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Spring Meeting 
Held at Addenbrooke’s Hospital in the 

Board Room 

on Saturday 13th April 2013 

 

Hello and welcome to the Summer edition of 

AMNET News.  After such a wet Winter and cold 

Spring, let us hope we can look forward to some 

blue skies and sunshine. Alison Frank, our Chair-

man, welcomed those present and thanked Sally 

Hardy for the production of her first Newsletter.  

 

In the preparation of this current Newsletter, I wrote 

to Karen Johnson, Charity Coordinator for Facial 

Palsy UK, about the article which was featured in 

Yours Magazine (see page 3 for more details).  In 

our correspondence, Karen (who has been a patient 

herself at Addenbrooke’s Hospital) asked when our 

next AMNET Meeting was.  I informed her that it 

was 13th April, but that we did not have a speaker. 

She very kindly offered to come and speak to us 

about the work and aims of Facial Palsy UK at short 

notice.  This correspondence occurred after the last 

AMNET Newsletter had been distributed, so please 

accept apologies from the AMNET Committee, if 

you would have liked to be aware that someone from 

Facial Palsy UK was coming to talk to us.   

 

This section is continued on page 4. 

Presentation about  

Facial Palsy UK  
by Karen Johnson,  
Charity Coordinator  

on Saturday 13th April, 2013 in the 

Boardroom at 

Addenbrooke’s Hospital, Cambridge. 

We were very pleased to welcome Karen Johnson, 

Charity Coordinator and Communications Officer, 

from the organisation Facial Palsy UK.  This was a 

very well received presentation about a topic that 

was relevant or of concern to all those present – new 

members and long-standing members alike. 

 

Background 
Facial Palsy UK was launched in November 2012 

and Karen told us of how the organisation aims to 

provide support for people with facial palsy and to 

train medical staff about awareness of patient needs.   

The founders of this new charity are Mr Charles 

Nduka (Consultant Plastic Reconstructive and Cos-

metic Surgeon) and Vanessa Venables (Principal 

Speech and Language Therapist), both from Queen 

Victoria Hospital, East Grinstead). Sean Cufley 

(Chartered Accountant) and Fiona Hawthorne (a 

note-worthy artist) are both trustees. 

Next Meeting 
Our next meeting which will also be the AGM will be held on Saturday 22nd June 2013 

in the Boardroom at Addenbrooke’s Hospital.  Doors will be open and 13.00 and the 

meeting will start at 13.30.  After the AGM the speaker will be Helen Hewlett, Senior 

Physiotherapist, Neurosciences Department at Addenbrooke’s Hospital. 

AMNET AGM for 2013 will be held on Saturday 22nd June 2013 in the  

Boardroom at Addenbrooke’s Hospital at 13.30 hrs—see letter for details 
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Background  
Karen set up two websites and had been communi-

cating with other patients with facial palsy.  Through 

this communication she was approached to become a 

volunteer and later to become the charity’s first em-

ployee as the Coordinator for Facial Palsy UK.   

To date, patients with this condition have been with-

out support and have struggled to access medical 

treatment which could greatly improve their quality 

of life and psychological wellbeing. The new charity 

hopes to address that need and ensure that access to 

health care services improves.   
  

 

 

 

 

 

 

Karen showed members a short promotional DVD 

about Facial Palsy UK which featured Mr Nduka 

and Vanessa Venables talking about the aims of the 

new charity which are: 

 

 To increase awareness of facial palsy and its 

social, physical and psychological consequenc-

es 

 To provide information and support for 

people living with facial palsy, their relatives, 

carers and medical professionals 

 To promote diagnosis, acute and long-term 

management and rehabilitation of people liv-

ing with facial palsy 

 To train and help establish support groups 

throughout the UK 

 To raise funds to support research and train-

ing for professionals involved with the diagno-

sis, management and treatment of facial palsy. 

 

[If you were not at the meeting Karen has passed on 

the link so you can watch the video.  She has passed 

on the comment that subtitles would be useful, but is 

not sure how long it will take to achieve this]. 

Facial Palsy 
Karen informed us that there are more than 30 dif-

ferent causes of facial palsy and some people, like 

herself, are born with the condition.  Traumatic 

birth, which might include the use of forceps or a 

face-first delivery, can damage the facial nerve.      

The most common cause of facial palsy associated 

with the brain is stroke, but unfortunately, as Mr 

Richard Price, told us in his talk on 9th April 2011 

(see Issue 51 AMNET News Autumn 2011 for more 

details), these patients are rarely referred to plastic 

surgery for reconstructive work which may help 

their recovery.   

