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We were very pleased to welcome Richard 

Price to our meeting on 9th April 2011. He 

introduced himself as a Plastic Surgeon with a 

special interest in facial palsy and facial 

reconstruction. 
 

Facial nerve 

He initially described the facial nerve which is the 7th 

of 12 cranial nerves and is responsible for facial 

movement, taste, the stapedius, which is a muscle 

which controls the movement of the ear drum, the tear 

gland in the eye and some of 

the muscles around the eye. 

The nerve has branches and the 

number and position of the 

branches can vary between 

individuals. The nerve 

originates in the brain stem and 

passes through the temporal 

bone, alongside the acoustic 

nerve, before surfacing outside 

the skull and spreading through the muscles of the 

face. 

There are a number of causes of facial palsy and they 

may be congenital or acquired. 

Congenital 

Congenital causes of facial palsy are rare and include 

conditions such as Mobius Syndrome which is a 

bilateral facial palsy and other syndromes associated 

with incomplete development of the facial organs. 

Facial palsy may also sometimes occur as a result of 

delivery trauma at birth due to the 

use of forceps. 

Acquired 

The commonest cause of facial palsy 

associated with the brain is a stroke. 

A stroke may cause paralysis of one 

side of the face, but unfortunately 

these patients are rarely referred to 

plastic surgery for reconstructive work that may help 

their recovery. 

The commonest patients referred to see him who have 

weakness but not a stroke, are those who have 

undergone surgery – for things like parotid tumours or 

facial/acoustic neuromas. 

Bells palsy is a weakness of the facial muscles for 

which there is no explanation. This may recover after a 

period of time, or may remain for life. 

Grading scales 

There are various ways of grading a facial weakness. 

The scale many AN patients are familiar with is the 

House-Brackman scale which has been used over a 

long period and measures weakness on a scale of 1-6 

on the whole of one side of the face. It is well used, but 

is not a good scale for differentiating specific 

problems. A more recent scale is the ‘Sunnybrook’ 

scale which looks at three areas, ‘resting symmetry’, 

‘smiling’ and ‘synkinesis’. 

 

Mr Price identified that problems related to facial palsy 

were focused around the eye an the mouth. 

Eye problems 

The upper lid of the eye is the levator muscle which is 

responsible for opening the eye and this does not work 

from the facial nerve, so the eye is able to open and 

stay open. The lower lid is linked to the facial nerve 

which enables the eye to close. If this is not working 

the eye stays open. Other factors that can affect the 

working of the eye are the weight of the brow on the 

lid which can impede the movement of the lid. If the 

lower lid is lax the lachrymal ( Continued on  page 2) 

 

�ext Meeting   15th Anniversary Celebration 
We are celebrating our 15th Anniversary on Saturday 26th 

�ovember. The meeting will be held as usual at Addenbrooke’s 

Hospital, Cambridge and the doors will open at 12.00hrs. A buffet 

lunch will be provided. 

Our speaker will be Mr David Moffat, Consultant in Otoneurological 

and Skull Base Surgery at Addenbrooke’s Hospital.  

Facial Palsy 
 

A talk given by Richard Price FRCS (Plast) Consultant Plastic Surgeon 

Addenbrookes Hospital reported by Chris Richards 
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punctum will be in the wrong place and will not 

work effectively. Normally it works through 

capillary action producing tears which then run into 

the nose, if the position of the punctum is moved 

this will not happen. There may also be abnormal 

tear production. 

Simple eye treatments are based around the need to 

protect the eye. If the eye does not close effectively 

there is a lack of tears and it is possible that ulcers 

may form on the eye. Artificial tears as eye drops 

and ophthalmic ointment can be helpful and the 

lower lid can be taped in position to protect the eye. 

In more severe cases the eye may be temporarily 

sutured together until further treatment can be 

given. 

Oral problems 

Problems around the mouth include ‘oral 

incompetence’ where the mouth cannot keep food 

and saliva inside the oral cavity. This can also 

affect the clarity and volume of speech, eating and 

may cause involuntary biting of the lower lip 

 

Facial Palsy Reconstruction 

Approaches to dealing with the problems 

associated with facial palsy may be dealt with in a 

‘static’ way in which the position of the face is 

corrected (without movement) and ‘dynamic’ in 

which the repair also aims to return movement to 

the affected muscles. 

 

Static repair  

Eye 

There are various ways in which the eye can be 

reconstructed. If someone is unable to close the 

eyelid a weight can be placed in the upper lid 

which will help the eye to close. Initially a gold 

weight will usually be used. It is placed in the 

eyelid, just above the eyelashes and works to help 

gravity close the eye. The movement will not be as 

fast as a normal blink, but will enable the eye to 

remain moist and protect the cornea. The gold bar 

implanted has to be the right weight in order that 

this process occurs effectively. As the weight is 

unable to conform to the shape of the eye, it 

sometimes will begin to extrude. If this does occur 

the  weight may be replaced with a platinum chain 

(a more expensive option) which serves the same 

purpose but is able to flex over the eyeball as the 

eye closes so is less likely to cause problems. 

The lower lid of the eye will often sag if there is a 

facial palsy and this can be repaired, and the eye 

reshaped so that tear ducts will work better. 

 

Mouth 

There are some strategies for supporting the 

muscles around the mouth to give a better visual 

effect. Tissue can be taken from other parts of the 

body such as the leg and implanted between the 

corner of the mouth and the cheek bone to act as a 

‘sling’, repositioning the corner of the mouth so it 

is raised to give a more normal appearance. 

