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MESSAGE FROM THE PRESIDENT

I’d like to thank those people who provided input to the committee
following our request in the last newsletter.

The committee is now considering how we can best go forward.
Meetings will go ahead four times a year as usual and we are
investigating making one a visit to the Royal Children’s Hospital in
March/April.

However, we have agreed that there needs to be a change to the Christmas meeting arrangements.
We are sorry that we are now unable to provide lunch on that day and due to several other
considerations will not be able to conduct the Dutch Auction which has not only been so enjoyable,
but such a successful fundraiser in the past.

Whilst this is regrettable, the meeting will go ahead as an afternoon social gathering commencing at
2.00pm. We expect to have a report to bring us up to date on the research which has been carried
out at the Royal Children’s Hospital over the past year.

And we are inviting everyone to bring a plate of Christmas fare to share over a cuppa. So, do come
along and bring your friends and family members to make it an enjoyable wind down to the year.

It was pleasing to hear that the International Regional Conference conducted by
the GBS/CIDP Foundation International held in Preston on 8" November, was
quite a success — see the report in the next page.

x

Finally, on behalf of all the committee members, may | wish you and your families
all the best for the Festive Season and we look forward to meeting up again in “—
2026.

Margaret Lawrence
President
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Don’t Forget.......
CHRISTMAS AFTERNOON TEA

2.00pm Sunday 14*" December 2025
Ashburton Library, 154 High Street, Ashburton
Bring a plate to share.

CGBS/CIDP Foundation International
Australia Regional Conference
Saturday 8" November 2025

Thank you to John Badcock for this report.

A number of our members attended the above conference held at the Novotel in Preston. It was well
attended, (over 100), with participants from other States, New Zealand and US, as well as those
coming from Melbourne.

A variety of topics were discussed and covered:
o What’s New in Research and Treatment by Dr. Stephen Reddel
o Residual Pain Following GBS by Dr. Gareth Parry
o Working with Complexity, Simply: Pain, Fatigue and Recovery in GBS & CIDP by Grant
McKechnie
o EFT: ATechnique for Fatigue & Frustration by Lauren Brittain
o How to communicate with your healthcare professional led by Clive Phillips

Each speaker was expert in their topic and provided us with current treatments and trends for the
future.

Of particular interest to the writer as it was a new topic for me, was the presentation and discussion
on EFT (Emotional Freedom Techniques). A practical technique which we could all take away and
practice at home.

Clive Phillips led a discussion on communicating with your doctor which in many ways pulled the day’s
topics together. He made us think about our personal preparation prior to going to see our doctor.
This is a subject that is often overlooked and provoked some good discussion. It made us think about
what we each should do before our next visit to our doctor.

One of our members in particular was very appreciative of the coverage of MNN during the day which
would seem to be something not often included in this type of program.

It was a full day program with ample time for questions and answers.

Our thanks are due to the GBS/CIDP Foundation International for covering the costs of the day
meaning there was no charge for participants.
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IN GROUP ANNUAL GENERAL MEETING
Sunday 17" August 2025

President’s Report
Another year for the IN group has passed with a few changes happening to the group. Firstly, we have
less members as this day and age everything is so accessible online, our group is suffering with less
members attending meetings.
Interesting speakers and discussion groups have been worthwhile and we hope to move on with this
in the coming year.
Attending a thankyou evening at the Royal Children’s Hospital, and our doctors speaking at our
Christmas luncheon show us how much the donations from our members is appreciated.
Help has also come from our members when requested to phone or visit someone needing
encouragement.  Our Christmas function was attended by a small group of people who very
generously bid at the auction.
| wish to thank everyone who assists me, we would not have the group without the wonderful
committee.
| hope for the future we can all be inspired to keep the IN Group running, it is needed for information,
the gathering of people to support one another.
After all the years | have been involved I still see the group as a great need in the community.
With a big thank you to everyone.

Margaret Lawrence
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Finance Report
Statement of Income and Expenses for the period ended 30 June 2025

Income Expenses
Subscriptions 590.00 Internet costs 147.50
Donations 2037.00 Meeting Costs 300.00
Christmas Luncheon 551.30 Newsletter 263.30
Sundry Book Sales 15.00 Printing & stationery 36.00
Sundry Expenses 3.00
Donation to RCH 8000.00
Total Income 3193.30 Total Expenses 8747.65
Net Surplus/(Loss) (5554.35)

Statement of Financial Position for the period ended 30 June 2025

Assets

Bank Account 4667.50
Total Assets 4667.50
Equity

Retained Earnings 10,221.85

Current Year Earnings (5554.35)
Total Equity 4667.50
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Both subscriptions and donations are down which unfortunately means that the IN Group is not likely
to make a donation to the Royal Children’s Hospital this year. However, we should remember that
since the beginnings of the group we have made total donations of $187,000 towards GBS/CIDP
research, and hope to be able to donate in 2026, reverting to the original approach where we made
donations in alternate years.

