
The views expressed in this publication should not necessarily be 
taken as the Guillain-Barré & Associated Inflammatory Neuropathies 
(GAIN) policy. Whilst every care is taken to provide accurate 
information, neither GAIN, the Trustee board, the editor nor the 
contributors undertake any liability for any errors or omission.4

The next issue of the magazine will be published in 
January 2016 and the deadline for submissions is 
16 November 2015. Please forward all articles to 
Lesley Dimmick fundraising@gaincharity.org.uk

NEWS from the officeReport from our 
Regional Event (York)
Saturday 10th October
GAIN held its third regional event at Woodlands 
Neurological Rehabilitation Centre, York (part of 
the Christchurch group) and attracted around 25 
members and their families to come along. Members 
had an opportunity to chat over a coffee on arrival 
and then Caroline led a lively discussion on what 
was new with the office and neurology in general. 
Following a buffet lunch we were joined by our guest 
speaker Rob Poppleton, a Consultant Clinical Neuro-
psychologist from Christchurch Group, based at 
Hunters Moor in Birmingham. He is a respected 
neuropsychologist with a particular interest in outcomes 
measurement and the management and assessment of 
those with complex brain injury. 

Rob started by talking about the different levels of 
rehabilitation that are available here in the UK. 

•  Level 1: Regional specialised centre for rehabilitation 
services for patients with highly complex needs 

•  Level 2: Local specialist rehabilitation services 
(general hospital) with a lower proportion of complex 
cases 

•  Level 3: Non-specialist rehabilitation services 
(community care / nursing homes, etc)

Patients suffering a sudden onset condition such as 
Guillain-Barré syndrome, or a related inflammatory 
neuropathy, would commonly give rise to complex 
disability during the recovery period. However, 
diagnosis alone is not the best determinant for 
rehabilitation as much depends on levels of 
impairment and complexity of needs for rehabilitation. 
For patients with highly complex needs, a level 1 
unit would offer the most appropriate rehabilitation 
opportunities. There are currently 14 level 1 units in 
England with 8 of these being in and around London. 

Although considered a vital part of recovery, very few 
Acute hospitals employ clinical psychologists, and 
they are mainly at the rehabilitation stage particularly if 
referred to Level 1. Two people spoke very highly of the 
service they had received in terms of physiotherapy 
and neuro-psychology and 2 different hospitals. Rob 
said that the outcome often depended on a number 
of factors, including the personality of the patient, as 
well as the amount of support from their family. Not 
everyone is able to benefit from family support of 
course, and Rob acknowledged that this can have an 
effect on a person’s recovery. 

There was a great deal of discussion amongst the 
audience as to how much physiotherapy a patient 
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should receive. It would seem that expectations of 
rehab are often unrealistic and could perhaps be 
communicated better by medical staff. In a Level 
1 unit, there would be a maximum of 30 hours 
accompanied physiotherapy per week, but it is far 
more likely that a patient will receive 20 minutes 
each day, or maybe 1 hour, 3 times per week, to be 
supplemented by ongoing exercises for which the 
patient is responsible, perhaps with the support of 
family or a member of the nursing team. Little and 
often is likely to be more beneficial, so patients need 
to try to build up their strength with daily exercises, 
and not only when they see their physiotherapist.

Ideally, following discharge, a patient should expect 
ongoing physio at their local hospital or at community 
level. It may be possible to access NHS-funded 
exercise programmes at the local gym or swimming 
pool, so it is worth asking your GP if this is available. 
Rob stressed that rehabilitation is not a spectator 
sport, and you must put the effort in order to gain the 
most benefit. However, it is also important to rest, as 
overdoing it and pushing yourself too far may prevent 
you from being able to exercise for the next couple 
of days. Physiotherapy should be 7 days a week, so 
even if you only have access to a physiotherapist 

once a week or once a month, make sure you have 
exercises you can do yourself between visits. If your 
entitlement to guided physiotherapy has come to an 
end, it is important to keep motivated and keep doing 
the exercises. You don’t need special equipment, 
improvise with tins of beans or bags of sugar!

