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) CIDP), Multifocal Motor Neuropathy
(MMN) and other Inflammatory neuropathies. ~ ABN: 77 954 503 188 Reg. No: A0O025170R

Annual General Meeting
(see notice inside this issue)

Sunday 17t August 2025 2.00pm
Ashburton Library, 154 High Street, Ashburton
Speaker: Malcolm Levy, Pharmacist
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MESSAGE FROM THE PRESIDENT

We are seeking your input on strategies we could employ to boost our
membership and attendances at meetings and ensure the continued
viability of the group to be able to provide information and support to
members and people newly diagnosed with GBS, CIDP or MNN
referred to us.

For some time, probably most notably since the COVID-19 lockdowns,
member numbers have been gradually dwindling and it follows that attendances at meetings have
also declined.

Of course, the ‘internet effect’ has made it easier for people wanting information to pick it up from
credible sources without having to go away from home and also, treatments have improved and more
people are moving into earlier remission these days so do not see continued membership of a support
group as an essential.

Remembering that GBS and CIDP are still relatively rare conditions and that it is unlikely new members
would come in great numbers, and that as people progress through the condition, they become less
mobile to attend meetings.

Most people seeking membership do so because they want to be able to meet and speak to others in
a similar position, and also to take advantage of the knowledge shared by neurologists and other
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health professionals which increases their understanding of their condition. It goes without saying
that we prefer to have good numbers to hear the health professionals speak at our meetings.

The Committee has been considering how we can achieve the boost we need and now look forward
to your responses and advice on the suggestions below which we think would be useful in reactivating
the group.

Do you have expertise, and would be interested, in providing advice to the committee on how we may
reactivate the following support activities:

1. Do you know of any public registry for people who have GBS or CIDP and if so how we might
provide information on the support services we can provide?

2. Would you be able to visit GBS/CIDP/MNN patients in hospital? These could be people who
have recently been diagnosed or those people who have regular infusions in a hospital.

3. Would you be prepared to be on a list of telephone contacts to provide general information
to those newly diagnosed?

4. Do you think we should persevere with distributing information brochures to medical clinics
and hospitals?

5. Would you like to draw up a design for such a brochure?

6. Would you like to become a committee member with particular responsibility for an activity
of your choice?

7. What sort of medical information from a speaker would you find most helpful and could you
suggest a speaker?

8. Would you like to set up and monitor social media for the group?

9. Do you want to hear more about the research being conducted at the Royal Childrens Hospital
at our annual Christmas Lunch?

10. Do you have any other information and/or ideas which you’d like to put forward?

Please send your response to our email address info@ingroup.org.au or telephone Melba on 0438
016 446, or Margaret on 9802 5319 to talk about your ideas.

Margaret Lawrence

President
Annual subscriptions $15.00 are due and payable on 1% July 2025.
Please complete the form on the back page.
UP-COMING MEETING DATES TO REMEMBER
Sunday 14" December 2025 12noon Ashburton Library Christmas Lunch
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From the GBS/CIDP Foundation International:
GBS/CIDP REGIONAL PATIENT CONFERENCE
Saturday 8 November 2025

Novotel Melbourne, Preston
Dear Community,
We’re excited to announce that the GBS|CIDP Foundation International will be hosting a Regional
Patient Conference in Melbourne, on Saturday, 8 November 2025 at the Novotel Melbourne Preston
—and you're invited!

This special one-day event is designed just for patients and families affected by Guillain-Barré
Syndrome (GBS), Chronic Inflammatory Demyelinating Polyneuropathy (CIDP), Multifocal Motor
Neuropathy (MMN), and related conditions.

Full-day program with expert talks, patient stories, and support resources
You’ll hear from leading neurologists and specialists, connect with others who understand the journey,
and walk away with practical tools to help navigate life with a rare condition. Whether you're newly

diagnosed or well into your recovery, there’s something for everyone.
Registration will open soon — stay tuned!

CLINICAL TRIAL

Clinibase is currently recruiting people in Melbourne aged 65+ to participate in
vaccine clinical trials. This one could be of interest to you.

