SUPPORTING
SOMEONE WITH
SCLERODERMA

A guide for friends and family

Learn. Understand. Support.
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What is Scleroderma?

Scleroderma (or systemic sclerosis) is a rare
autoimmune condition that causes hardening and
tightening of the skin and can affect internal organs.
Its exact cause is unknown, and there is currently
no cure. Treatments can help manage symptoms
and improve quality of life.

There are two main types:

 Limited scleroderma - slower progression, mostly
affects skin and esophagus.

* Diffuse scleroderma - skin changes are more
rapid and widespread, may involve lungs, kidneys,
and heart.

The term scleroderma can also be used to refer to a
subtype called localised scleroderma or morphoea.
Morphoea affects the skin but not internal organs.
Some forms, like linear or generalised morphoea,
can also involve deeper tissues, such as fat, fascia,
muscle, and bone, limiting movement. Up to 20% of
people with morphoea may have more widespread
symptoms such as joint pain or fatigue. Morphoea
can affect children and teens, impacting appearance,
confidence, and mobility.

Scleroderma is 3-4 times more common in women,
particularly between ages 25 and 55. While the exact
cause is unknown, hormonal, genetic, and possible
occupational factors may contribute.

* Women are more likely to develop limited
scleroderma.

* Men, though less frequently diagnosed, may
experience more severe organ involvement when
they do have the condition.

Scleroderma isn't one-size-fits-all. It comes in different
forms, and each person’s experience can vary widely.



Understanding the challenges

People with scleroderma may face:

* Raynaud’'s Phenomenon: Exposure to cold and
stress can trigger pain and numbness of the fingers
and toes.

* Pain & stiffness in joints: Can impact everyday
tasks, like opening jars or walking
long distances.

* Skin changes and ulcers: Skin may become tight,
thickened, or develop painful sores, especially on
fingers and toes. These can take time to heal and
may require special care.

* Digestive issues: Reflux, bloating, constipation, or
difficulty swallowing are common. These symptoms
can affect nutrition and comfort.

* Fatigue and emotional strain: Chronic fatigue
isn't just tiredness, it can be overwhelming and
unpredictable.

* Organ involvement: Can affect the lungs,
kidneys, or heart, requiring ongoing monitoring and
treatment.

Symptoms vary widely. Some people can live full,
active lives with minimal symptoms.



How you can help

Support doesn't mean taking over. Many people
with scleroderma want to stay as independent as
possible. Ask before helping, and follow their lead.

Everyday support

Be patient if they have physical disability.
Offer help without assuming they can't do
something.

Keep environments warm. Gloves, blankets, or
avoiding cold venues can make a big difference.
Support skin care routines. Moisturising helps
reduce discomfort from tight, dry or itchy skin.
Help reduce stress. Stress can worsen
symptoms. Calm environments, gentle
reassurance, and flexibility help.

Medical & practical support

Offer transport to appointments. Fatigue or
disability can make travel difficult.

Help track symptoms. Some people appreciate
help noticing changes or preparing questions for
their doctor.

Encourage gentle movement. Range-of-motion

exercises help maintain flexibility, especially in
hands and face.

Emotional support

Listen without trying to fix everything.
Chronic conditions can feel isolating. Being heard
matters.

Acknowledge invisible symptoms. Fatigue,
pain, and digestive symptoms aren't always visible.
Respect their pace. Plans may

need adjusting. Flexibility h

shows care.
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When to encourage medical
attention

If you notice any of these, encourage them to
contact their healthcare team immediately:

* Breathing: Worsening shortness of breath or
chest pain.

* Severe Raynaud’s: Ulcers, intense pain, redness,
or non-healing sores.

* Sudden swelling or high blood pressure:
Especially with headache or vision changes.

* New or worsening digestive symptoms:
Severe reflux, difficulty swallowing, or vomiting.

These can signal serious complications. Acting
quickly matters.

Building a support network

Living with scleroderma can feel isolating, but no one
should face it alone. A strong support network can
make a real difference in emotional wellbeing and
quality of life.

Encourage them to:

* Join a support group: Connecting with others who
understand can be empowering and comforting.

* Connect with Scleroderma Australia: Access
resources, updates, and local support.

* Join your state association: Stay informed
through newsletters, events, and research
updates. It's a meaningful way to show you care
and value inclusion.

You're part of their team.

Whether it's attending an event together, reading the
latest newsletter, or simply checking in, your support
helps them feel seen, understood, and less alone. It's
okay to also seek support when you need it. Reach
out to a health professional or carer organisation,
while always respecting the privacy of the person
you're supporting.
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