However this technique does not improve 

movement of the mouth. To regain movement 

requires nerves to be working and the dynamic 

approach aims to produce movement. 

Dynamic Repair 

This approach involves bigger operations and often 

also requires time in order for the muscle transfers 

to begin to work.  Muscles from different parts of 

the body vary in structure, so it is better to use 

muscles from the face when working on facial 

reconstruction. There are a number of strategies 

which involve local muscle transfer. 

Digastric muscle  
The digastric muscle is a small muscle located 

under the jaw. In a single sided facial palsy only 

half of the muscle will be affected as each belly is 

supplied by a different  nerve. The muscle is cut 

and stretched so the side with the intact nerve 

supply can be attached to the lower lip enabling 

sympathetic movements 

when chewing. The muscle 

pulls to provide some 

movement on the affected 

lower lip. 

 

In the diagram the digastric 

muscle shows as darker than 

the surrounding muscles. 

Temporalis Transfer 

The temporalis muscle (the 

upper muscle on the 

diagram) and the masseter 

muscle (the lower muscle 

on the diagram) are the 

muscles are strong muscles 

that enable chewing. The 

temporalis muscle can be 

freed from the skull and 

turned down so it is 

attached to the mouth and can then help with 

chewing. As the nerve is removed from it’s original 

position this can leave a hole where the muscle was 

originally located. Movement of the muscle may 

also give rise to synkinesis which is the involuntary 

movement of facial muscles that accompanies 
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purposeful movement of some other set of muscles; 

for example, facial synkinesis may result in the mouth 

involuntarily closing or grimacing when the eyes are 

purposefully closed. It occurs when nerves are 

regenerating, usually following surgery or trauma. 

Labbé Transfer 

This technique has been developed by a French 

plastic surgeon called Daniel Labbé. It also involves 

the temporalis muscle, but in this case the edge of the 

muscle is extended so that it can be attached to 

structures around the mouth enabling movement of 

the mouth. This is quite a successful technique, 

although movements are not totally matched with the 

other side of the face. 

Hypoglossal nerve transfer 
The hypoglossal nerve supplies the tongue enabling it 

to move. This nerve can be split and rerouted into the 

facial nerve where it can provide nerve stimulation to 

the muscles around the mouth. This will improve the 

smile but the reduction in the power of the 

hypoglossal nerve supplying the tongue can result in 

loss of power and mobility and the possibility of a 

speech lisp. 

�erve Grafting 

The aim of nerve grafting is to take power from the 

good side of the face to the bad side so that the bad 

side will then copy the good side. For this operation 

the nerve may be taken from elsewhere in the body 

such as the leg however it will leave a small numb 

patch in the leg. It is possible to take a nerve from the 

other side of the face, choosing one where the nerve 

also has an alternative route so that function is not 

lost. The graft is attached to the nerve on the good 

side of the face and stretched across the face. It is 

then necessary to leave the graft for 3-6 months to 

allow the nerve to grow across the face. If the facial 

palsy is long term new muscle may also be 

transferred to the affected side, as after about 18 

months muscle tissue is unlikely to work with new 

nerves. In this case, as the muscles will not be 

specific facial muscles, the action may be slightly 

different, meaning there may be a spontaneous smile 

but not symmetry. 

Power can also be provided to facial muscles on the 

affected side from the other side of the face. If there 

is still some function in the muscles it may be 

possible to attach new 

nerves to existing 

muscles which means 

the right muscles are 

doing the right job at at 

the right time and this 

is driven by the other 

side of the face. This 

may take longer but is 

the current ‘gold standard’ treatment. 

Adjunctive procedures.  

There are other procedures that can be carried out to 

help with the effects of facial palsy. A ‘face lift’ 

which raises sagging muscle around the cheeks and 

jowls will enhance appearance and Botox’ to the 

good side will also provide a more symmetrical smile. 

It also possible to trim some mucosa from inside of 

the mouth to prevent biting the cheek. These 

procedures have come from cosmetic procedures but 

can greatly improve appearance for someone 

suffering from facial palsy. 

 

Mr Price answered questions from the audience about 

past and present procedures. In answer to when is the 

best time to seek surgery his answer was very much 

‘sooner’ rather than ‘later’. He said that if it was 

known that the facial nerve would be cut during 

surgery for acoustic neuroma, he will operate at the 

same time to carry out nerve transfers, so they will 

start working as soon as possible. 

 

We would like to thank Mr Price for his time and for 

giving us a very interesting talk. 
 

 

Hi Everyone, 

I hope you will enjoy this bumper edition of the 

newsletter—again making up for the rather meagre 

offering in the Spring. 

There are lots of interesting articles including  the above 

report from Richard Price’s talk, a discussion about 

mobile phones and radio phone masks, and updates from 

Peter Lawrence and Stephen West. 

This is an important year for AMNET as we will be 

celebrating our 15th Anniversary at the next meeting on 

Saturday November 26th and we hope to see as many of 

you as possible there. There will also be some changes 

over the next year as some of the long term members of 

the committee, are standing down so there will be a need 

to fill the roles we have been taking. This includes the 

newsletter. If everyone  wants it to continue, and it does 

not need to be in the same format, someone, or a group of 

people will need to take it on. Please get in touch with me 

if you think you may be able to help, if only in a small 

way . Otherwise, unfortunately there will be no more 

newsletters, and I know that many of you do enjoy the 

information and contact with others that it provides. 

