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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) and other Inflammatory neuropathies.

ANNUAL GENERAL MEETING
2.00pm SUNDAY 25th SEPTEMBER 2022
Ashburton Library
154 High Street, Ashburton
Guest Speaker Associate Professor Andrew Kornberg MBBS(Hons) Dip TA (ATAA) FRACP
Senior Neurologist, Director Royal Children’s Hospital Global
A small plate for afternoon tea would be appreciated.

See notice and a nomination form for the committee on the back page.

MESSAGE FROM THE PRESIDENT
It was so nice to see so many of you at the June meeting to hear
Dr Nicholas Crump update us on his research.
The committee was sorry to receive Neil McCoy’s advice that he
had decided to step down as Editor of the IN Group newsletter.
He has been producing our newsletter over the past couple of
years. We thank Neil very much for his work in rejuvenating and updating the newsletter
which is emailed and posted all over Australia and overseas.
We are pleased to advise that another Margaret (Wilson) has agreed to take over the position
of Editor and we wish her well in continuing this important aspect of our communication with
people who have either experienced GBS or CIDP themselves or who know someone who has,
and who welcome the information and support which the IN Group provides.
Also, we welcome Gwen McInnes’ latest fundraising initiative – personalised mugs for
Christmas. A great idea and details follow on the next page.
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FUND RAISING FOR GBS/CIDP RESEARCH PROGRAMMES
Options:
1, Mugs with ‘Merry Christmas’ on
one side and a personalised name
on the other Cost $5.00 per mug
2. Mugs painted with ‘Merry
Christmas’ and Santa (no names) –
Cost $10.00 per mug
All mugs must be paid for when ordered. Please use the order form below.
It may be sent, with your remittance, to Doug Lawrence, 26 Belmont Road, Glen Waverley 3150
Last orders will be taken at the September meeting
We are sorry that we cannot deliver your order, all mugs must be collected at the
4th December 2022 meeting

IN Group Fundraiser: Christmas Mugs Order Form
1.

2.

Number with ‘Merry Christmas” plus name @ $5.00 each = Total cost $ ……………..
Name/s to be put on mugs:
……………………………………………………….

…………………………………………………………

……………………………………………………….

…………………………………………………………

……………………………………………………….

…………………………………………………………

Number with ‘Merry Christmas’ & Santa @$10.00 each = Total cost $ ………………..
NOTE – no personalised names on these mugs

Name: …………………………………………….…………… Phone/email: ………………………………..
Address: ………………………………………….. …………………………… Postcode …………………..
Remittance for $................... enclosed.
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Speaker 19th June 2022 meeting

Dr Nicholas Crump MBBS PhD FRACP
Neurologist Austin Hospital
Dr Nicholas Crump is a highly qualified neurologist with subspecialty training in
Neuroimmunology, Neuromuscular medicine, and Clinical Neurophysiology.
Research has been fundamental throughout his career, with involvement in many
clinical trials in multiple sclerosis (MS) and chronic inflammatory demyelinating
polyneuropathy (CIDP). Dr Crump is currently undertaking a major investigatorled study exploring the role of ultrasound in diagnosing and assessing patients
with CIDP and works with international collaborators in research utilising
neuromuscular ultrasound.

