’s which is much less common, is associated with an underlying disease or external factors. This is more serious and early and accurate diagnosis is essential. 

TREATMENT
Treatment remains the most challenging problem in Raynaud’s but does not always require pharmacological intervention. In many patients with mild Raynaud’s, wearing warm clothing, protecting themselves from the cold and avoiding changes in temperature will obviously help. Portable heating aids can be invaluable during the cold weather. Your G.P. can advise on treatments which may help to alleviate the condition. Drug therapy is indicated for those suffering intense pain, functional impairment or digital ulcers. The treatments available provide symptomatic relief rather than cure and patient response is variable, so it is worth trying more than one drug within a particular class. Avoid beta blockers as these can make Raynaud’s worse.

SURGERY
A surgical procedure, called a cervical sympathectomy for Raynaud’s phenomenon, has been shown repeatedly to produce little or no benefit and is therefore no longer popular with patients or surgeons. In severe cases this operation can now be performed by laser. Lumbar sympathectomies for the feet however, can produce good results and can be carried out by injection rather than surgery. A sympathectomy-like operation on the fingers and/or hand has been shown to relieve severe pain and to heal finger ulcers. This operation is not a cure but the attacks are often less severe. 

Why the name?
The name Raynaud’s 
Disease was given to 
this condition by a 

French doctor, Maurice 
Raynaud in 1862 when 
he first described the 

phenomenon.

Newly 

Diagnosed

What is Scleroderma?

Scleroderma is a chronic connective tissue autoimmune condition, involving the over 

production of collagen. Autoimmune conditions occur when the body’s tissues are 

attacked by its own immune system. In this instance the overproduction of collagen leads 

to hardening of tissues, which in turn results in scarring and reduced normal function of 

the affected organs. The exact cause or causes of scleroderma is still unknown and due 

to this there is currently no cure for scleroderma but treatment and management can 

make it possible for many people with scleroderma to lead full and productive lives.

There are two main groups of 

scleroderma, and within are 

further subsets:

1.  Systemic Sclerosis – the systemic 

form of scleroderma, which affects the 

internal organs as well as the skin

2.  Localised scleroderma (also known as 

morphoea), – a type of scleroderma 

that affects specific areas of skin 

and underlying tissues, but does not 

involve the internal organs.

Symptoms can vary widely from person 

to person, but usually include hardening/ 

thickening of the skin, swelling of the 

hands and feet, joint pain and stiffness 

and blood vessel damage leading to a 

physical over-reaction to cold or stress. 

The heart, oesophagus, blood vessels, 

kidneys, lungs, blood pressure and 

digestive system can all be affected 

resulting in a variety of other symptoms, 

some of which can be life threatening 

or cause physical disability. According 

to their severity, the symptoms of 

scleroderma can be treated with drug 

therapy, physical therapy, surgery and 

self-management techniques.

Breakdown  

of Localised 

and Systemic 

LOCALISED

Affects specific areas of skin and underlying 

tissues, but does not involve the internal organs. 

Linear Morphea

A line of affected tissue. Linear Morphea is 

common in children and can affect whole limbs. 

This can lead to poor growth of the muscle 

and bone. 

En Coup de Sabre

Type of linear morphea, a narrow groove runs up 

one side of the forehead. 

SYSTEMIC

Two types of systemic scleroderma:  

limited and diffuse.

Limited

Skin thickening can affect the face but does not 

extend above the knees and elbows.

Diffuse

Skin thickening can affect the whole body 

Internal organs, including blood vessels, digestive 

system, lungs, heart, kidneys, muscles and joints 

may be involved in both limited and diffuse.

The Skin in Systemic Sclerosis(Scleroderma)All patients with systemic sclerosis will 
develop some skin changes. However, the 
severity and the problems created by the 
changes will vary greatly between patients.Problems include:

•  Tightening of the skin around the fingers, 
the face and other areas of the body 
causing contractures (fixed joints);• ulceration;

• dryness and irritation;• broken blood vessels (telangiectasia);• calcinosis
In this leaflet we aim to tell you what can 
be done to tackle each of the above.