Causes of facial palsy relevant to our readers include 

damage to the facial nerve by tumours on or near the 

vestibular, facial or parotid nerve or by surgical in-

tervention to remove tumours on these nerves. 

Progress so far 
There is currently one Facial Palsy UK support 

group which is based at the Queen Victoria Hospital 

in East Grinstead.  Facial Palsy UK are trying to set 

up support groups around the UK and it is hoped to 

establish one of these groups in or around Ad-

denbrooke’s Hospital, Cambridge.   

 

Possible local involvement 

Karen told us of how Mr David Moffat, formerly 

Consultant in Otoneurological & Skull Based Sur-

gery, Addenbrooke’s Hospital, is on the Medical 

Advisory Board for the charity and since the presen-

tation Mr Richard Price, Consultant Reconstructive 

and Plastic Surgeon, at Addenbrooke’s Hospital, has 

agreed to help with his support.  

Facial Palsy UK Presentation Continued 

from page 1 

From left to right, Karen Johnson talking to mem-

bers at the AMNET meeting 

http://www.facialpalsy.org.uk/about-facial-palsy/

facial-palsy-uk-information-video/322 
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 Prospective plans and developments 
As a charity Facial Palsy UK hope to set up multi-

disciplinary clinics throughout the UK, where pa-

tients would have access to a psychological thera-

pist, surgeon and facial therapist.   

 

Through the establishment of support groups, it is 

planned to run workshops, where patients can be 

enabled and encouraged to speak out on issues in-

cluding: 

 

The charity is currently developing a promotional 

leaflet for distribution throughout England and 

Wales and later into Scotland, for use in Hospitals 

and GP practices to raise awareness about the condi-

tion and to educate medical staff about the function-

al and psychological effects of facial palsy on a pa-

tient. 

 

The team at Facial Palsy UK are  planning a book 

for children and also want to raise awareness of 

facial palsy in schools.  A large family event is also 

in preparation where it is hoped to enable families 

of children with facial palsy to speak out. An 

‘information roadshow’ will be staged at the NF2 

Conference (for surgeons), which will be held in 

London on 21st June 2013.   

 

Facial Palsy UK has been sensitively promoted 

through various media outlets, including TV, radio, 

newspapers, magazines and medical publications.  

[My son phoned me to say he saw a feature about 

facial palsy on BBC Breakfast in November 2012 

and Chris Richards saw the following article in a 

magazine]. 

 

Sarah Healey who is now 62, was diagnosed with a 

vestibular schwannoma when she was 32.  As a re-

sult of her surgery 30 years ago, she suffered a faci-

al palsy (in her case a complete loss of the nerve and 

its functions).  Having anticipated a loss of feeling 

in the side of her face, she writes of her devastation 

in her “mirror moment” when she first saw her face 

following surgery.    

At that time she was a young Mum and practicing 

nurse and was not aware of any support organisa-

tions.  25 years on from that time she saw a chance 

article by someone with  a similar experience and 

contacted a self-help organisation, where she 

learned the art of using her tongue in her cheek to 

create a smile and found this boosted her credibility 

and confidence. 

 

In the article Sarah Healey talks of her experience 

and recovery and talks of how she has become in-

volved with the charity.   Her aim is to focus on im-

proving the quality of care for patients.  She says “I 

feel passionate about making sure GP’s and hospital 

consultants know where and how to refer people.   

 

I also want the whole medical team to offer support 

and be sensitive about that “mirror moment” when 

your whole body image alters, and help you start the 

long process of learning to love your face again”.   

 

[Reproduced with kind permission of “Yours Mag-

azine”, (Feb 19-Mar 4 2013 edition)]. 

 

Funding 
Funding for this work is a challenge, especially as 

the cause for facial palsy is so wide ranging and af-

fects patients across a wide discipline of health care 

provision.   

 

Research 
Facial Palsy UK aims to support research to inves-

tigate the incidence and prevalence of facial palsy in 

the UK as these statistics are currently unavailable.  

These figures are necessary when putting forward a 

case for funding, education and training issues.  

They also aim to raise funds to support medical re-

search into the causes, treatment and prevention of 

facial palsy. 

 

Karen Johnson finished up her talk to us by leading 

a Question and Answer session. This included dis-

cussion about a new surgical technique to enable 

function and movement for patients with facial pal-

sy, which was of particular interest to one our 

members present, who is hoping to have this sur-

gery, (see overleaf for more information about this). 

