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Report from our first Regional Event 
(South East)
In response to the survey undertaken after the 
last conference (and the subsequent cancelled 
one) the first regional event was held in the 
South East on 21 March 2015 at Shorne Village 
Hall in Kent. 1047 people were invited to attend 
and disappointingly, given the high number 
who wanted a less formal and cheaper option, 
only 40 registered to attend (less than 2%). As 
many of the attendees were joining one of our 
events for the first time we found that this was 
a successful gathering of those affected by the 
illnesses.

On arrival people grabbed a coffee and started 
chatting and sharing experiences. A brief outline 
of what was happening in the office and in the 
wider neurological field was given by Caroline.

Dr Rob Hadden, Consultant Neurologist at 
King’s College Hospital, London, is on the GAIN 
medical advisory board and started by telling 
us all a little bit about various trials and studies 
which are taking place, beginning with HINT, 
the Home exercise in Inflammatory Neuropathy 
Trial, funded by GAIN and being conducted at 
King’s College in London. The team are grateful 
for the financial support from GAIN and for 
putting people in touch who were interested in 
taking part. Out of the 55 people currently taking 
part, 35 became involved through the charity, 
with others being recruited through King’s, the 
National Hospital for Neurology & Neurosurgery, 
and Birmingham. This research is due to 
complete at the end of 2015. The report once 
published will be available through GAIN. He 
said that there is quite a lot of medical research 
looking at IVIg, etc, but much less looking at later 
stages of recovery.

Rob then went on to talk about how 
immunoglobulin treatment can be given 
subcutaneously (known as subcut or SCIg). 
Many people with CIDP have ongoing IVIg 
treatment, perhaps once every 3 to 8 weeks. This 
involves travelling to hospital and taking time off 

work for a stay in hospital which is not ideal. It 
is now possible to receive immunoglobulin in a 
more convenient way at home. Subcut requires 
visits to hospital for initial training and also for 
periodic check-ups but is then very easy to give 
to yourself at home, taking about two hours once 
a week (may be more or less time depending on 
the brand and pump). It generally gives fewer 
side effects than IVIG and it’s good for people 
with very small veins. If a person has problems 
with their hands, their partner or spouse can be 
trained to assist.

It isn’t perfect, and some people get lumps and 
bumps under their skin, and most need several 
needles at once depending on dosage, but 
the technique is improving. Of course, some 
people prefer attending hospital, but offering 
subcut provides a choice for those who would 
rather not if they don’t have to. The satisfaction 
rate was very high from a recent small clinical 
trial, with 8 out of 8 people wanting to continue 
with subcut afterwards. It was however a self-
selected trial and those taking part were all on 
fairly low doses, so it might not suit everyone. A 
new type of subcut immunoglobulin has been 
developed, which contains an added substance 
to allow the liquid to spread out easily under the 
skin, allowing 10 times more to be administered 
through a single needle. This means that a 
higher dose can be given more quickly. However 
this type isn’t yet licensed for the treatment of 
CIDP. 

Subcut is currently available through several 
centres around the country including King’s, 
Queen Square and Oxford, but if it isn’t available 
where you live, you may be able to be referred 
elsewhere to be trained and then carry on at 
home. 

Rob then went on to talk about developments 
in prediction of outcomes following a diagnosis 
of GBS, i.e. would this person be expected to 
do badly or to recover well 12 months on. The 
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strongest predictor of a worse outcome is worse overall severity; 
older people recover less well on average, as do people who 
had diarrhoea just before GBS started. Other factors such as a 
positive attitude and overall level of fitness prior to onset have 
not been measured. 

Recently, however, people have focussed on other outcome 
measures apart from the ability to walk without a stick. The 
R-ODS score (Rasch-built Overall Disability Scale) contains 24 
questions centred around everyday activities, for example asking 
if you can run, do the dishes, go up and down stairs, turn a key 
in a lock, etc, with responses ranging from ‘not at all’, ‘with some 
difficulty’ or ‘easily’. This questionnaire is then scored out of a 
possible total of 48 to establish current degree of ability and 
also to detect change and improvements over time throughout a 
course of treatment (for example before and after IVIg). 

We were then shown a piece 
of equipment called a Martin 
vigorimeter – a rubber bulb 
attached to a gauge measuring 
the strength of grip in each hand. 
It is a simple, easy to use and 
reliable measurement tool that can 
measure small changes in strength 
that may not be noticed otherwise. 
In response to a question on 
fluctuating grip Rob stated that 

there are many other factors that affect grip, including health, 
fatigue, stress, etc, and if they borrowed a Martin vigorimeter 
to take home, they could measure their grip at several different 
stages throughout the day / week and map the results on a 
graph, and identify emerging patterns in the average strength. 