ULCERATION It is not uncommon for patients with systemic 
sclerosis to develop an ulcer. These are commonest 
on the fingers and toes. Ulcers may also occur on 
the legs, often following trauma such as a knock 
with a shopping trolley. It goes without saying that 
one should take care to avoid such knocks, but 
accidents do happen! However, wearing trousers 
rather than a skirt, or a thicker pair of tights or 
socks may be enough to prevent the skin from 
being broken. 

If a leg ulcer does develop it can take longer to heal 
in a patient with systemic sclerosis because the skin 
is not as healthy. Ulcers should be dressed regularly; 
the frequency with which the dressings are changed 
will vary from patient to patient. Sometimes an 
ulcer requires daily dressing but often two to 
three times per week is sufficient. Dressings help 
in several ways; they alleviate pain, contain any 
discharge, and prevent dirt and infection from 
entering the wound. It is also believed that there 
is an optimum moisture level to help with healing. 
An ulcer should be neither completely dry, nor 
too wet and sloughy. There are many different 
dressings available to try and provide the correct 
moisture level at the wound bed. Again the choice 
of dressing will be dictated by the type of ulcer. For ulcers on the fingers and toes a dry dressing is 

often all that is needed. Healing may be promoted 
by helping the blood to circulate freely using 
drugs such as vasodilators which can be given in 
oral forms such as Nifedipine, or intravenously e.g. 
prostacyclin ( Iloprost®). The intravenous form is 
only available from certain specialist rheumatology 
units, but can have good effects on difficult ulcers 
on the fingers and toes. Ulcers may sometimes 
become infected and will require a course of oral 
antibiotics such as flucloxacillin. Signs that an ulcer 
has become infected are increasing pain, redness, 
discharge and smell. By eliminating infection one 
may be able to speed up healing. Ulcers can also 
develop eczema (inflamed skin) around them which 
may require a short course of steroid cream. 

SKIN TIGHTENING Tightening of the skin is a  fundamental problem in systemic sclerosis. There are several medicines 
which may be of benefit for this problem, and these would normally be 
prescribed under the supervision of a 
hospital specialist. New medicines are 
constantly being developed, which one 
day may provide a safe and effective 
cure for this disease. 
In addition to drug treatments, physiotherapy and exercises are important to maintain skin movements 

around joints. Warm paraffin wax baths can also be useful to relieve tight, painful hands and to enable easier exercising. Soaking in warm water with a few drops of a liquid paraffin-based oil may help to soothe 
and relax painful hands and feet. 

Systemic Sclerosis

(Scleroderma)

What is Systemic Sclerosis?

Scleroderma is one of the more uncommon 

of the connective tissue diseases. These 

diseases affect the connective tissue of the 

joints, tendons, muscles, skin, blood vessels, 

heart, lungs, and many other organs. 

Although it is a chronic illness, proper 

treatment and management can make it 

possible for people with scleroderma to 

lead full and productive lives.

How many kinds of scleroderma are there?

Scleroderma is an umbrella term used to indicate a 

spectrum of disorders. There are two main types of 

scleroderma, localised and systemic. Often medical 

professionals use the term “scleroderma” when they 

talk about systemic sclerosis. Localised scleroderma 

(See our Understanding Localised booklet) only 

affects the skin and sometimes the underlying soft 

tissues, while systemic sclerosis may affect the 

internal organs. With systemic sclerosis, distinction 

can be made between the limited and diffuse form 

based upon the extent of skin involvement. In the 

limited cutaneous systemic sclerosis, it can affect 

the whole body. The face is usually affected in both 

forms of the disease. The internal organs, including 

the blood vessels, digestive system, lungs, heart, 

kidneys, muscles, and joints may become involved.

These two major forms are different but should 

not be regarded as mild or severe types of the 

same disease as they can both have serious 

internal organ complications or conversely 

patients can have a mild course in either subset.

Systemic sclerosis varies from person to person. 

People with the illness may have one or more parts 

of the body affected to different degrees. Systemic 

sclerosis should not be confused with multiple 

sclerosis. There is no connection between the 

two diseases.