Chris 

Editorial 
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On June 1st 2011 AMNET became 15 years old. I hope 

you enjoyed the reminiscences in AMNET newsletter 50 

when Chris looked back at our beginnings. We look 

forward to celebrating with good company, good food 

and a good speaker when we welcome Mr Moffat back on 

November 26th. Our beginning was in June and our 10th 

anniversary in September (when we used to have 4 

meetings a year) and our 15th will be in the winter. 

  As in other years AMNET members have benefited from 

some excellent speakers this year. At last year’s AGM 

Rachel Knappett, an audiologist at Addenbrookes, came 

to talk to us about the very relevant Single Sided 

Deafness Clinic. Rachel who works with 2 colleagues in 

the Clinic told us how patients are referred to them and 

what the Clinic can 

offer. Her talk 

provoked a lot of 

discussion and was 

useful for members. 

  Our Christmas 

meeting in 

November welcomed Frances Dewhurst from CAMTAD 

(Campaign for Tackling Acquired Deafness) telling those 

present what they have offered to the hearing impaired 

over the last 32 years. This was the start of the awful 

weather so some members (including your chairman!) 

didn’t get through the blizzard. Some people on the other 

side of Cambridge were thinking snow? What snow?! 

  In the spring we were pleased to welcome Richard Price, 

Consultant Plastic Surgeon who gave us many ideas about 

what is happening now in his field that might be able to 

help those of our members who have had facial problems. 

  We are very grateful to our speakers for giving us their 

time and expertise. 

During the year we have rewritten the objectives of 

AMNET, our thanks to John and Chris who have spent 

hours trying to get the wording correct. 

 Other changes this year include Rod Slade who has 

kindly taken over newsletter distribution from Caroline 

Shepherd who has efficiently carried out this task for a 

while. Thank you Caroline and Rod. 

   At our committee meeting this morning we were joined 

by Bronwyn and Charlie Lummis who were very 

welcome. It is good to have new people on the committee 

particularly in view of the changes at next year’s AGM. 

Some of the original committee wish to stand down so we 

definitely need a new newsletter editor and treasurer. 

Possibly the newsletter could be edited by a group and 

Chris would be able to advise if wished for the first issue. 

Please think about this as our excellent newsletter is one 

of AMNET’s main 

advertisement and 

‘way in’ to lots of 

medical departments. 

  Jo continues to 

oversee the accounts 

which are audited for 

free by Michael Bartlett. Margaret looks after the 

AMNET trophic stimulators which can be hired and 

Rachel Pearson keeps the subscription information up to 

date. 

We are very grateful to all these members for their time 

and help. We would never say no to anyone else who 

wants to help or set up anything new for the benefit of our 

members. 

  Also if anyone has any more ideas for speakers for 2012 

or beyond please let me know. 

I end with my usual thank you to anyone who has helped 

AMNET during the year and look forward to what we 

achieve next. 

Alison 

Officer �ame Proposed Seconded 

Chairman Alison Frank Janice Pettitt Fiona Pike 

Secretary John Peartree Joanne See Janice Pettitt 

Treasurer Joanne See Jill Laurimore Caroline Shepherd 

�ewsletter editor Chris Richards Joanne See Steve West 

Committee member Janice Pettitt, Bronwyn Lummis,, Charlie Lummis, 

Rod Slade 

Joanne See Steve West 

Membership Secretary Rachel Pearson Joanne See Steve West 

AM�ET AGM  
Saturday 2nd July 2011 in Boardroom at Addenbrooke’s Hospital 

“We would never say no to anyone else who 

wants to help or set up anything new for the 

benefit of our members.” 

Chairman’s Report 

Election of Officers 
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AMNET ACCOUNTS 
  Year end 

31-Jan-11 
Year end 
31-Jan-10 

  £ £ 

Income     

Subscriptions 1,725.00 1,665.00 

Donations 364.00 166.20 

Booklet Sales 24.00 16.00 

Christmas Raffle 67.50 78.00 

Trophic Stimulator Rentals 240.00 330.00 

Bank interest 0.30 1.39 

Charity Cards 50.74 0.00 

  2,471.54 2,256.59 

      

Expenditure     

Printing Newsletter 1,197.00 914.70 

Expenses (Newsletter) 294.31 272.03 

Expenses (Meetings) 154.93 183.47 

Trophic Stimulators 0.00 104.45 

Booklets/BANA 88.25 97.60 

Website(Domain name) 29.38 28.75 

Donations 20.00 0.00 

Miscellaneous Expenditure 80.87 219.52 

  1,864.74 1,820.52 

      

Surplus for year 606.80 436.07 

      

Bank Account     

Brought forward 3,797.58 3,361.51 

Cheques from previous year -15.00 0.00 

      

Carried forward 4,389.38 3,797.58 

Unfortunately our speaker was unable to attend due to 

illness, so we used the opportunity to allow members to 

discuss some of the issues raised by changes taking place  

within AMNET over the next year. There is more about 

this elsewhere in the newsletter, however we asked 

members to discuss the good things about AMNET and 

what it does and to try to identify other things that we 

could do to improve the service we offer to members and 

others. 

The meeting broke into groups and there was some lively 

discussion sharing experienced and ideas. Some of these 

are listed below. 