********
Dr Crump observed it had been a while since he had been able to speak to the IN Group and
thanked IN Group members who participated in his first research project over the last couple
of years. Participation which has been greatly appreciated.
The Austin Hospital is one of the few places in Melbourne carrying out ultrasound in clinical
work and in research technology as assessment of critical nerves. The technique is used
around the world. Nicholas became interested as to whether or not ultrasound would be
helpful to monitor progress in CIDP, to find out if it could be used in better treatment and
management of people.
Ultrasound looks at the size, appearance and shape of the nerves. In CIDP they often get
bigger and darker in appearance. On ultrasound in variable distributions some parts look
normal some don’t and with some people it can be particularly helpful.
Ultrasound is now recognised as not replacing neck, leg and arm nerve conductions but
assisting in different ways enabling separation of CIDP from other neuropathies. Hopefully it
will be made more widely available as a diagnostic tool.
CIDP diagnosis can be delayed for 12 months or more, especially with patients who are trickier
to diagnose. Numbness, weakness or other variants often don’t get diagnosed quickly –
ultrasound can help the making of faster diagnosis in those cases and it is now included in the
diagnostic criteria for CIDP which came out last year. It may have been long in the making,
but it is now recognised that ultrasound can assist in diagnosis.
Work in Australia is contributing to worldwide research. The current project is large, following
CIDP over time and using ultrasound to assist in assessing patients. By following over time,
we should see if ultrasound can show changes following treatment.
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To date it would appear that ultrasound may not be so good for monitoring, but more
promising to use as a diagnostic tool. We will continue to look for other ways of more
successful monitoring nerve conduction – always looking to progressing better ways to
monitor CIDP.
IVIG – you will be aware of changes to access to IVIG and you will also know there is a
difference in the treatment requirements of each CIDP case. The government is concerned
about the expense of IVIG. CIDP is the single biggest disease which gets IVIG in Australia and
the government wants cost effectiveness. A large study on cost effectiveness was carried
out last year and now the government is looking for recognised protocols for treatment.
By numbers, Australia has twice as much CIDP as rest of the world. Research grants to study
CIDP nationwide over the next 5 years, will collect information on what treatments each
patient is receiving, planning for better process and finding bio-markers to make better
assessments of CIDP. Under the research programme, it is planned to launch a database of
CIDP, GBS, MND, MMN and other inflammatory neuropathies so a better understanding of
the immediate position in Australia is understood. It will be a good opportunity to obtain
information from medical practitioners and clinics about their patients and share this with
the rest of the country. COVID-19 has held up the establishment of this database and it is
hopeful more news about it will be out soon.
The Austin and Royal Melbourne Hospitals are involved in a new CIDP ‘optic trial’. Based in
Holland and in the UK, this trial is for people with newly diagnosed CIDP or
worsening/relapsed CIDP. It is looking at whether adding steroids intravenously with IVIG is
beneficial. A pilot study in Holland found about half of the people did better. Researchers
will be looking for new patients for this study and once it is up and running, details will be
made available to the IN Group to inform members through the newsletter.
Several new novel treatments are out, all different to immunoglobulin and steroids; plasma
exchange is sometimes used. We are looking at what bio markers mean at all stages of
disease - to get a better idea of what trends in active disease and unactive disease looks like.
The last time this was done the test results were disappointing, but machines are more
sophisticated now.
We often don’t know what the cause of CIDP is in the main and we want to identify symptoms
- hand & walking levels of pain, walking distances & grip strength. Then we can report to the
national blood authority this is what assists this patient that is what assists another patient trying to be more patient focused. Until we can break up CIDP into the diseases that it
probably is, this is the best we can do at present.
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However, it is an exciting time to be studying CIDP – to understand more long term about
levels of disability and damage reversal. It needs more work, but we are heading on the right
direction.
Nerve bundles are in fascicles and ultrasound can see fascicles but can’t see nerve fibres
within the fascicles - some look as though they are scarred, some inflamed. Ultrasound can
see the bundles but not individual nerves. Most nerves in the arms and neck can be seen but
even the most powerful ultrasound just gets only couple of cms under the skin.
MRIs can’t see nerves at present. Super high frequency MRIs can only see about 1 - 2cm
under the skin. Advances in more powerful MRI techniques may see us being able to follow