Rob then touched on the Cochrane Reviews which give an 
overview of all the published research trials for a particular 
disease or treatment.  One of these was a trial in China which 
had looked at the possible benefits of a herbal remedy made 
from a plant called Tripterygium wilfordii, also known as the 
‘Thunder God Vine’. During the trial, 22 GBS patients were given 
the remedy, and another 21 were given steroids. After 2 months, 
there was slightly greater improvement in the group treated with 
the herbal remedy, however, this trial was small and considered 
unreliable so this treatment is not likely to come into general use 
without further research. 

In 2012 a trial in CIDP, involving 45 people, looked at IVIg versus 
treatment with steroids (iv methylprednisolone). 88% of people 
receiving IVIg showed improvement, but 38% of those who 
improved got worse once treatment stopped. On the other hand, 
of those receiving steroids, 48 % improved, and after treatment 
stopped none of those who had improved worsened in the 
next six months. This might indicate that if symptoms aren’t too 
bad, then it is worth trying steroids as this might result in longer 
lasting benefits (and is cheaper), only switching to IVIg if there is 
no real improvement after 2-3 months. However, if symptoms are 
very severe, it might be worth going straight to IVIg.

IGOS is an international study of outcomes led from the 
Netherlands, and is the largest study of GBS done to date. 
The aim is to recruit 1,000 people with GBS in a non-treatment, 
monitoring-only study to assess factors predicting outcomes, 
with frequent blood tests to identify molecules that may be 
important in the disease or recovery.
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Have  you  a.ended  a  previous  
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Yes   No  
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What  would  interest  you  at  future  events?  

• More  about  the  problems  of  GBS  etc  
•  Informa=on  about  support  available  for  spouse  and  family  members  
• Updates  on  research  being  undertaken  globally  
• Pa=ent  speakers  
• More  speakers  

• Mee=ng  people  with  similar  symptoms  
•  Explain  the  medica=on  used  for  treatment  &  any  major  side  effects    

Comments  
•  Very  enjoyable  and  worthwhile  event  
•  Great  day,  very  informa=ve  
•  Why  isn’t  informa=on  about  the  charity  handed  out  by  hospitals  
•  Would  like  to  have  more  localised  groups  
•  Super  event  would  definitely  a.end  again  
•  So  lovely  to  talk  to  others  and  hear  their  experiences  
•  Good  and  important  that  the  office  team  were  able  to  a.end  
•  Very  interes=ng  day  
•  Made  to  feel  involved  and  welcome  
•  Journey  very  long  would  a.end  again  if  nearer  to  home  
•  Thank  you!  

How  did  you  hear  about  the  event     

Received  a  le.er   Received  an  email   facebook  
Twi.er   My  rehab  team   A  friend    

South East Regional Event
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Ask the Expert 
(Question and Answer Session from the Regional Event)

If you have GBS, what are the 
chances of getting another 
autoimmune disorder?

There is probably a small increased risk in that a few people with GBS 
or CIDP may go on to develop a further autoimmune disorder. These 
disorders are caused by the failure of immune tolerance. The immune 
system is designed to attack foreign bodies, but it sometimes gets 
confused and the system breaks down. If you have one, you are slightly 
more likely to get another, but if you get them together, some treatments 
can treat both at once.

Are people living closer to the 
equator less likely to develop 
autoimmune diseases?

This is true for multiple sclerosis (MS) but not proven for GBS or CIDP. 
Some people think this may be down to genetic differences. It may be 
more likely related to vitamin D. Therefore the more sunshine you get, 
the better it is for the immune system. This is not proven and is based 
on assumption, but a lot of MS doctors recommend taking a vitamin D 
supplement in winter. Perhaps CIDP sufferers may like to try this. In the UK, 
we tend to have lower than normal levels of vitamin D and I’m sure we’ll 
hear more about ongoing research in the future.

Can you have a booster of 
IVIg when symptoms are 
bad?