How does systemic sclerosis start?

One of the early problems people with systemic 

sclerosis get is sensitivity to cold. This is called 

Raynaud’s phenomenon and it affects most people 

with the condition at some point. Raynaud’s 

phenomenon occurs when the blood vessels over-

react to cold, causing the fingers and toes to turn 

white, blue and then go red when warmed up. This 

causes numbness and tingling, and sometimes even 

pain. Swelling and puffiness of the hands and feet is 

also a common early feature. The fingers may look 

and feel swollen, making the skin lose its normal 

lines and look shiny.

What causes systemic sclerosis?

The cause of systemic sclerosis is 

still unknown. It is not contagious, 

so you can’t catch it from 

someone or give it to anybody 

else. It is believed that people with 

systemic sclerosis have a genetic 

predisposition for the illness and 

that other factors act as triggers for 

the disease onset. Most people with 

systemic sclerosis will not have other 

family members with the condition.

There are 3 aspects of the disease 

processes: small blood vessel damage, 

autoimmune inflammation and tissue 

scarring (fibrosis). The blood vessel damage 

leads to Raynaud’s phenomenon and may 

cause ulcers. The immune system is your 

body’s natural defence against illness. 

Unfortunately, it can sometimes be 

defective and attack the healthy body, 

as is the case in Systemic Sclerosis. 

We also know that the tissue cells of 

people who have systemic sclerosis 

produce too much of a protein 

called collagen, which results in 

scar tissue development in the 

skin or internal organs.

Handy Hints on Keeping WarmThis leaflet is intended to provide information on keeping 

warm, whether you have Raynaud’s or just feel the cold.RAYNAUD’SRaynaud’s is a condition in which the blood supply 

to the extremities is temporarily interrupted, 

causing the fingers to change colour. During an 

attack, they first become white and then may 

turn blue and finally bright red with a burning 

sensation as the blood flow is restored. There 

may be considerable pain, numbness or tingling. 

An attack will often be triggered by exposure 

to the cold, any slight changes in temperature 

or touching cold objects. Emotions, such as 

anxiety, may also play a part as can smoking. 

Cold temperatures or even a slight change in 

temperature can cause a Raynaud’s attack. 

EXERCISETry to learn a few basic exercises 
which are within your own physical 
limitations. Gentle exercise such as 
walking or moving your arms and 
legs, even when sitting, will help to 
stimulate the circulation. Should the 
cold cause you to lose feeling in your 
fingers and toes, reheat them slowly.HEATING AIDSA selection of heating aids and 

gadgets are available, these include 
disposable, rechargeable and 
microwaveable heat packs and 
silver socks and gloves. 

AT NIGHTTake the chill off the bed with a hot water 

bottle or use an electric blanket. Make sure 

to turn your blanket off before getting into 

bed unless you have an all night model. 
Wear flannelette night clothes, night cap, 

bed socks, gloves etc. Duvets are warm 
without being too heavy but keep extra 
blankets at hand during a cold spell. 
Thermal underblankets add extra warmth.AIR CONDITIONINGIt is advisable to have a headscarf to 

wear especially when in air conditioned 
buildings and on aircraft when the cold 
air circulates around your neck.

By planning ahead and following a few simple rules, such as wearing suitable clothing and having heating aids readily available, you will be in a better position to keep warm in fluctuating temperatures. This should help to minimise the problems which may otherwise cause you pain or discomfort.

Raynaud’s in Teenagers 
and Youngsters
WHAT IS RAYNAUD’S?
Raynaud’s is a common condition in which the blood supply to the fingers and toes and 

sometimes the ears and nose, is temporarily slowed down because the blood vessels go into 

spasm, and restrict the flow of blood. Symptoms are usually worse in winter due to exposure 

to the cold but an attack can be caused by just a slight change in temperature. This means 

that even in summer you may still experience problems. An attack is when the hands 

take on a white, waxy like appearance. They may then turn blue/purple in colour and 

finally red when the blood starts to flow back. This final stage may be accompanied 

by a burning feeling, considerable pain or numbness.