nerve damage more clearly in the future and to see the difference between nerve damage
and myelin damage. Future blood tests may tease out axon damage v myelin damage. There
have been more accurate measures obtained of small level proteins in the blood in the last
year or so. The idea is to be able to measure something which means something to the
individual person.
Steroids are used for many different treatments and certainly long-term high-dose
treatments are bad for everyone. However short-term doses can be beneficial. This trial
though is specifically looking at steroids with IVIG only, not steroids as separate treatment.
Some patients responded, some did not. Always, risks must be weighed against longer term
benefit without ongoing exposure. The optimum is for full-on benefit at a personal level.
Crossover syndromes can occur sometimes which makes it more complicated to treat when
there is more than one problem. Crossovers can be triggered by infections or vaccinations.
More than one problem means more than one treatment.
The government is looking into the use of IVIG. Studies have been undertaken considering
moving CIDP patients off IVIG and on to other treatments. However, CIDP is being widely
reviewed and currently there is not enough information for immediate action. The rules are
being rewritten this year and there could be some immediate tightening up. But the good
news is that the research is being funded, it is a big research programme, 5 years, and we are
going into it with an open mind.
Will they define CIDP? – possible not. The tightening will be around diagnosis, response,
maintenance and on-going access. They may tighten up diagnosis - perhaps a 12-month
review to be able to continue treatment. There is no doubt that overdiagnosis is an issue and
we need to understand better. There are no clear Australian specific data guidelines, and it
is not an easy task to produce them.
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Certainly, we need good protocols of monitoring progress so that the need to go back on to
IVIG or not, is more easily identified. It's true that good biomarkers are missing in all of
medicine.
Some patients are being moved onto plasma treatments. In some patients it can be better
than IVIG and in some patients not. It can in some cases, take up to 12 months for a patient
taken off IVIG for plasma treatment and then going back on to IVIG, to recover their previous
ability levels. Certainly, there is no intention of “punishing” patients who may be perceived
to have been on IVIG “too long”. But there is a definite intention to reduce or ration dosage.
Australian dosing schedules are low. Australian patients get lower doses than overseas
patients. The current dose ratio is to weight – 1 gram per kilogram every 3 weeks. Should it
be set another way? This is one aspect that the trial is reviewing. Is it better to prescribe
more, harder, earlier? We still don’t know what effect lower dose, longer v higher dose,
shorter has.
Supply is a big problem – COVID-19 = less blood donations. If your product has been changed
then that is likely because we are running out!
We need many blood donors for
immunoglobulin. Australia is heavily reliant on imported immunoglobin, most products come
largely from the USA and some from Europe. Yes, supply is big problem.
How can we tell how a person would have been without IVIG treatment? That is the 500
million dollar question! The more tailored the treatments are to the individual the better.
It is expensive but we know that you all say it is worth it. The rules will be altered to require
objective evidence to qualify for continued dose/treatment. What we will need is better
objective mechanisms to support continued treatment.
Do we need partisan political support in this?
ridiculously expensive.

No, it is health economics – health is

In thanking him, the IN Group presented Nicholas with a personal gift and a donation to
further his research.
********

DATES TO REMEMBER
Annual General Meeting

Sunday 25th September 2022

Christmas Luncheon

Sunday 4th December 2022
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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 25th September 2022 at the Ashburton Library,
154 High Street, Ashburton commencing at 2.00pm.
AGENDA
1.
2.
3.
4.
5.

Confirmation of Minutes of 2021 AGM
Reports from President and Treasurer
Election of Officers and Members of Committee
Confirmation of membership subscription
Any special business of which 21 days notice has been given.

Positions to be filled are:
President, Vice-President, Secretary, Treasurer, Membership Co-ordinator, General
Committee Member/s
Guest Speaker: Associate Professor Andrew Kornberg MBBS(Hons) Dip TA (ATAA) FRACP
****************************************
The IN Group
Nomination form for Election to Committee 2022/2023
Position: ...............................................

Nominee: ...............................................

Nominated by: ........................................ Seconded by: ........................................
Accepted by nominee:
Signature
................................................................... Date: ..............
To be returned to:
The Secretary, The IN Group, 26 Belmont Rd., GLEN WAVERLEY 3150 by 13th September 2022.
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.