 

Things we do well 
• Telephone support 

• Face to face support – being able to talk 

• Meetings 

•  Speakers 

•  Networking 

• Newsletter 

Things we can improve 

• Information – particularly to professionals 

• Promotion to local hospitals 

• If we raise money to target it for specific purposes 

Proposer:  Rod Slade  Seconder: Steve West 

 There were 20 members present plus 32 proxy votes. For 

the motion to be carried required two thirds of the 52 

votes to be in agreement - therefore a minimum of 35. 

All 20 present voted in favour and the Chairman also 

voted the 32 proxies in favour.  Therefore the motion was 

carried unanimously. 

Joanne reported that the accounts have been audited 

and the balance on 31st Jan 2011 was £4404.38. There 

was a surplus of £606.80 which could be attributed to 

only producing two newsletters in 2010 rather than 

the usual three editions. 

There have been 10 new members     

(see accounts below) 

Treasurer’s Report 

Where are we going now? 

As you may be aware we will need some people to help 

out with the running of AMNET next year as some of the 

long standing members of the committee will be standing 

down. The jobs may not be done in exactly the same way 

as they have been up until now but we will need people 

who are willing to become involved and help: 

Treasurer – someone who has some knowledge of 

bookkeeping and can keep the accounts 

Database manager – to keep the membership database up 

to date and produce labels for the newsletters. 

Meetings organiser – to ensure rooms are booked and to 

communicate with speakers to make sure everything runs 

smoothly on the day 

�ewsletter team -  a group of people who will be willing 

to work together to produce the newsletter. These may 

include a good organiser who can get people to do things, 

someone to get the material together and someone to set 

up the design in a programme such as Publisher. 

If you think you may be able to help in any way with any 

of these jobs please contact one of the committee to find 

out more – there is no commitment at this stage. 

 

Job vacancies! 

For the motion on the modified objectives 

as set out in the previous newsletter : 
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Mobile phones: the recent WHO announcement. 
A personal view from John Peartree 

The debate concerning mobile phones – and the masts 

that transmit the signals they receive – was reignited in 

May 2011 when the WHO announced it was moving 

mobile phones, or more specifically the radio 

frequency electro magnetic fields (RF EMFs) 

associated with them, up their danger list of possible 

causes of cancer. 

Essentially the argument hinges on a technicality: 

The Telecoms industry’s position is that there is no 

conclusive current evidence that weak RF EMFs 

cause adverse health effects. 

The counter argument is that there is no conclusive 

evidence that weak RF EMFs do not cause adverse 

health effects. 

As a result the level of RF EMFs (microwaves) below 

which there is definitely no possibility of health risk to 

anyone has yet to be established. 

A session on the internet will reveal a huge amount of 

information but much smacks of vested interests or 

blog sites that seem to work on the principle of “you 

set it up and I’ll knock it down”. 

Personally I have avoided the use of mobile phones 

and wireless phones since 2003 when my acoustic 

neuroma 

was 

diagnosed.  

Fortunately 

as I was self-

employed I 

was able to 

do this and 

now I am 

semi-retired it is even easier. My mobile phone is 

turned off 99% of the time and at home all the phones 

and internet connections are hard wired.  Since taking 

these precautions I have had no bad attacks and the 

tumour has not grown at all. 

The June 2011 WHO fact sheet relating to their 

decision to re-grade RF EMFs as possibly more 

dangerous states. 

Based largely on these data, IARC has classified 

radiofrequency electromagnetic fields as possibly 

carcinogenic to humans (Group 2B), a category used 

when a causal association is considered credible, but 

when chance, bias or confounding cannot be ruled out 

with reasonable confidence. 

You can read the WHO report titled “Carcinogenicity 

of radiofrequency electromagnetic fields” published in 

the Lancet Online on 22nd 

June 2011. This describes 

how EMFs generated by RF 

sources couple with the body 

and the most important 

factors are the distance of the 

source from the body and the 

output power level. 

The WHO report goes on to 

say: 

 “…the Working Group 

concluded that the findings 

could not be dismissed as 

reflecting bias alone, and 

that a causal interpretation 

between mobile phone RF-EMF exposure and glioma 

is possible. A similar conclusion was drawn from these 

two studies for acoustic neuromas…”  

This appears to suggest that if you already have an 

acoustic neuroma then the WHO is saying that RF 

EMF exposure may make it worse?  

The important conclusion contained in the most recent 

WHO announcement, and the Stewart Report, from 10 

years ago, and carried over into UK Planning Policy 

Guidance 8 

(PPG8) is that 

because of the 

doubts and that 

people are not 

homogeneous – 

and that age can 

be a factor - a 

precautionary 

approach is advocated. 

Stewart said  “Main conclusions on the possible effects 

of mobile phone technology on human health” (point 

1.19) 

There are additional factors that need to be taken into 

account in assessing any possible health effects. 

Populations as a whole are not genetically 

homogeneous and people can vary in their 

susceptibility to environmental hazards. There are 

well-established examples in the literature of the 

genetic predisposition of some groups, which could 

influence sensitivity to disease. There could also be a 

dependence on age. We conclude therefore that it is 

not possible at present to say that exposure to RF 

radiation, even at levels below national guidelines, is 

totally without potential adverse health effects, and 

“IARC has classified radiofrequency electromagnetic 

fields as possibly carcinogenic to humans (Group 2B), a 

category used when a causal association is considered 

credible, but when chance, bias or confounding cannot be 

ruled out with reasonable confidence.” 
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that the gaps in knowledge are sufficient to justify a 

precautionary approach. 