Anyone of any age can develop 

Raynaud’s which affects millions of people. 

It is not an ‘old persons condition’ as many 

affected are teenagers. The reason for this is 

not known but it is thought to be connected 

in some way to hormonal changes in puberty. 

Fortunately, when teenagers develop Raynaud’s 

it is usually a fairly mild form and in most cases, 

disappears during the early twenties. However, in a 

small number of cases the condition does persist.

Raynaud’s should be taken seriously as problems 

experienced during these years can be more than 

just a nuisance. It can be painful, embarrassing 

and restrict your lifestyle. It can be difficult to 

explain to friends why you can’t always join in. As 

a result, the temptation is to opt out and this could 

make you feel worse. Many teenagers still enjoy 

a wide range of activities such as horse riding, 

cycling, swimming and even skiing, just by taking 

a few simple precautions. Exercise in the right 

environment should be encouraged.

AT SCHOOL
It can be very distressing to feel that you are 

on your own, but if you take the time and 

trouble to explain to your teachers and friends 

it will help them to understand. Take one of our 

leaflets and a letter from your doctor to senior 

tutors and your school nurse, so that they know 

about and can support you with your condition.

Permission may be needed to stay indoors 

at break times in very cold or windy weather. 

However, don’t use your Raynaud’s as an excuse 

not to exercise. Your P.E. teacher will have heard 

all the excuses for not doing games before and 

if you have not explained about your Raynaud’s, 

then he or she is unlikely to be sympathetic. 

Make your problems known, ask to wear extra 

layers – tights or track suit bottoms and gloves, 

two pairs of socks and larger trainers for 

physical education. Don’t suffer in silence!

If your Raynaud’s is too severe for outdoor 

activities, consider alternatives and find an 

indoor hobby you can become involved with.

You 
are not  
alone

Please see our Scleroderma and 

Raynaud’s: A Practical Guide For 

Schools for more information. 

To order printed copies of these 

guides, please call: 020 3893 5998 

or email: info@sruk.co.uk

Childhood Onset 
of Scleroderma

3 in 100,000
new cases of 
scleroderma  
every year

Scleroderma is a Greek word that can be translated as “hard skin”. The skin becomes shiny and hard. There is a wide variety of diseases in which skin hardening is the most prominent feature. Some of them are more or less limited to skin (localised scleroderma), and can be in patches (morphoea), or occur as a tight band which can restrict the movement of the joint and cause the joint to become deformed (linear scleroderma, also known as linear morphoea). Sometimes linear scleroderma can affect the face and scalp exclusively and is known as “scleroderma en coup de sabre”. In the beginning, there may be a purplish edge to the patch of abnormal skin, before it becomes hard and shiny. 

How common is it? 
Scleroderma is a rare disease. Estimations of its frequency never exceed 3 new cases in 100,000 of the population every year. Localised scleroderma is the common form in children and is more frequent in girls than boys. Only about 10% or less of children with scleroderma have the type called systemic sclerosis. It is found in all ethnicities but studies of the frequencies in different ethnic groups have not been done. It can appear in every age; systemic sclerosis before puberty occurs equally in boys and girls, but after puberty, it occurs more often in girls.

Can it be prevented? 
There is no known prevention 
for this condition. 

Is it inherited?
No, there is no evidence of strong genetic susceptibility for scleroderma so far, though there are some rare case reports of the familiar occurrence of this disease. Studies with large enough numbers of families remain to be done. In adult studies, there appear to be association with genes that are associated with other autoimmune diseases. 

Is it contagious? 
No. Some infections perhaps may trigger the disease onset, but the condition itself is not infectious and the affected children do not need to be isolated from others.

What are the causes of the disease? Scleroderma is an inflammatory disease, but the reason for the inflammation has not been exactly discovered yet. It is an auto-immune disease, which means that the immune system of the child reacts against the skin. In systemic sclerosis, other organs of the body are also affected. The inflammation causes swelling and heat, followed by abnormal laying down of excessive fibrous tissue during the repair phase. The cause is not known, but a number of triggers have been reported such as direct trauma to the skin in the case of localised scleroderma, and rape seed oil in systemic sclerosis. 