Diabetic peripheral neuropathic pain
Location: Melbourne

Study Background

This Phase 2 study is testing the effects of a medical cannabis inhaler in treating nerve pain
caused by diabetes. Participants will use a device called the Syge Inhaler, three times a day,
alongside their regular pain management treatment.

Key eligibility criteria
e Aged18-75
e Diagnosis of diabetic peripheral neuropathic pain (DPNP)

For information about the organisation and the trial go to the website https://clinibase.com and
click on the ‘current trials’ page.
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ANTI-MAG PERIPHERAL NEUROPATHY
The following was downloaded from the GBS/CIDP Foundation International website in February 2025
What is Anti-Mag Peripheral neuropathy

Anti-MAG peripheral neuropathy is a very rare disease, constituting perhaps 5% of CIDP-like disorders.
Anti-MAG occurs when the body’s own immune system develops antibodies against a key glycoprotein
(myelin-associated glycoprotein, or MAG). MAG is essential to maintaining a healthy peripheral
nervous system.

The disorder is predominantly characterized by distal sensory loss in the extremities (hands and feet),
a tingling sensation in the affected limbs, a mild to moderate tremor, and poor balance which can lead
to difficulty walking. As the disease progresses, individuals develop some muscle weakness as well.
Ninety percent of patients are male, and most of them are in their 50s or 60s.

Anti-MAG differs from CIDP in that it is not an inflammatory disease, and therefore typical CIDP
treatments are usually only transiently effective in these patients.

What causes Anti-MAG

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 receptors in the skin and joints. This insulation (myelin) allows
electrical impulses to efficiently travel along the nerve axon. When 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.

MAG is a special type of glycoprotein that is found within the myelin sheath and in Schwann cells,
which are the cells that are responsible for creating and maintaining myelin sheaths on nerve axons.
It is thought that MAG plays a role in a signaling cascade that “turns on” the Schwann cells, leading to
normal myelin production and healthy peripheral nerve activity.

In anti-MAG peripheral neuropathy, the body produces serum IgM antibodies that bind to MAG,
preventing MAG from signaling the Schwann cells and myelin to do their job. This results in the loss of
the nerves’ normal function, leading to problems in both sensory and motor function.

It is still unclear what causes the body to create anti-MAG antibodies in the first place. In about 98%
of cases, the anti-MAG antibodies are the result of an abnormal expansion (increase in numbers) of a
single antibody-producing cell. This condition is called monoclonal gammopathy. Monoclonal
gammopathies are the irregular proteins produced by these cells. These proteins are called
immunoglobulins and there are different types; Immunoglobulin G (1gG), IgA, IgM, IgD and IgE. In anti-
MAG neuropathy the monoclonal gammopathy is IgM. Most monoclonal gammopathies are not
associated with neuropathies or any other disease but occasionally they can be malignant. Your
neurologist may refer you to a haematologist to rule out other diseases.

How is Anti-MAG diagnosed

Detecting anti-MAG neuropathy starts with identifying the symptoms of the patient:
@ - @ Email: info@ingroup.org.au
Website: www.ingroup.org.au
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e Sensory loss starting in toes in fingers

e Loss of vibration senses

e Unsteady gait

e Tremors in hands and legs
Diagnosis proceeds with a neurological examination. If the examination indicates that the patient has
a peripheral neuropathy then testing for an IgM monoclonal gammopathy and electrodiagnostic
testing is done. If the blood work and/or the EMG are appropriately abnormal then blood testing for
anti-MAG neuropathy is done. Other blood work will be done to exclude another cause for the
patient’s condition. Some patients will have an elevated protein in their cerebral-spinal fluid, which
can be obtained through a spinal tap.