Although the Government did not accept all of 

Stewart’s recommendations they endorsed the 

precautionary approach he advocated and 

consequently in PPG8 it states under “Health 

Considerations” (point 29). 

Health considerations and public concern can in 

principle be material considerations in determining 

applications for planning permission and prior 

approval. Whether such matters are material in a 

particular case is ultimately a matter for the courts. 

It is for the decision-maker (usually the local 

planning authority) to determine what weight to 

attach to such considerations in any particular case. 

You may need to remind your Council of this if they 

propose to build a new mast near you. 

A new piece of research is now under way called the 

COSMOS report. In the introduction “Mobiles & 

Health” it concludes: 

 “There are still significant uncertainties that can 

only be resolved by monitoring the health of a large 

cohort of phone users over a long period of time.”  

They go on the say:  

“..the observation period for slow growing tumours 

(such as meningioma and acoustic neuromas) has 

been too short for the absence of associations 

reported so far to be considered conclusive.”  

�ote again the specific mention of acoustic 

neuromas. It is because of the continuing 

uncertainty that I have taken what I regard as 

sensible precautions. 

The current radiation thresholds that mobiles and 

mast are required to meet are there for all to see 

on the internet, run to 13 pages, are highly 

technical, and are to me totally incomprehensible! 

If we have more technically qualified members 

who can actually understand them then their 

comments will be most welcome.   

John Peartree          August 2011 

“Mounting evidence suggests that there is no link 

between mobile phones and brain cancer,” reports the 

BBC. 

The news is based on a review of the evidence on 

whether mobile phone use raises the risk of the two 

main types of brain cancer: glioma and meningioma. 

In particular, the authors looked at the Interphone 

study, a large international case-control study. They 

say that combining the results of all the 

epidemiological, biological and animal studies, 

together with brain tumour rates, suggests that it is 

unlikely that mobile phones increase the risk of brain 

tumours in adults. 

This review was written by experts in the field and 

the findings are likely to represent the consensus of 

expert opinion. Though reassuring, the authors say 

that there is still some uncertainty, as there are not 

enough data on the risk of childhood tumours or 

mobile use for more than 15 years. Current advice for 

children and young people under 16 is to use mobile 

phones only for essential purposes and to keep calls 

short. 

The World Health Organization (WHO) has taken a 

precautionary approach, and recently classified 

mobile phones as a “possible carcinogen”, putting 

them into the same risk bracket as traffic fumes and 

coffee. The classification means that the link is far 

from certain, and WHO states there is only “limited 

evidence” of a link, and that the results supporting a 

link may be due to other factors distorting study data. 

 

‘Conclusion 

 

The authors of this review suggest that if there is no 

increase in brain tumour rates in the next few years 

after almost universal exposure to mobile phones in 

Western countries, it is unlikely that there is a link 

between mobile phone usage and brain cancer in 

adults. The methodological weaknesses of underlying 

studies and the trend in brain tumour incidence 

shown here suggest that any risk of brain tumours 

resulting from mobile phone use is likely to be very 

small, and possibly even non-existent.’ 

This extract is taken from the 3HS Choices  site ‘Behind the Headlines and is a critical evaluation of the 

paper that contributed to the WHO statement. You can view further information on the following websites: 

http://www.who.int/mediacentre/factsheets/fs193/en/ 

Mobile phones 'unlikely to cause brain tumours'  
An alternative  view 



 

Newsletter of The Acoustic Neuroma and Meningioma Network 

AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  

AMNET is a registered Charity  No 1073908 

                                                                                                                                        

As many of you will remember Peter has 

written articles for earlier editions of the 

newsletter charting his experience through 

diagnosis, seeking out the best treatment 

option and undergoing Gamma Knife surgery. 

His story moved on this year and I met him in 

his beautiful garden to hear about what has 

been happening to him. 

 
Peter is a zoologist who has worked for the last 40 

years on genetics and his background as a scientist 

very much influenced his approach to the diagnosis 

and management of his acoustic neuroma. 

He first noticed a problem in 2006 when he began to 

have problems with balance and vertigo. He was 

referred to the ENT clinic and following an MRI 

scan he was diagnosed with an acoustic neuroma 

about 1.6cm in size. As a scientist his first response 

was to research the condition and over the next few 

weeks he read numerous academic papers and 

became very knowledgeable about acoustic 

neuromas and treatment options. He followed this up 

by meeting specialists in all the different fields, 

surgery, fractionated radiotherapy and Gamma Knife 

before taking the decision to have Gamma Knife 

treatment. However, following advice from Mr 

Moffat (ENT surgeon and specialist with acoustic 

neuromas) that treatment was not advised unless the 

tumour was seen to be growing, he decided to ‘watch 

and wait’. He wrote a detailed account of his 

information-seeking which you can find in the 

Spring 2007 edition of the newsletter. 

http://amnet-charity.org.uk/Amnetpdfs/AMNET%

20News%20issue39.pdf 

 

However a scan a year later showed that the tumour 

was growing and Peter, with the consultant in 

Sheffield, Mr Rowe, decided to undergo gamma 

knife treatment. He also wrote about this along with 

some pictures which can be found in the Autumn 

2008 edition of the newsletter. 

http://amnet-charity.org.uk/Amnetpdfs/AMNET%

20News44.pdf 

 

There were no noticeable effects from the gamma 

knife surgery and he was 

feeling very well when 

he visited us to talk 

about his experiences in 

March 2009. A follow 

up MRI had showed 

some growth after a year 

(described as 

“swelling”); however 

this usually ceases and the tumour does grow any 

further (ca 95% of the cases are cured, as reported in 

the scientific literature). 