Often there is loss of fatty tissue beneath the abnormal skin and slower growth of the muscle and bone tissues underneath. A minority of children with scleroderma have involvement of other parts of the body (this is termed systemic sclerosis) in addition to the hard skin. Internal organ involvement can lead to symptoms of difficulty in swallowing, often with heartburn. Sometimes the heart, lungs or kidneys can be affected and this may require specific tests and treatment. In systemic sclerosis, poor circulation (Raynaud’s phenomenon) is often also present.

The Foot in   Systemic Sclerosis(Scleroderma)

NAILS 
The nails can be affected in several ways. 
We know from looking after many patients 
with systemic sclerosis 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.  

SKIN 
Many patients with systemic sclerosis 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.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.  Some people with systemic sclerosis experience a 

feeling of ‘walking on pebbles’, particularly when 
walking on uneven surfaces. This may be due to 
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.

CIRCULATION &  RAYNAUD’S PHENOMENON We know that systemic sclerosis  can be associated with problems  with the blood vessels that can lead to   
poor circulation. In some circumstances,  
this can lead to difficulties such as breaks  
in the skin known as ulcers which can be   
painful and take a long time to heal.  Raynaud’s is the abnormal response of   

blood vessels, commonly occurring in   
response to a change in temperature.   
Raynaud’s is frequently seen in the fingers   
but is also common in the feet; however we 
notice it less as we can’t see the colour   
changes because our feet are usually   
covered up! 

Prolonged or very frequent Raynaud’s   
spasms can damage areas of tissue   
leading to ulcers. These can be painful  
and prone to infection, therefore if  you suspect you have an ulcer you   
should keep it protected and  seek medical advice.

How can systemic sclerosis affect the feet? 
Most people tend to give their feet little consideration until they develop problems.  

Systemic sclerosis (scleroderma) can affect the feet in many ways including  

the circulation, nails and skin.

Sexual Health in Women 

with Systemic Scleroderma*

FATIGUEFatigue is a common symptom of systemic 

scleroderma. Many people living with the 

condition, especially at first, may find their fatigue 

hard to manage. This can make it difficult to cope 

with the day-to-day pressures of work, along 

with commitments to family and friends. It is not 

surprising that sexual relationships can begin to 

suffer. Fatigue is a difficult symptom to treat but 

often as the condition begins to stabilise and as 

the person’s understanding of their condition and 

the ways to manage their symptoms grows, the 

fatigue can be improved. 
JOINT PROBLEMS
Many people living with systemic scleroderma 

have painful or stiff joints and you may not be 

able to move your limbs easily. This can also 

affect mobility during sex. Drug treatments can 

help with joint pains but so can gentle stretching 

and an understanding partner.

What sort of problems occur?

Women living with systemic sclerosis may find 

it has an effect on their sex life. The purpose of 

this leaflet is to highlight some of these effects 

to offer some support. Because scleroderma is a 

complex condition that affects different people 

in different ways, you may find some aspects of 

this leaflet more relevant than others. Whatever 

your situation, it is important to remember that 

everyone’s sexual health is different, regardless 

of whether you have scleroderma or not. 

*We have sparingly used the term ‘women’; 

however, this booklet also applies to those who 

were assigned female at birth or those who may 

take feminising hormones.
Why can women’s sexual health be affected 

by scleroderma? 
As a person with systemic sclerosis, you could be 

experiencing a variety of symptoms, among them 

pain, stiffness, tight skin, dryness of the mucous 

membranes, tiredness, diminished sex drive and 

a change in body image. The extent of your 

condition can determine the effect it has on your 

sex life. People living with scleroderma can also 

experience menopause differently.

If you are looking for information on conception, 

gestation and ante-natal care, please refer to  

our publication ‘Scleroderma and Pregnancy’  

(www.scruk.co.uk/publications or  

email info@sruk.co.uk).

Our work
We fund research
We fund vital, innovative scientific 
research into the causes, 
progression, and treatment of both 
Scleroderma and Raynaud’s, with the 
aim to make life better for everyone 
living with the conditions.