Workshop ideas  
Confidence    Relationships 

Intimacy    Going back to work 

Application of make-up Hearing 

Bell’s Palsy in pregnancy 

Support for families of children with facial palsy 

How to talk to children about facial palsy.   

Sarah Healey features in an article about 

Facial Palsy UK in ‘Yours Magazine’ 
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Developments in Surgery for Facial Palsy  
   
Mr Price has now operated on his first patient (a 

friend of Karen Johnson, from Facial Palsy UK) 

for facial palsy using the Labbe Transfer technique, 

developed by a French plastic surgeon called Daniel 

Labbe.  [For reasons of confidentiality we can not 

disclose the name of the patient here].   

Since the Spring meeting Karen has been able to 

link up the patient with our member.  Karen has also 

sent links about her friend’s progress, so if you are 

interested and would like to read them, please go to:  

[This subject that may well be relevant for a future 

meeting, if Mr Price is able to come and speak to us 

again, when details of which patients might be eligi-

ble for this surgery and outcomes of this new surgi-

cal technique are available]. 

 

Alison thanked Karen Johnson for an interesting  

introduction to the work that Facial Palsy UK is 

projecting.  This is bound to be a topic of interest to 

many readers, so we look forward to developing  

links with the charity and following their progress. 

Alison acknowledged that our Website is in need of 

attention/updating and asked for help from anyone 

with IT interest within AMNET, to update and/or 

maintain the website.  Is there anyone out there who 

could take on this role? Our website needs to be cur-

rent, relevant, informative and interesting, especial-

ly as this represents AMNET and will be the first 

point of access for new patients and hospital staff. 

 

Prospective speakers 
Alison informed us of speakers who have agreed to 

talk at meetings.  These include:  

 

Helen Hewlett, Senior Physiotherapist in the Neu-

rosciences Department at Addenbrooke’s Hospital 

who will speak at our Summer Meeting on 22nd 

June, 2013.  
Mr Neil Donnelly, Consultant Skull Base and Hear-

ing Implant Consultant at Addenbrooke’s Hospital 

who will speak at our Autumn Meeting on 23rd 

November, 2013. 

In 2014 we are hoping to hear from: Kate Burton, 

Consultant Radiographer in Neuro-oncology and 

Professor Brian Moore, Professor of Auditory Per-

ception at the Department of Psychology, University 

of Cambridge. 

 

The Communications Workshop that was planned 

for February 2013 was postponed, partly due to the 

date not being convenient for those expressing an 

interest and partly to technical problems in getting 

the Newsletter printed in sufficient time to invite 

other interested members.  Chris Richards will be 

running this free workshop which will now be held 

on  September 28th 2013, see p7 for more details 

about this. 

   

Chris has agreed to update our promotional litera-

ture and left out samples of business cards and oth-

er items for comments from members.  Our supply 

of leaflets is low and so we will need to create new 

leaflets with different photos and updated contact 

details.  Any ideas from members welcome. 

Chris is going to prepare more Information Packs 

for new staff in Clinic 10 at Addenbrooke’s Hospi-

tal.  These have proved to be very useful to new 

staff. recently 

http://www.bbc.co.uk/news/uk-england-

cambridgeshire-17338281  

(for pre-treatment article)  

http://www.peterboroughtoday.co.uk/news/health/

health-news/mark-can-grin-again-after-pioeering-

op-1-3813095  

(for a post-surgery article).  

Do you have IT/Website exper-

tise?  If so we need your help 

with our website.  

Facial Palsy UK 
PO Box 1269, Peterborough PE1 9QN 

Telephone: 0300 030 9333 

E-mail: info@facialpalsy.org.uk 

www.facialpalsy.org.uk 

To update the pictures in our promotional litera-

ture we will need to take photographs of members 

to be representative of AMNET.  We plan to do 

this at forthcoming meetings  Please feel free to 

decline if you are unhappy for your image to be 

used for this purpose. 

Spring Meeting Report Continued 

from page 1) 

http://www.bbc.co.uk/news/uk-england-cambridgeshire-17338281
http://www.bbc.co.uk/news/uk-england-cambridgeshire-17338281
http://www.peterboroughtoday.co.uk/news/health/health-news/mark-can-grin-again-after-pioeering-op-1-3813095
http://www.peterboroughtoday.co.uk/news/health/health-news/mark-can-grin-again-after-pioeering-op-1-3813095
http://www.peterboroughtoday.co.uk/news/health/health-news/mark-can-grin-again-after-pioeering-op-1-3813095
mailto:info@facialpalsy.org.uk
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Group discussion on hearing difficulties 
Chris Richards then arranged members present into 

smaller groups to ensure new members to AMNET 

were with regular members.  She asked us to discuss 

and then feedback on our “hearing” difficulties and 

what we found useful in overcoming these problems. 