 

The next episode of the story starts in January 2011 

when his third follow up scan showed that the 

tumour had grown by 4mm in diameter during 2010, 

doubling in volume. He explained that ‘after this 

time you would not expect the tumour to be swelling 

any more, but you are advised to wait until about two 

years after the gamma knife before worrying about 

any extra enlargement —but this was two and a half 

years, so what to do? Was it swelling or growth? Dr 

Jefferies, the radio-oncologist felt the tumour had 

actually grown and suggested Peter see Mr Moffat 

again, who advised surgery. 

 

Peter wanted to know about the possibility of a 

second treatment with radiation and returned to the 

research papers. He found records of only about 10 

or 20 cases of people who had been treated twice and 

all reported success, although some were quite recent 

so it was difficult to assess as there had been such 

limited follow up. He still wanted to avoid surgery 

with its possible side effects so he visited the 

specialist, Mr Rowe, in Sheffield again to see if there 

was anything else he could do. The specialist took 

the view that a second radiation would not be 

prudent because he questioned why the first one had 

not been effective: perhaps Peter himself or the 

tumour were radio-insensitive, perhaps because of 

effective repair mechanisms? Also it was not 

understood why some tumours do not respond to 

radiotherapy. There would need to be a good reason 

to try a second treatment and therefore it might be 

wiser to try a different method of  treatment.  
 

Acoustic �euroma Revisted  

An interview with Peter Lawrence   
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Mr Rowe kindly reviewed his own cases and 

found only three (of thousands) where Gamma 

Knife was carried out for a second time and 

these were for special reasons such as the 

patient being too unwell to undergo surgery. 

Also, as Peter’s tumour had grown to 2 cm so 

it was reaching the upper limit for radiosurgery 

which is usually considered to be 2 - 2.5cm. 

 

Following this consultation, despite his anxiety 

about the effects of surgery, Peter felt he had 

no option, so arrangements were made for the 

operation which was carried out in April 2011. 

Interestingly an MRI scan on the day of  the 

surgery showed no further growth in the 3 

months. However the evidence shows that 

acoustic neuromas grow intermittently, thus 

they can 

be 

dormant 

for some 

time 

before 

growing 

again. 

Peter 

hopes that Mr Moffat will keep and publish 

data on his case as few tumours fail the gamma 

knife and more information could help future 

patients. 

 

Peter hopes that with the development of a 

number of lab-designed antibody treatments 

for specific tumours, research may eventually 

provide one for acoustic neuromas. The 

acoustic neuroma is a special kind of tumour, it 

is made by cells that lack a normal copy of the 

NF2 gene. Most people have two normal 

copies of the NF2 gene so if a cell loses one 

copy it can rely on the other. However some 

people have, at birth, only one normal copy of 

NF2 which makes them very likely to have 

these tumours —because their cells 

occasionally lose the only copy they have. 

These people almost invariably have acoustic 

neuromas on both sides, as well as neuromas 

elsewhere. For some unknown reason loss of 

copies of the NF2 gene occurs particularly 

often in Schwann cells associated with the 

vestibular nerve (which is why acoustic 

tumours should be known as vestibular 

schwannomas). Why cells in the vestibular 

nerve are most sensitive is one of the many 

important mysteries about these tumours. It 

would certainly help understanding if more 

studies of the tumour DNA were undertaken. 

 

One of the contra-indications for Gamma 

Knife has been that surgeons believe it is more 

difficult to remove the tumour following 

radiosurgery. But the literature on the 

difficulty of further surgery is very mixed, 

some papers reporting surgery is more difficult 

after radiosurgery, others reporting that this is 

not so. But the surgeons in Addenbrookes have 

an unusually rich experience as they have 

undertaken more than 1000 operations so Peter 

believes their opinion is most likely correct. 

Peter asked Mr MacFarlane (Neurosurgeon) 

about this and 

was told that 

while it is helpful 

that the tumour is 

less vascularised 

(with a poor 

blood supply), the 

tumour does 

become more 

adherent to the structures around it which can 

present problems. In Peter’s case Mr 

Macfarlane and Mr Moffat did have to leave a 

small part of the capsule of the tumour because 

it was attached to the brain stem. However 

they think that the capsule is unlikely to grow 

because there is so little left and the 

radiosurgery may have killed those cells 

anyway. Nevertheless, he will need another 

follow up MRI in about a year, so that will be 

something to worry about. 

 

Following surgery Peter was in hospital for 7 

days and although he had no facial weakness 

he did suffer double vision, nausea and balance 

problems. Apart from these horrid symptoms 

he felt he was well looked after in the hospital 

and the two surgeons were very clever and 

very kind. The sterility of the operating 

theatres is put through a big trial with these 

long operations and had passed the test 

superbly. When I interviewed him, about 6 

weeks after his operation, he was feeling much 

better and beginning to resume his normal 

activities. (Continued on next page)  

 

‘Despite the fact that he was one of the few 

people who are unlucky enough to require 

surgery after Gamma Knife, he has no regrets 

and believes he did make the right decisions 

at the time and in the circumstances.’  
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For those of you that are new readers of the 

AMNET newsletter. I live in Hitchin, 

Hertfordshire.I was diagnosed as having an 

acoustic neuroma towards the end of 2005. At 

the time I was 43 and this was the first time I 

had ever been told that I was suffering from any 

sort of major illness.  