How is Anti-MAG treated

There are many therapeutic treatments that have been used for anti-MAG neuropathy. Most of these
treatments are thought to reduce the levels of anti-MAG antibodies.
e Rituximab: One of the most promising treatment options, it is itself an antibody that binds to
B- cells (cells that make antibodies) and removes them from the blood, cutting off the
production of anti-MAG antibodies at the source. Studies have been inconclusive but there is
a suggestion that most patients experience an increase in sensory and motor abilities within
the first few months of therapy. However there is a risk that other infections and diseases
could occur that would normally be prevented by an intact immune system. Usually this is not
prescribed unless symptoms become severe.
e Cyclophosphamide: Cyclophosphamide is a drug often used in the treatment of lymphomas.
It works by killing rapidly dividing cells such as antibody-producing B-cells, which in turn
decreases antibody levels. This leads to significant improvements in people with anti-MAG
neuropathy in relieving sensory loss and helping to improve quality of life in a few short
months. There is, however, a long-term risk of cancer with chronic use of this treatment.
e |VIg (Intravenous Immunoglobulin): IVIg infusions help only a small segment of patients in the
initial phase of the disease. It is not very effective in treating anti-MAG neuropathies.
e Steroids and plasma exchange treatments are not recommended for anti-MAG.
e Other agents that target lymphocytes and particularly B cells are considered on an individual
basis. This is frequently done in collaboration with a haematologist.
Current immune therapies—while temporarily effective in some patients—are associated with
considerable side effects which limit their prolonged use and efficacy. They should be reserved for
patients impaired in their daily activities or for patients in a progressive phase of the disease.

Living with Anti-MAG
The progression of anti-MAG is slower and less severe than CIDP, and many patients continue living
relatively normal lives while managing their symptoms with simple exercises or drug therapies.

Usually, only 10 percent of patients become severely disabled and wheelchair-bound.

For more information go to the GBS/CIDP Foundation website at https://www.gbs-cidp.org
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Helpful Accessories
With thanks to Hugh who has passed on this information.

Redgum Lock and Load Clip

Lock and Load Clip, the ultimate solution for
keeping your walker securely folded during
transport. Designed for effortless loading and
unloading, this innovative clip ensures your
walker stays in a compact position.

To lock, simply fold the walker, rest it on its
rear wheels, and push the contoured pad
upward to secure it in place.

When you’re ready to use your walker, just reverse the process: push the
pad down to release the hinge and easily open the walker by squeezing
the hand brakes and pushing forward.

For information go to:
https://www.mobilityandwellness.com.au/product/redgum-lock-and-load-clip/
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Ring pull can opener
Ring pull opener saves broken fingernails, slicing your skin on sharp edges, and maintains

independence for those with weak or arthritic
hands.

Simply hold the can still on a flat surface and use the
other hand to lift the ring and peels lids away with
ease.

It has a comfy non-slip handle, is dishwasher safe and ’
15cm long.

For information go to:
https://www.quaildirect.com.au/Can-Ring-Opener/productinfo/LDOP/

Newsletter Contributions

We always welcome contributions for the newsletter. If you have a suggestion or an article which you
think would interest members, please email it to info@ingroup.org.au or send by post to 26 Belmont
Road, Glen Waverley Vic 3150
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The Inflammatory Neuropathy Support Group of Victoria Inc.

2025 ANNUAL GENERAL MEETING

Notice and Agenda for the Annual General Meeting of the Inflammatory Neuropathy Support
Group of Victoria Inc. to be held on Sunday 17" August 2025 at the Ashburton Library, 154
High Street, Ashburton commencing at 2.00pm.

AGENDA

Confirmation of Minutes of 2024 AGM

Reports from President and Treasurer

Election of Officers and Members of Committee*
Confirmation that the Committee sets the annual subscription
Any special business of which 21 days notice has been given.
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*Positions to be filled are:
President, Vice-President, Secretary, Treasurer, Membership Co-ordinator, General Committee
Member/s

Guest Speaker: Malcolm Levy, Pharmacist
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The Inflammatory Neuropathy Support Group of Victoria Inc.

Nomination form for Election to Committee 2025/2026

POSItiON: ..o, NOMINEE: civiiieiieeeiiee e
Nominated by: ....ccccovviiieiiiiiieee e, Seconded by: ....coovviiiiiiiii e,

Accepted by nominee:
SIgnature s Date: ...ccceeee

To be returned to:
The Secretary, The IN Group, 26 Belmont Rd., GLEN WAVERLEY 3150 by 10* August 2025.
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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 cheque/money order (payable to The IN Group)

Thank you! Please forward this form along with your payment to:
The IN Group, 26 Belmont Rd., GLEN WAVERLEY 3150
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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