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Newsletter of the ‘IN” Group: THE INFLAMMATORY NEUROPATHY SUPPORT GROUP
OF VICTORIA INC., supporting sufferers from acute Guillain-Barre® Syndrome (GBS), Chronic
Inflammatory Demyelinating Polyneuropathy (CIDP), Multifocal Motor Neuropathy (MMN) and

other Inflammatory neuropathies.  ABN: 77 954 503 188 Reg. No: A0025170R

MESSAGE FROM THE PRESIDENT
IMPORTANT NOTICE: Next meeting cancelled.

I’'m sorry to advise you that we have had to cancel the next meeting
which was scheduled for Sunday 17" May 2026.

Itis very disappointing but has been unavoidable. However we do look
forward to seeing you at the AGM on 16" August.

March Meeting

At the last meeting we screened the video presentation “How to be your own health advocate” one
of the excellent Speakers Series run by the GBS/CIDP Foundation International and made available for
anyone to download from their website.

In this presentation, three patients discussed the different ways that they communicated with their
medical team in navigating the often incomprehensible and frustrating process of understanding the
best way to deal with their condition.

This is not always easy to do when you are plunged into a whole new word of medical terminology
while coping with new symptoms, so involving a support person in your many conversations can
provide good backing to you and encouragement when things do not go the way you want, or the
provision of good feed-back from your medical team seems to be unaccountably delayed. You can
never have too much personal support at these times.

Do go to the website www.gbs-cidp.org and look for the Speakers Series page for more interesting
presentations.

Again, | look forward to seeing you at the AGM in August.

Margaret Lawrence
President
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WHAT IS GBS? & WHAT IS CIDP?

In the newsletter over the past year, we have provided general articles on ‘What is Anti Mag?’ (Number 127)
and ‘Miller Fisher Syndrome’ (Number 128) downloaded from the GBS-CIDP Foundation International website
in February 2025.

Today we are including two instalments - What is GBS?’ and What is CIDP?’ Whilst most people who read these
newsletters, do know about these two conditions, there are people who are suddenly being confronted with
either one, and these general articles may assist them in some understanding.

What is GBS?

Guillain-Barré (Ghee-yan Bah-ray) Syndrome is an inflammatory disorder of the peripheral nerves
outside the brain and spinal cord.
It’s also called:

e Acute Inflammatory Demyelinating Polyneuropathy

e Landry’s Ascending Paralysis

GBS is characterized by the rapid onset of numbness, weakness, and often paralysis of the legs, arms,
breathing muscles, and face. Paralysis is ascending, meaning that it travels up the limbs from fingers

and toes towards the torso. Loss of reflexes, such as the knee jerk, are usually found.

What causes GBS?

The cause is unknown. We do know that about 50% of cases occur shortly after a microbial infection
(viral or bacterial), some as simple and common as the flu or food poisoning. Some theories suggest
an autoimmune trigger, in which the patient’s defence system of antibodies and white blood cells are
called into action against the body, damaging myelin (nerve covering or insulation), leading to
numbness and weakness.

How is it diagnosed?

To confirm a diagnosis, two tests may be performed:
e Alumbar puncture looking for elevated fluid protein
e Electrical test of nerve and muscle function

How is it treated?

GBS in its early stages is unpredictable, so except in very mild cases, most newly diagnosed patients
are hospitalized. Usually, a new case of GBS is admitted to ICU (Intensive Care) to monitor breathing
and other body functions until the disease is stabilized. Plasma exchange (a blood “cleansing”
procedure) and high dose intravenous immune globulins are often helpful to shorten the course of
GBS. The acute phase of GBS typically varies in length from a few days to months, with over 90% of
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patients moving into the rehabilitative phase within four weeks. Patient care involves the coordinated
efforts of a team such as a neurologist, physiatrist (rehabilitation physician), internist, family physician,
physical therapist, occupational therapist, social worker, nurse, and psychologist or psychiatrist. Some
patients require speech therapy if speech muscles have been affected.