The term acoustic neuroma was something that I 

had never heard of before. I was told quite a lot 

of information by the hospital staff; however, 

the thought of me being diagnosed as having a 

tumour inside 

my head was 

really quite 

worrying.  

I contacted 

AMNET as it 

was one of the 

contacts I had been given in the leaflet I was 

given at Addenbrooke’s. I spoke to Alison 

Frank who was very helpful and invited me to 

attend the next meeting of the group which was 

just what I wanted so that I could meet other 

people with the same condition as me.  As many 

of you will know, I had been given radiotherapy 

(FSR) and surgery  as two possible treatment 

options, both with pros and cons to them but 

what I wanted most was to understand exactly 

what each of these would mean for “me.”  

 

The first AMNET meeting I attended was in 

April 2006.and it was after this meeting that I 

decided on Fractionated Stereotactic 

Radiotherapy as my choice of treatment. I joined 

AMNET at that meeting and I completed my 

radiotherapy treatment in July 2006. Since then, 

I have been for several follow up MRI scans at 

Addenbrookes to monitor the tumour, so far all 

the indications show that the FSR treatment has 

been successful because the nucleus of the 

tumour is no longer growing. This is very 

reassuring to know. I still have the same 

symptoms that caused me to first seek help from 

the doctors back on 2005 (Impaired balance, 

Tinnitus & one sided hearing reduction) they are 

no worse than 

when I started the 

treatment. 

 

After my recent 

successful scan, I 

have to wait for 

several years before my next one. In the 

meantime, I am still employed as a railway 

controller in London and coping with the day to 

day pressures of family life at home.  

 

AMNET and the support of its members have 

been very reassuring as everyone has been 

helpful and willing to share their experiences 

with me. 

Having a guest speaker at the meetings is also 

another valuable source of information.  

 

With thanks from Stephen West 

Condition update from Stephen West.  

“AM�ET and the support of its members 

have been very reassuring as everyone has 

been helpful and willing to share their         

experiences with me.” 

We talked about the decisions he had made through 

the process and he believes that watch and wait and 

then radiosurgery were his best options when the 

tumour was first diagnosed and began to grow. 

Despite the fact that he was one of the few people 

who are unlucky enough to require surgery after 

Gamma Knife, he has no regrets and believes he 

did make the right decisions at the time and in the 

circumstances. From his research and experience 

Peter still believes that if the tumour is less than 

2cm then radiosurgery is the best choice of 

treatment although there are many factors that 

might influence that decision, such as the age of the 

patient for example. 
 

Peter believes that in 2006, when he was 

first diagnosed, the official consensus was 

to go for surgery but by 2010 this had 

changed and even the surgeons have altered 

their opinions and are often recommending 

radio surgery rather than surgery. 
 

June 2011 
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We provide: 

• Telephone contact with past patients, who 

understand what you are going through, 

and have time to listen 

• A regular newsletter for members, with 

information about developments in 

treatment and living with acoustic 

neuroma 

• Regular meetings, providing the 

opportunity to listen to expert speakers and 

meet other members 

• A library of resources, which can be hired 

by members 

• A detailed website, at www.amnet-

charity.org.uk 

 

If you would like to join AMNET and support 

our work please complete the 

form below and send a £15 annual subscription 

to: 

AMNET 

The Old School House, The Green 

Old Buckenham, Norfolk 

Established in 1999, The Greetings Card Company 

is an e-commerce business which sells greetings 

cards, personalised cards (all occasion and 

Christmas), charity Christmas cards, company 

diaries and gift products. 

You choose from a very wide selection of cards, 

order on line and they are delivered the following 

day. Profits from the cards go to your designated 

charity 

AMNET (Acoustic Neuroma & Meningioma 

Network) has an account with this website and we 

have raised over £50 for our funds so far. So next 

time you need a card for any occasion visit 

 

 

http://charitycards.co.uk/ 

Name 
 
 
Address (with postcode) 
 
 
 
 
 
 
 
Email  
 
 
Telephone (* optional) 
 
Type of treatment (Please tick) 
 

Watch, wait & rescan   
Microsurgery 
Radiosurgery 
 
I enclose a Cheque/Postal Order for £15 
for my yearly subscription to AMNET. 

Many of us will remember the feeling of shock when we first received a diagnosis of acoustic neuroma 

and possibly the difficulties of considering what to do next. A number of people faced with this situation 

do contact AMNET, either immediately or further down the line,  and we are usually able to offer a 

listening ear and some support. We would like to extend the range of people providing this support, 

including those who have possibly been in the situation not too long ago. If you think you might would be 

interested in helping us to support the people who contact us, please come along to a workshop we are 

organising in November at Addenbrookes Hospital. The programme is below. There is no obligation to 

take on a role, you are very welcome to come if you are just interested in the workshop. The workshop 

will be informal and everyone’s contributions will be encouraged. 

Would you like to join AM�ET? 