 

Group experience feedback 
Feedback from the groups revealed that the main 

problem areas were: 

Supermarkets – due to the acoustics of the structure 

of the shops/aisles and also when at the checkout  

Locating sounds – a particular problem for those 

with small children, when trying to locate where the 

child is in the house when they call out 

Professional meetings – hearing what a speaker is 

saying, especially when there is no microphone, or a 

film/video is presented.  A speaker presenting an 

overhead presentation may well look at the screen 

and so lip-reading is then impossible 

Parties and social functions – either with or with-

out a hearing aid being worn, this seems to be a uni-

versal problem, but can be much improved on by lip-

reading skills 

Driving – when your deaf/reduced hearing side fac-

es the passenger 

 

Useful ways of overcoming difficulties 
Discussion and feedback was encouraged and the 

following suggestions made: 

 Be clear about telling those present that you 

have a hearing problem and on which side 

 Look at the person who is talking to you and if 

you do not hear them, ask them to repeat what 

they said, without shouting 

 In a public area, try to sit with a solid structure 

behind you to deflect sound – having a thor-

oughfare or people sitting around and behind 

you will present background noise and affect 

hearing 

 Lip-reading can be fun to learn and really 

helpful, especially if there is not too much 

background noise 

 Cherish and look after your hearing on the 

good side.  Single-sided hearing problems/

deafness is a challenge, but with congestion or 

deterioration in hearing on the good side, there 

will be fresh challenges to face. 

 

Alison thanked Chris for this interactive session, 

which was very much appreciated by all those pre-

sent. 

IMPORTANT  NOTICE 
 

New AMNET Bank Account 
 

This will be particularly relevant to any of you 

who are hoping to pay for your renewal of mem-

bership by the on-line banking method. 

Our Treasurer, Carol Clothier says: I am pleased 

to say that we now have the AMNET 

bank account open with:  

 

Barclays Bank at Flitwick   

Branch Sort Code 20-05-74 

Account Number 13850153 
Account name: AMNET 

 

Please note that it is essential for the AMNET 

membership number and surname of the member 

to be given as a reference when making online 

payments.  This information will be included in 

your letter about membership renewal. 

At the Clinic 10 Meeting between AMNET Com-

mittee Members and Clinic 10 staff in December 

2012, Rachel Knappett told us that she was writ-

ing up data collected in the Clinic on 180 patients 

who had completed questionnaires about hearing 

handicap.  This data was from patients from all 

over the country with single-sided deafness, not 

just those due to vestibular schwannoma. 

The questionnaire was a two-part study about 

hearing handicap, and was hoped that the data 

obtained would enable staff to help patients 

change the handicap of sudden single sided hear-

ing loss.  We were told that information would be 

available on request.  Please do ask about this 

within Clinic 10 if it is relevant to you. 

Single-sided Deafness Clinic Database 

Action on Hearing Loss and Deafness 

Research UK merged on 2nd April, 2013.  

The name Deafness Research UK will be phased 

out and the Action on Hearing Loss name will 

remain.  This will raise the profile of biomedical 

research into hearing loss and tinnitus. 
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AMNET was invited as an organization to attend 

the opening of this new Centre.  We were very for-

tunate that one of our members, Peter Lawrence, 

happened to be lecturing at the Royal Society that 

day and agreed to attend this occasion on our be-

half.  Thank you Peter for your efforts and for your 

account that follows. 

 

I joined in the Gamma Knife official opening day at 

the National Hospital for Neurology and Neurosur-

gery (NHNN) courtesy of Amnet. This was really a 

publicity jamboree, funded as far as I could deter-

mine by Elekta (who make the machine in Sweden) 

and a medical solutions company. The Perfektion 

machine costs about £5 million and this one is now 

the 6th gamma knife machine in the UK. When I 

had treatment in 2011 I think there were only 3 and 

only one of these was available in the NHS 

(Sheffield).  

 

There were posters, smart young women standing 

about, lots of big doctors and salespeople in dark 

suits, we were all wearing labels. I tried to talk to 

Dr Kondziolska who is arguably the top gamma 

knife researcher (and advocate) in the world, but I 

fear my position in the hierarchy was near or at the 

bottom and I was politely ignored as I hung around 

holding my canapé! I wanted to ask him why neuro-

surgeons, gamma knife users and radiotherapists 

did not get together worldwide to try and standard-

ise their assessment protocols so that outcomes of 

these different methods of approach to vestibular 

schwannomas (acoustic neuromas, VS) could be 

compared. I did ask the same question of a more 

junior Fellow who works with these tumours. And 

he said that the NHNN is a research-based organisa-

tion and they would be applying a defined protocol 

to all their patients; he agreed with me that the large 

medical literature on treatment options is very poor.  

