Treating Pulmonary Sarcoidosis

There is no cure for sarcoidosis. When
treatment is needed, its aim is to stop lung
inflammation and scarring, prevent the disease
from worsening, ease symptoms, and improve
quality of life.

- Corticosteroids (commonly called
prednisolone) are often used to treat
sarcoidosis. Corticosteroids target the
immune cells to reduce inflammation. A high
dose is usually prescribed at the start of the
treatment, before being reduced to a lower
‘maintenance dose’, and may be continued
for a year or more.

- Steroid sparing medications such as
Methotrexate, Mycophenolate and
Azathioprine are sometimes used with
corticosteroids. These medicines work by
reducing the activity of the immune
system and associated inflammation. The
main goal is to effectively manage
sarcoidosis while allowing you to reduce
your use of corticosteroids and help avoid
the potential steroid-related side effects.

The Outlook

Sarcoidosis affects people differently and often
follows an unpredictable course. Most people
with pulmonary sarcoidosis recover within a
few vyears, and some don't even need
treatment. However, others can be more
severely affected with symptoms worsening
over time and may require more prolonged
treatment. This is called chronic sarcoidosis.

Who We Are

SarcoidosisUK provide support and information
to anyone affected by sarcoidosis. We also raise
awareness and fund research. Contact us for
information on our support services.

How You Can Help
Donate:
www.sarcoidosisuk.org/donate

Get involved in medical research:
www.sarcoidosisuk.org/research/get-involved-
sarcoidosis-research/
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Sarcoidosis and the Lungs

Sarcoidosis can affect any organ in the body.
About 90% of the time, it involves the lungs or
lymph glands in the lungs. This is known as
'pulmonary’ sarcoidosis.

How Sarcoidosis affects the Lungs

The lungs transfer oxygen from the air we breathe
into the blood. At the same time, carbon dioxide
leaves the blood through the lungs. This exchange
of oxygen and carbon dioxide happens in the
lungs.

In pulmonary sarcoidosis, clusters of immune cells
(known as ‘granuloma’) gather in the lungs and
disrupt the transfer of oxygen.

These granulomas can lead to scarring, making it
hard for the lungs to stretch and reducing their
capacity. This can cause a loss of working lung
tissue, leading to shortness of breath.

Furthermore, granulomas might form around the
lungs' lymphatic (or ‘lymph’) system, which is part
of the immune system circulating immune cells
throughout the body.

Symptoms of Pulmonary Sarcoidosis

For some people, the symptoms of pulmonary
sarcoidosis start suddenly and don’t last very long.
In other people, symptoms may develop gradually
and may last for many years.

Some people don’t have any symptoms and only
find out they have pulmonary sarcoidosis during a
routine chest X-ray or other tests.

Common symptoms:

«  Feeling very tired and washed out.

«  Shortness of breath, especially with exercise
« Dryand persistent cough

o  Chest pain

Living with Pulmonary Sarcoidosis

Although sarcoidosis affects people very
differently there are some shared experiences for
those living with the condition.

It is common that patients may feel tired and
lethargic (fatigued), lose weight or suffer with
fevers and night sweats.

Sometimes symptoms may suddenly get worse -
this is known as a ‘flare-up’. This may be triggered
by stress, infections, a change in environment or,
often, nothing recognisable.

Itis important to make sure you eat healthily, pace
yourself and talk to friends and family about your
sarcoidosis. You should discuss your condition
early on with your employer — you can use the
SarcoidosisUK Information for Employers Leaflet.
Sarcoidosis can leave patients feeling scared and
isolated - recognising mental health problems
early and seeking support is important. Please
contact SarcoidosisUK or your GP for professional
support.

Techniques to Understand your Condition.

Sarcoidosis can be difficult to diagnose,
particularly if the symptoms aren’t obvious. You
might need several tests or scans to diagnose it.

X-rays can give a picture of lung changes.
Generally, if an abnormality is found, additional
tests are performed to confirm any diagnosis.

Lung Function Tests. These include:

- spirometry tests: measure how well you
breathe in and out.

- lung volume tests: measure the total size of
your lungs.

- gas transfer tests: measure the amount of
oxygen that passes from your lungs into your
blood.

CT scan (also called computed tomography)
combines X-rays and computer technology to
create detailed images of the inside of your body
in cross section.

PET scan combines CT images with a radiotracer
which allows the scanner to detect areas of
inflammation in the lungs and the rest of the body
associated with sarcoidosis. You will be asked to
not eat for six hours before the scan, and during
the~scan, the radiotracer will be injected into a
vein in your arm.

MRI scans use magnetic fields and radio waves.
They show some abnormal tissue clearer than CT
scans/MRl is rarely-used with the lungs but may be
useful to check if other organs like the bones and
heart are affected.

Bronchoscopy involves a thin flexible camera
inserted through your mouth to examine your
lungs for signs of sarcoidosis. Often a small
samples (biopsy) of lung or lymph nodes is taken
to help make a diagnosis. Samples of lymph nodes
can also be taken using an ultrasound probe to
guide the scope, and then the procedure is called
an endobronchial ultrasound (EBUS).

In rare situations, surgery is required to obtain a
biopsy. This technique is used when doctors want
to be certain about the diagnosis of sarcoidosis.
The most common method for this is called VATS
(video-assisted thoracoscopic surgery).