Would you like to help to support people who have been diagnosed with 

acoustic neuroma? 
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AM�ET Advisory Panel at Addenbrooke’s Hospital, Cambridge 
Mr David Baguley MSC MBA Principal Audiological Scientist. Kate Burton Advanced Practitioner in Neuro-Oncology. Melanie 

Jackson Skull Base Nurse Practitioner. Mr Robert Macfarlane MD FRCS Consultant Neurosurgeon. Mr David Moffat BSc 

MA FRCS Consultant in Otoneurological & Skull Base Surgery. Ella Pybus Co-director Meningioma UK and Trustee of BTUK. 

Mr N J C Sarkies MRCP FRCS FRCOphth Consultant Ophthalmic Surgeon. 

Directory 
AM�ET 

W. www.amnet-charity.org.uk 

E. contact.amnet@btinternet.com 

T. 01953 860692 

A. The Old School House, The Green, 

Old Buckenham, Norfolk, NR17 1RR 

British Acoustic �euroma Association 

(BA�A) 

W. www.bana-uk.com 

E. admin@bana-uk.com 

T. 01623 632143 

F. 01623 635313 

Freephone. 0800 6523143 

A. Oak House B, Ransomwood Park, 

Southwell Road West, Mansfield, Notts, 

NG21 0HJ 

Meningioma UK 

W. www.meningiomauk.org 

E. support-enquiries@meningiomauk.org 

(Patient information & support) 

meningioma@ellapybus.greenbee.net 

(Meningioma UK) 

T. 01787 374084 

 

 

Brain Tumour UK 

W. www.braintumouruk.org.uk 

T. 0845 4500386 (10am-1pm, Mon-fri) 

A. PO Box 27108, Edinburgh, 

EH10 7WS 

Royal �ational Institue for the Deaf 

(R�ID) 

W. www.rnid.org.uk 

E. informationline@rnid.org.uk 

T. 0808 808 0123 (Info line - Freephone) 

Textline. 0808 808 9000 

Tinnitus Helpline 

T. 0808 808 6666 (Freephone) 

Textphone. 0808 808 0007 (Freephone) 

A. 19-23 Featherstone Street, London, 

EC1Y 8SL 

Cambridge Campaign for Tackling 

Acquired Deafness (CAMTAD) 

W. www.camtadcambs.org.uk 

E. admin@camtadcambs.org.uk 

T / Text / Fax. 01223 416 141 

(Mon - Fri 9.30am - 12.30pm) 

A. 8A Romsey Terrace, Cambridge 

CB1 3NH 

 
Changing Faces 

Support for people with temporary or long 

term facial disfigurement problems 

W. www.changingfaces.org.uk 

E. info@changingfaces.org.uk 

T. 0845 4500 275 

British Tinnitus Association 

W. www.tinnitus.org.uk 

E. info@tinnitus.org.uk 

T. 0800 018 0527 

Minicom. 0114 258 5694 

A. Ground Floor, Unit 5, Acorn Business 

Park, Woodseats Close, Sheffield, 

S8 0TB 

Entific Medical Systems 

Info about bone conducted hearing aids, 

particularly for single sided deafness. 

W. www.entific.com 

 

Addenbrookes Hospital 

�eurotology & Skull Base Surgery Unit 

http://www.addenbrookes.org.uk/serv/

clin/surg/neurotol_skullbase/

surgery_profile1.html 

BA�A Booklets 
BANA has produced some booklets which may be of interest: 

• A Basic Overview of Diagnosis & Treatment of Acoustic Neuroma • The Facial Nerve & Acoustic Neuroma 

• Headache after Acoustic Neuroma Surgery • Eye Care after Acoustic Neuroma Surgery 

• Effects an Acoustic Neuroma can have on your memory, emotions, behaviour, executive functioning and energy 

• Balance following Acoustic Neuroma 

All these booklets are available from Alison Frank The Old School House, The Green, Old Buckenham, Norfolk, NR17 1RR 

Facial Stimulators 
AMNET has some Facial Trophic 

Stimulators which are available to 

members for a short term loan. There is a 

charge of £30 at present which includes 

maintenance and postage. If you would 

like to know more please contact: 

Margaret Allcock on 01493 700256 

�ecessary �ote 
AMNET News is very appreciative of the opportunity to publish items relevant to the 

interests of acoustic neuroma and meningioma patients. This includes instances where 

members of AMNET have experienced relief, improvement, difficulties or otherwise and 

write to us of their experiences in order to pass on information for the interest and possible 

benefit of other members. However, AMNET cannot endorse proprietary products or beheld 

responsible for any errors, omissions or  consequences resulting from the contents of this 

Newsletter. 

Chairman-Alison Frank 01953 860 692. Treasurer-Joanne See 01487 814380.  

�ewsletter Editor-Christine Richards 01954 211300 

Please consider writing for your newsletter. It can be anything you feel will be of interest to members from a few lines to a couple 

of pages. It all helps to make the newsletter more interesting. Email: chris@richards2113.fsnet.co.uk. If you would like to make a 

contribution please telephone or email me. 

Forthcoming Meetings 
15th A��IVERSARY CELEBRATIO�  Saturday 26th �ovember    
The meeting will be held as usual at Addenbrooke’s Hospital, Cambridge and the doors will open at 12.00hrs. A buffet 

lunch will be provided. 

Our speaker will be Mr David Moffat, Consultant in Otoneurological and Skull Base Surgery at Addenbrooke’s 

Hospital.  

Provisional  dates for meetings in 2012 are 21st April , 23rd  June and 24th November 