Doug Lawrence: Treasurer
%k 3k 3k sk kok

Election of Office Bearers

The following people were elected to office for 2026.

President Margaret Lawrence

Deputy President John Burke
Secretary/Treasurer Melva Behr

Committee Members Mary Clarke, Doug Lawrence

We wish to thank all committee members for their contribution and commitment to the IN Group
during the past year.
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Guest Speaker: Malcolm Levy, Registered Pharmacist

Malcolm was born in Port Elizabeth, South Africa and qualified as a Pharmacist in 1981, requalifying
on moving to Australia in 2006. He owns and operates the Syndal Pharmacy.

Malcolm spoke about the changes which impact pharmacy in Australia and included discussion on:

e The introduction of 60 day prescriptions which whilst there may be some advantage to patients
not having to visit a doctor for repeat prescriptions as often, there is no advantage for
pharmacists who receive the same fee for dispensing a 60 day prescription as for a 30 day
prescription, and this does affect the pharmacy’s profitability.

e Also introduced, lower rates for pharmacists claiming for administering vaccinations; and
travelling allowance claims are no longer allowed.

The authorisation to administer scheduled drugs is provided by State legislation and during COVID,
the government introduced short courses for pharmacists and others which would authorise them to
provide a vaccination service to the community. This authorisation has not been withdrawn as the
government still wants senior Australians to continue to be vaccinated every 6 months and the service
provided by pharmacists has been well received.

The Australian Public Benefit Scheme is a great system. New medicines are continually being made
available, and we should do all we can to ensure it continues to serve the people of Australia. It is
most unfortunate that political issues in the Ukraine and Israel really have affected supply of
pharmaceuticals to this country.

During Q&I, Malcolm recommended that patients should be responsible when consulting with a
medical practitioner, to understand the why and how of the medications being prescribed and not
just ‘go along with the doctor’s recommendation’.
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What is Miller Fisher Syndrome?

Downloaded from GBS/CIDP Foundation International website in February 2025

Miller Fisher Syndrome (MFS), also called Fisher’s syndrome, usually begins with the rapid
development, over days, of 3 problems:

1. weak eye muscles, with double or blurred vision, and often drooping eyelids with facial

weakness;

2. poor balance and coordination with sloppy or clumsy walking; and

3. on physical examination, loss of deep tendon reflexes, such as the knee and ankle jerk.
MFS is named after Dr. C. Miller Fisher who described it in 1956 as a limited variant of ascending
paralysis, Guillain- Barre syndrome (GBS).

How is MFS diagnosed

Patients typically seek medical attention because of rapid decrease in vision over days and/or difficulty
walking. These changes are frequently preceded by a viral or diarrheal illness 1 to 4 weeks earlier.
Slurred speech, difficulty swallowing and abnormal facial expression with inability to smile or whistle
may also occur. Examination shows poor balance and coordination of the hands as well as loss of deep
tendon reflexes and eye muscle weakness. Facial weakness, enlarged or dilated pupils and a decreased
gag reflex on stimulation of the throat can be present in some patients. Tests of nerve conduction may
show diminished activity of nerves that carry sensory information to the spinal cord and brain.
Magnetic resonance (MRI) or other imaging of the brain and/or spinal cord are usually normal. Spinal
fluid protein is often elevated.

Pure Fisher syndrome is uncommon, with many patients going on to develop the prominent
widespread weakness of GBS.

How is it treated

Fortunately, this disorder is often short lived, progressing for only a few weeks and then improving.
MFS symptoms can signal the beginning of GBS, with breathing difficulties, so patients are often
hospitalized for observation. In pure MFS, a near full recovery typically occurs within 2-3 months. In
rare cases when symptoms substantially impair function, various treatments that limit or neutralize
immune system activity may be considered. These include high dose immune globulins or plasma
exchange.

What causes it

The cause(s) of Fisher’s syndrome is not completely understood. The waddling, duck-like gait is likely
due to the loss of a fat rich insulating material called myelin around nerves, designated as 1A, that
innervate the major sensory organ of muscle called the muscle spindle. These fibers send information
to the spinal cord about the speed and extent of muscle stretch without which skeletal muscles can
not properly function. As the clinical course progresses, other sensory fibers can be involved as well
as motor and autonomic fibers that respectively innervate muscles that move the eyes and face and
control function of the eye, pupil and the bladder. Multiple lines of evidence support an auto-immune
mechanism in which the preceding/triggering infection stimulates production of an antibody that
reacts to a sugar found on both the surface of infectious organism and the peripheral nerve causing
demyelination and loss of function of the nerve.
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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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