For GBS, it is recommended that a person has a course of IVIg in the early 
stages. About 10% of people with GBS have an early relapse (‘treatment-
related fluctuation’) after about a month, because the benefit may wear off 
before recovery is properly established therefore IVIG may be repeated. 
About 3% of people with GBS might go on to have a recurrence years 
later, in which case IVIg would again be recommended. It would usually be 
recognised and therefore diagnosed more easily the second time around. 
Sometimes what appears to be GBS is really the beginning of CIDP (this is 
called acute-onset CIDP). This would call for the standard CIDP treatment 
of either IVIg or steroids. There could be other factors causing people to 
feel worse which are not related to inflammation of the peripheral nerves, 
such as depression, stress, lack of fitness or other health issues. It could 
be that you just don’t have the reserve of mental energy you need to deal 
with these other factors that decompensate you, but this wouldn’t be 
helped by having another course of IVIg.

I’ve had Miller Fisher several 
times and have now been told 
it’s Bickerstaff encephalitis. 
Is there a difference between 
Miller Fisher and Bickerstaff?

Miller Fisher commonly causes unsteadiness and weakness of the 
face and eyes. Bickerstaff’s Brainstem Encephalitis is Miller Fisher plus 
inflammation of the central nervous system affecting the brainstem (with 
increased reflexes rather than reduced). Recovery may be slower and 
not so good. It is possible to get Miller Fisher more than once. Overall, 
the recurrence rate for GBS and Miller Fisher is 1-6%. Miller Fisher seems 
slightly more likely than GBS to come back again, so it could be closer to 
5-6% for Miller Fisher and 2-3% for GBS. There was a study of people with 
apparent GBS which was subsequently diagnosed as CIDP. This was more 
likely in people with a lot of sensory loss, and less likely in people with 
constipation, weakness of the face or needing intensive care.

I had Miller Fisher 11 years 
ago and made a complete 
recovery. Over the last 9 
months, I’ve noticed a loss 
of sensation in my feet. Is it 
coming back?

If you’ve been having these symptoms for 9 months, it isn’t a relapse and 
is more likely to be unconnected, possibly another peripheral neuropathy 
linked to diabetes or something else. It could be a thyroid condition, 
vitamin B12 deficiency or a symptom of diabetes. You should be checked 
by your GP for other forms of peripheral nerve disease. It could also be 
decompensation due to stress or tiredness or could be a slipped disc or 
something else entirely. Talk to your GP.
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We hope to continue having 
an ‘ask the experts’ section 
in future issues of gain4all 
so if you have a question for 
our Medical Advisory Board, 
please email the office: 
office@gaincharity.org.uk or 
alternatively phone: 01529 
469910. We will try to answer as 
many questions as we can.

Can osteoporosis cause 
these symptoms?

Not commonly. Get it checked out by your GP.

Does smoking and / or 
drinking affect treatment and 
is it bad if you have or have 
had GBS / CIDP?

Heavy smoking or drinking can cause problems with your immune system 
as well as other parts of your body. Look at the whole person and consider 
your heart, lungs, liver, etc. Damaging these will not help. Stop smoking 
and keep to recommended safe levels for alcohol intake.

I developed GBS 5 years ago 
following vaccinations for 
tetanus, hep A and typhoid. 
I’m getting lots of infections 
now and was wondering if 
this disruption to my immune 
system is related to GBS?

Can’t give a definitive answer. Sometimes GBS can be provoked by a 
vaccine, other medication or trauma, but most GBS is not caused by any 
of these. If you developed GBS 2-6 weeks following a vaccine, it might 
have been the trigger, so it is best to avoid the same vaccine in future. The 
immune system is more active immediately following GBS. It is extremely 
rare for a GBS or CIDP sufferer to have an adverse reaction to a vaccine. 
Unfortunately there is no hard and fast rule; more research is needed.

Question about a lady in her 
60s who had GBS 18 months 
ago. Now in care home, 
having had a partial recovery 
in arms but not in legs. Could 
things still improve after this 
long?

Improvements can still be seen up to 3 years on. In the meantime, 
assistive technologies such as an electric wheelchair, iPad or computer 
etc can help. Unfortunately these gadgets tend to be expensive and 
not readily available on the NHS. The Oxford Centre for Enablement 
has expertise in assistive technologies. Ongoing physiotherapy may be 
beneficial.

Do I still have GBS or did I 
have it?

You still have the scarring or after-effects. You have had GBS, and you still 
have ongoing residual effects.

I have a lot of back pain 12 
months on. Is this common?

GBS can cause pain even before the weakness starts. The pain can 
continue sometimes for months and months. After about 12 months, most 
GBS related pain ceases, but pain may then be caused through bad 
posture or lack of mobility caused by the GBS. It may also be unrelated as 
back pain is itself very common. Try different forms of gentle exercise to 
see if this relieves the pain.