Variants

There are many variants of GBS, but they all share the characteristic of being ‘rapid onset’:

e Acute Inflammatory Demyelinating Polyneuropathy (AIDP) 75% — 80% of cases fall into this
‘classic’ category

e Acute Motor Axonal Neuropathy (AMAN) Similar to AIDP, but without sensory symptoms

e Acute Motor Sensory Axonal Neuropathy (AMSAN) Severe variant of GBS more prevalent in
Asia, Central America, and South America

e Miller Fisher Syndrome Characterized by double vision, loss of balance, and deep tendon
reflexes

Living with GBS

Recovery may occur over six months to two years or longer. A particularly frustrating consequence
of GBS is long-term recurrences of fatigue and/or exhaustion as well as abnormal sensations including
pain and muscle aches. These can be aggravated by ‘normal’ activity and can be alleviated by pacing

activity and rest.
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What is CIDP?

Chronic Inflammatory Demyelinating Polyneuropathy (CIDP) is a rare disorder of the peripheral nerves
characterized by gradually increasing sensory loss and weakness associated with loss of reflexes.

The number of new cases per year of CIDP is about 1-2 per 100,000 people, but as the disease can be
present in a person for years prior to diagnosis, the prevalence reflecting the accumulation of cases
over time may be as high as 9 per 100,000 in some areas.

CIDP is caused by damage to the covering of the nerves, called myelin. It can start at any age and is
more frequent in men than women.

Many people with CIDP benefit with treatment. Although there is a wide spectrum of how severely
people with CIDP can be affected, some with the condition require assistance to perform daily tasks.
In the more severe cases devices like wheelchairs or walkers may be needed for mobility. One of the
goals of early diagnosis and proper treatment is to avoid this level of disability and to improve the long
term outlook.

What causes CIDP?

Current theory holds that the body’s immune system, which normally protects itself, perceives myelin
as foreign and attacks it. Myelin is an important part of the peripheral nervous system. It wraps
around the nerve axon (the long, wire-like part of a nerve cell) much like insulation around an electrical
wire. The nerves extend from the spinal cord to the rest of the body, stimulating muscle contraction
and transmitting sensory information back to the nervous system from receptors in the skin and joints.
This insulation (myelin) allows electrical impulses to efficiently travel along the nerve axon. When
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myelin is damaged or removed, these electrical impulses are slowed or lost, and messages transmitted
from the brain are disrupted and may never make it to their final destination. What causes this
process is not yet clear.

How is it diagnosed?

Diagnosis of CIDP is based on the symptoms of the patient:

Symptoms such as loss of sensation (numbness), abnormal sensation (tingling and pain), loss of
reflexes, and weakness (difficulty walking, foot drop)

Tests such as nerve conduction and EMG (usually showing a demyelinating neuropathy), spinal fluid
analysis (usually showing elevated protein with normal cell count), blood and urine tests (to rule out
other disorders that may cause neuropathy and to look for unusual proteins)

How is CIDP treated?

There are three standard or first line treatments in CIDP:

e Corticosteroids (Prednisone, Prednisolone) are similar to naturally occurring anti-
inflammatory hormones made by the body, and can be used as an initial treatment.
Corticosteroids often improve strength, are conveniently taken by mouth, and are
inexpensive. Side effects however can limit long-term use.

e High-dose Intravenous Immune Globulins (IVIG) is the only drug that has FDA, Canadian, and
European approval for treatment of CIDP. IVIG contains naturally occurring antibodies
obtained from healthy volunteers. IVIG is given through a vein over the course of several
hours. There are also newer treatments with preparations of higher concentrations that can
be given under the skin (subcutaneous) now available for CIDP patients.

e Plasma Exchange (PE), or Plasmapheresis (PLEX), is a process by which some of the patient’s
blood is removed and the blood cells returned without the liquid plasma portion of the
patient’s blood. It may work by removing harmful antibodies contained in the plasma.