In order to combat fatigue (physical) and build 
stamina (mental), structure and planning is key. Little 
and often is best, and if you learn to pace yourself 
and structure your day, you will find that stamina and 
fatigue levels will gradually improve. Remember the 
5 ‘Ps’ (more often extended to 6 ‘Ps’, but shortened 
here to 5, so as not to cause offence!); Prior 
Planning Prevents Poor Performance

We all have limits. You had limits before your 
condition, and now you have different limits. If you live 
with the condition, not through the condition, you can 
put yourself in control and not be ruled by it. Ignore 
what you can’t change. Do what you can, instead of 
dwelling on what you can’t, but at the same time know 
your limits. 

Recovery from serious illness or living with a long 
term, life-changing condition can produce the 
same emotions as grief. The 5 stages of grief are 

Join us for this special event to 
celebrate the centenary of Drs 
Guillain and Barré’s research to 
be held in the historic Glasgow 
University on 25 June 2016.  
Following a major international 
neurological conference hear 
world renowned speakers and 
meet people from international 
support groups. This is an 
opportunity not to be missed.  
You are welcome to join us on 
the Saturday evening in one 
of Glasgow’s famous eating 
houses.

gain2gether Glasgow 2016
Sunday is a day for 
the Golfers with a 
competition which 
will raise much 
needed funds for 
the Charity. 

We are expecting a 
good turnout and 
would advise our members to book their accommodation early.  There 
are a number of hotels and guesthouses in the West End of Glasgow 
within easy reach of the University and details can be found via Visit 
Scotland either by phoning 0845 8591006 or looking at the website 
http://www.visitscotland.com/info/services/glasgow-information-
centre-p332751

More information will be printed in the magazine and on the website 
as we confirm the details

cont over…
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Dates for the diary 2016
March Regional Meeting 

25 June Centenary gain2gether to coincide with the 
Inflammatory Neuropathy Consortium meeting and 
symposium

26 June 100 Golf Day

September AGM and Regional Meeting

Full details for all of the above will be issued in the next issue of gain4all, on 
our website and through the usual social media channels.

DENIAL (can’t be true, this isn’t happening), ANGER (why me?), 
BARGAINING (if you can manipulate the situation it will go away), 
DEPRESSION (it’s all hopeless; my life is over) and ACCEPTANCE 
(re-structuring and living life within new limitations). 

There is more than one type of depression and not all types of 
depression can be successfully treated with medication. Severe 
illness or disability, along with many other factors, can cause 
reactive depression, which is a response to something bad 
happening. Unlike endogenous depression, which is caused by 
a chemical imbalance that can be corrected, reactive depression 
often won’t respond successfully to medication, which is why 
neuropsychology plays such a vital role in recovery.

Behaviour might change and a patient may feel worthless and want 
to avoid people altogether, which isn’t good for recovery. Socialising 
should be encouraged. Regular exercise can improve mood as 
well as fitness levels, but look out for the early warning signs of 
‘overdoing’ it, such as aching muscles, etc. Eating a healthy diet 
can also help. 

Maintaining a positive mental attitude helps a lot, especially in 
conjunction with the support of family, and having a good laugh 
really does take some of the pressure off. [At this point, Rob told 
some truly awful jokes, to be matched by several more from the floor, 
and accompanied both by moans and much chuckling]

A question was asked about what happens to a relationship when 
a partner becomes the carer. There seem to be positives and 
negatives, with some couples becoming closer and stronger, and 
others breaking down. Statistics show older, more established 
couples fare better whereas younger couples don’t do so well. 
Although the theory would suggest it is better that the partner 
doesn’t become the carer, in reality, it often works out that way, 
either by choice or necessity. 

Rob finished by saying patients should think of coming through 
rehab as The New You. 

You are living through and surviving a tough situation. Take 
credit and be proud of yourself.

For further information on discharge from hospital, rehabilitation 
and NHS continuing healthcare, visit the NHS Choices website 
www.nhs.uk