Our research strategy was 
developed with our Community 
Research Panel of patients, 
clinicians and industry experts 
and focusses on 4 key areas:

•	  Quality of Life

•	  Early Detection

•	  Precision Medicine

•	  Understanding Causes

We provide support
Being there for our community 
whenever they need us is 
paramount. We do this through 
our helpline, local support 
groups and our online forum. 

We provide information
Our website and publications are 
accredited through the Patient 
Information Forum. We consult 
with professionals, specialists 
and our community to ensure 
that we are providing relevant, 
creditable, understandable and 
up-to-date information and that 
we are addressing any gaps in 
available information.

We drive change
We make our voices heard with 
decision-makers and politicians, 
pushing Scleroderma and Raynaud’s 
to the top of the health and social 
care agenda. We work with other 
organisations to make certain that 
we are amplifying our message to 
be heard by those who have the 
power to make change.

We are incredibly grateful to 
Olive Ayoub, who chose to 
bequeath a very generous 
legacy to SRUK in her will.

Olive Ayoub’s legacy will help 
establish a firm foundation for 
the future by building talent and 
capacity in the specialist field of 
scleroderma research.

After her husband passed away, 
Olive was befriended and supported 

by her neighbour, Helen. They 
became firm friends, with Olive 
saying that she had found her sister. 

Helen has scleroderma and as 
her illness progressed one of her 
legs had to be amputated. Olive 
witnessed, at close quarters, Helen’s 
daily battle with the debilitating 
effects of scleroderma and this 
inspired her to bequeath a gift to 
SRUK to help others.

Leaving a gift in your will is 
a remarkable way to help 
us to continue making a 
significant difference to the 
lives of people affected by 
Scleroderma and Raynaud’s.

Olive 
Ayoub
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What type of gift can 
I leave in my will?
There are three main types of gifts you can choose to leave 
and we are truly grateful for each and every gift we receive. 

A residuary gift  
is a percentage of the 

remainder of your estate 
once your loved ones have been 
provided for and any debts or 
expenses have been deducted. 

You can choose to leave the total 
residue to one beneficiary or 

share the total between a 
number of beneficiaries.

A pecuniary gift 
is a specified sum 
of money of your 

choosing. 

A specific gift  
is a particular  
item, such as 

property, a piece of 
jewellery or  
an antique.

Useful tips
When writing or updating your will, 
we always suggest you engage a 
solicitor or will writing professional 
to help you through the process 
and ensure your wishes are met. 

If you are planning to leave a gift 
in your will to SRUK, you need to 
include the following information:

Registered name:  
Scleroderma and Raynaud’s UK

Address:  
18-20 Bride Lane, London, EC4Y 8EE

Registered charity number:  
1161828

Get Your will for free
We have partnered with Bequeathed 
to offer SRUK supporters a free will. 
To start, go to bequeathed.org/sruk 
where you will register, complete 
the short online interview in your 
own time, and book an appointment 
to receive advice and your free will 
from an accredited legal firm.Contact us for 

more information
www.sruk.co.uk/legacy

Tel: 020 3893 5998

Email: fundraising@sruk.co.uk
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If you have already left a gift in your will to SRUK,  
or intend to, we would love the opportunity to say thank you. 

Please tell us your intentions by completing the form and returning it to 
FREEPOST SCLERODERMA, 18-20 Bride Lane, London, EC4Y 8EE

My details: 
Full Name: _____________________________________________________

Address:  ______________________________________________________

_________________________  Postcode: ____________________________

Telephone number: _____________________________________________

Email address: _________________________________________________

By giving SRUK these details you confirm that you are happy to be contacted about a gift in your will.

My intention: 
 I have already included SRUK in my will

 I intend to include SRUK in my will

 I would like further information, please contact me via email 

 I would like further information, please contact me via post

My gift:
If you wish to include further details about your gift, please do so here.  
All information you provide will be kept in the strictest confidence.

______________________________________________________________

______________________________________________________________

______________________________________________________________

My gift to  
Scleroderma and 
Raynaud’s UK