There are a large number of so-called second line drugs used to treat CIDP. These are used when the
above standard treatments fail, cause significant side-effects, or the clinical response is not optimal.
These drugs are largely not tested in randomized controlled trials, but their use is supported by case
series from the medical literature.

There are a number of so-called third line treatments, usually chemotherapy drugs, but these should
be given only in selected circumstances and by those with extensive experience in their use.

There are also ongoing research studies and clinical trials.

Treatment of CIDP is an art. An experienced doctor is more likely to have good outcomes than
someone treating their first case as is true throughout medicine. That is why we have set up the
“Centres of Excellence programme”. If treated early, most CIDP patients respond well to therapy that
can limit the damage to peripheral nerves and contribute to improved function and quality of life and
at times can cure the disorder altogether.

Variants

Typical CIDP is a symmetrical motor and sensory progressive neuropathy affecting proximal and distal
muscles with loss of deep tendon reflexes.

Multifocal Motor Neuropathy is a pure motor disorder in which there is asymmetric weakness in the
distribution of individual nerves that can be confirmed by diagnostic nerve conduction results.
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Lewis-Sumner syndrome is a sensory-motor disorder in which there is sensory loss and weakness in
the distribution of individual nerves. Diagnostic nerve conduction studies confirm the focal nerve
involvement.

Pure sensory CIDP presents with sensory loss, pain, and poor balance with abnormal gait or walking.
There is no weakness but frequently motor nerve conduction studies are abnormal in addition to
sensory conduction studies.

Pure motor CIDP presents with weakness and loss of reflexes without sensory loss.

There are other less well established variants most of which would fall into the category of CIDP.

Living with CIDP

Post-treatment life depends on whether the disease was caught early enough to benefit from
treatment options. Patients respond in various ways. The gradual onset of CIDP can delay diagnosis
by several months or even years, resulting in significant nerve damage that may limit and delay the
response to therapy. The chronic nature of CIDP requires long-term care of patients.
Accommodations in the home may be needed to facilitate daily living activities.

For further information you can go to the GBS/CIDP Foundation website at www.gbs-cidp.org
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AUSTRALIAN CIDP NATIONAL REGISTRY OPERATIONAL

REMINDER

The Australian CIDP National Registry (ACNR) database is now operational, and participant
recruitment has commenced at two initial sites: Westmead Hospital and Sunshine Coast University
Hospital. Additional sites are expected to begin recruitment this year.

Participation in the Registry will be coordinated through neurology practices and hospitals. The
registry is only collecting information about CIDP patients.

If you are interested in participating, please contact your Neurologist in the first instance.
Alternatively, if you would prefer the registry team to reach out to your doctor on your behalf, you
can email them at ACNR@sydney.edu.au.

For further information you can go to their website: https://acnr.org.au/
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The Inflammatory Neuropathy Support Group of Victoria Inc.
Membership 01.07.2025 - 30.06.2026

Name:

Address:

Suburb:

Postcode:

Mobile:

Email:

NOTE: The IN Group’s preferred communication is by email.
If you wish to have your Newsletter sent in hard copy please tick here: []

ITEM EACH PAYABLE

Annual Subscription (due 1° July each year) $15

Donation to support Medical Research ($2 or more is tax deductible)

Tick here if a receipt is required =/

TOTAL ENCLOSED  a money order (payable to The IN Group)

Thank you! Please forward this form along with your payment to:
The IN Group, 44 Mavis Avenue, Beaconsfield 3807 or
you can pay directly using the following information:

BSB / Account: 063142 / 1000 6285

Account Name: The IN Group
Important! Include your name in the “Description / Reference”.

Also, include info@ingroup.org.au where an email field is made
available for the transaction.

Disclaimer: Information presented in “INformation” the Newsletter of the Inflammatory Neuropathy Support Group of
Victoria Inc., is intended for information only and should not be considered as advising or diagnosing or treatment of
Guillain-Barre Syndrome, CIDP or any other medical condition. Views expressed in articles are those of the authors and
do not necessarily reflect the opinions or Policy of The IN Group.
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