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Adam and Nick gave an enthusiastic introduction 
to themselves and how they are collaborating 
on a show to highlight GBS using Adam’s own 
experiences. Nick, a seasoned playwright, was 
working with Adam to create the show which we all 
will be queuing up to see in 2016.

The project involves developing a GBS awareness 
show for touring the country – mix of acting and 
dance. Using Adam’s story and his black humour 
to give the audience a vision of GBS, it is hoped 

that people will recognise 
how lives are affected by 
this disease. The current 
working title is GBS 
although may change to 
Limp in the future – and you will have to go and see 
the show to get the full picture of why! 

GAIN is supporting the production as this is a major 
awareness project and we are all waiting for the 
outcome of the Arts Council Grant Application so 
the work can really start. To read more about Adam 
and the project, see page 18.

The next issue of the magazine will be published in 
October 2015 and the deadline for submissions is 
15 August 2015. Please forward all articles to 
Lesley Dimmick fundraising@gaincharity.org.uk

NEWS from the office

Caroline Morrice welcomed everyone to the Regional Event and gave a 
short update on the aims and objectives of the charity. She went on to explain 
how the charity was now involved in working with other charities including rare 
diseases and pan-neurologically which was now giving us a voice in national 
and local debates which we could not achieve on our own.

Increasing the use of social media to raise awareness is being embraced by 
the office and its use during meetings is very common to share comments 
and thoughts as they are said is a routine occurrence! Look out in future 
editions of gain4all as we bring you our guides to social media and how to 
use them to best effect.

Nick Wood

Adam Pownall

Notes of the GAIN Regional Event 20 June 2015

AGM report
The Vice Chairman, 
Chris Fuller, welcomed 
everyone to the GAIN 
Annual General Meeting 
as the Chairman, James 
Babington Smith, was 
unable to do so due to 
ill health. The Director, 
Caroline Morrice, read 
out and answered 
questions regarding the 
Chairman’s report. 

We had received a 
number of postal votes 
which were counted by 
an independent body 
and the results were 
opened and included on 
the day. Approximately 
25% of the voting 
membership responded 
and all the motions were 
accepted. Of particular 
note were the changes 
to the membership and 
full details are on the 
renewal form enclosed 
with this magazine. 
Membership is now free 
to all, with options to buy 
a magazine subscription, 
make regular donations 
and to be a voting 
member.

During the next few 
months the Director 
along with the Trustees 
will be looking at the 
foundation Model of 
the constitution and will 
provide updates to allow 
members to make an 
informed decision about 
the future of the charity.
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NEWS from the office

Claire White gave 
an update on the 
3 year research 
project, funded by 
GAIN, which involves 
evaluating the effect 
of exercise, post 
recovery, in GBS and 
CIDP. The results 
are expected in 
December 2015.

58 people have 
gone through the 12 
week project (most 
recruited through 
GAIN network), with 
40 people in the final 
12 month follow up. 
There has also been 
an online survey 
which basically 
highlighted an active 
bunch of people 
who could walk short 
distances with or 
without assistance.

Future research 
may look at people 
attending clinics and 
those not undertaking 
exercise.

Results and feedback 
will be through GAIN.

Notes of the GAIN Regional Event 20 June 2015

Dr John Winer recently announced his retirement 
and stepped down as Chairman of the MAB and 
handed the role on to Dr Jane Pritchard. Having 
joined the MAB at the birth of the charity John has 
supported us for the past 30 years. He gave a history 
of his time with the charity from becoming involved 
in 1985 as a young naïve research fellow in London, 
working with Richard Hughes. The first meeting was 
in Guys Tower in London attended by an enthusiastic 
bunch of around 60 people. Over the years he has 
seen many changes in the charity making it the 
professional organisation it is today. He felt that the name 
change has been very positive in making more people 
aware of the charity. John spoke of the importance of GAIN 
supporting research; original work focussed on infections 
triggering GBS, last 10 – 15 years more learned about how 
the damage is being caused, next 30 years something 
better than intravenous immunoglobulin and more 
research on nerve repair.

John was presented with a claret jug and bottle 
of claret purchased using money collected from 
the Medical Advisory Board, Trustees, Staff and 
Members. 

Why claret?

 Guillain and Barré were 
medical students together at the 
Saltpêtrière in Paris at the turn of the 
twentieth century and specialised in 
neurology. During the First World War, 
they were both serving as doctors 
in the French Army. They noted the 
cases of two soldiers who had become 
partially paralysed. One had fallen over 
when he had put his pack on and had 
been unable to get up. Both the soldiers 
quickly recovered, possibly assisted by 
treatment with pork chops and claret.
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Can GBS come back again 
(93 year old) – tingling in legs 
etc.?

Chances not – particularly at that age.

GBS only rarely recurs (quoted at 3%) so at the age of 
93 you would need to check there wasn't a new problem 
developing which is more likely 

ie would need to be re-assessed properly.

When is nerve damage seen as 
irreversible?

Time gets longer as we get more experience. Sensory 
changes can improve for years. Motor problems generally 
reach a plateau at 2 years but a little more improvement can 
still occur in some individuals.

Nerves go on recovering for at least the 2 years quoted in 
the books, and in real life for significantly longer. Sometimes 
nerves can seem not be working due to block of the signals 
rather than damage to the nerve: on electrical tests these 
cannot be separated.

15 years living with CIDP, now 
problems with vision. Is it 
connected to CIDP?

Could be – check with an ophthalmologist. There are a 
number of visual problems which could be due to GBS or 
CIDP, including double vision, cataracts and rare cases 
of optic nerve problems. In all these cases a thorough 
ophthalmology check would be needed to sort out the cause 
of the visual problems, and only then would it be possible to 
decide whether it was anything to do with the CIDP.

Fit active 80 year old, had GBS 
6 years ago – result of swine flu 
jab. Had flu jab recently, now 
tingling etc. Is the GBS back?

Not necessarily, the flu jab may have caused the tingling. If it 
continues ask for a re-assessment. In our survey of patients 
who had vaccines after GBS or CIDP only a handful reported 
some recurrence of symptoms, and these were not severe. 
Best to be checked out though in case symptoms are 
returning.

From Facebook there seems to 
be an increase in the numbers 
getting the illnesses and is this 
linked to more people getting the 
flu vaccine?

Don’t believe everything you read on Facebook! There is no 
known increase in the incident rate of GBS and CIDP. You are 
at greater risk of getting GBS following a severe bout of flu 
than from having the vaccination.

Something on a Facebook post 
– comment re fatigue associated 
with GBS. Is it tired nerves or 
muscles?

Nerves and muscles are very linked – effort being put into 
exercise to be considered.

Is there an indication when the 
treatment for CIDP should stop?

CIDP burns itself out in time – difficult to predict the length of 
time. Need to gauge it between the doctor and the patient.

Ask the experts

John Winer Anne Fowlie Jane Pritchard Claire White 
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Is physiotherapy aimed merely at 
strengthening muscles and has 
nothing to do with nerve repair?

Is evidence in animals that rehab and exercise can improve 
recovery. Nothing for humans.

GBS 2 years ago, in hospital 6 
months. Now undertaking lots 
of exercise and gym. Still have 
muscle spasms in legs and 
hands are claw like which is a 
nuisance. Occurs with or without 
exercise. What is it?

Not sure but could be some residual damage.

It is not unusual for GBS to leave residual fatigue and many 
patients complain of cramps. Spasms however are often 
associated with central nervous system (brain and spinal 
cord) disease, rather than GBS.

Risks of intravenous 
immunoglobulin?

Blood thicker so rare stroke and heart attack, occasionally 
kidney damage, allergic skin problems, theoretical risk of 
infection.

Immediate risk of allergy, high blood pressure, headache, 
rash. Theoretical risks of more strokes/heart attacks as it 
makes the blood more viscous, and the risk of transmission 
of infectious agents since it is from blood.

Any innovations in pain control 
for CIDP?

Pain medicine in general is a huge area of research. Lots 
of international trials because of the huge numbers of 
patients with diabetic painful neuropathy, CIDP and other 
neuropathies borrow the drugs designed for these patients.

Can you have CIDP then GBS? No. CIDP then GBS doesn’t happen, but some people start 
with what looks like GBS and then turns into CIDP.

Trigger points for GBS? Trauma – evidence not good; infections – evidence good; 
viruses – evidence good, vaccines – occasionally.

Is stress linked to the cause of 
GBS?

Likely to get autoimmune disease however difficult to prove, 
no evidence. The mind to body link is complicated.

Re link between GBS research 
and MS research?

Similar pathological processes but different part of nervous 
system.

Both are autoimmune diseases but MS continues for life 
where in GBS the immune system corrects itself after 
those first few weeks, hence not giving ongoing immune 
treatments in GBS.

Daughter had GBS 4 years ago, 
still having tingling in legs etc. 
Can anything be done?

Physio, pain relief. 

Drugs to help with symptoms e.g. gabapentin, pregabalin.

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.