 

Then there were a number of serious seminars on 

what they would be using the gamma knife for. And 

there was one theme that came up in different ways. 

This theme was that the uses of the gamma knife 

have been increasing, and gradually, step by step 

many interventions that used to be exclusively for 

neurosurgeons are being partially taken over by ra-

diosurgery. 

 

For example when the first gamma knife was in-

stalled in Sheffield 28 years ago, their use with VSs 

was limited to cases following failed neurosurgery. 

But gradually it came to be appreciated that the 

gamma knife could be used as the first treatment 

option on patients with small tumours. And, now, in 

the last few years, it has become accepted world-

wide that the gamma knife is the preferred primary 

treatment option in most cases of these tumours of 

less than 2cm. For a long time it was deemed a poor 

approach to brain metastases but that is now chang-

ing and for example in Japan the gamma knife is 

used for small brain metastases up to 20 at a time. 

Removing these with radiosurgery has proved ef-

fective, and of course much less invasive. There are 

now some 310 gamma knives installed in the world. 

 

For the future, the gamma knife advocates at the 

meeting see more uses, they see the machine being 

used for VS that are larger than 2cm, they see a big 

increased use for cancer, they see a large use for 

epilepsy, replacing often damaging neurosurgery in 

some cases, and they even see the use to help pa-

tients with obsessive compulsive disorder.  

 

There followed a ceremonial opening of the new 

gamma knife by the Speaker of the House of Com-

mons, John Bercow and some tea and cakes.  

 

I noted that the chief administrator who gave a talk 

about his grand vision for the Centre left as soon as 

the more scientific lectures began. In my work I see 

this often, the one thing our managers often avoid, 

is the scientific and the substantial. 

 

[Thank you to Peter Lawrence for this article] 

New Elekta Gamma Knife Centre 

opened at the National Hospital for 

Neurology and Neurosurgery in 

London on 23rd April, 2013. 

Newsletter Questionnaire 

We are going to send you all a questionnaire so 

that you can have your say in how you would like 

the AMNET Newsletter to look, what you would 

like included or omitted and any suggestions you 

may have.  It is a means of communication and 

support by members for members.  You will re-

ceive your questionnaire with your renewal letter, 

either in June or December.  Please contact us 

directly about comments in the meantime. 
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The aims of the workshop will be to consider what 

people are looking for when they contact us, com-

munication skills that will help us to support others 

with a diagnosis of acoustic neuroma/vestibular 

schwanomma and to 

discuss writing a set 

of guidelines for 

talking to people 

who contact us for 

help.  The workshop 

will aim to build the 

skills needed to 

communicate with 

and provide support 

for people who con-

tact the organisa-

tion. 

 

However, while this workshop is for anyone who is 

interested in the skills required to support enquirers, 

attending does not assume any commitment to do 

this, the decision to become involved and the level 

of involvement is up to each individual. 

 

Are you interested in attending this free work-

shop and developing your skills so that you are in 

a position to help other patients and their families, 

who have recently been diagnosed with an acoustic 

neuroma?  As we can all remember, this is a time 

when it can be difficult to understand some of the 

information given to us at hospital.  No two people 

will have the same experience or expectations, but 

to be able to speak to someone who has the same 

condition, can be very reassuring, at a time when an 

individual patient can feel very isolated (even if they 

have a loving and supportive family).   

Alison has a number of names of people who have 

expressed an interest in the past, but please could 

you contact either Alison on: 01953 860692, or Sal-

ly on: 01954 231363, so that we have some idea of 

numbers for catering and preparations.  Please make 

sure you let us know if you have any special dietary 

needs.  

 

AMNET have been approached by one of the Nurse 

Practitioners, Juliette Durie-Gair, from the Skull 

Base Team, to see if ANY members would be pre-

pared to act as a Patient Representative.  She  re-

cently attended a review meeting with the West  

Anglia Cancer Network (who oversee the provision 

of Skull Base Services within ENT, Neurosciences 

and Oncology.  The NHS is going through a transi-

tion at present and the Anglia Cancer Network is  

now part of the Strategic Clinical Network.   

Patient representation as part of the ‘patient and 

carer’ involvement is welcomed and appreciated by 

both Addenbrooke’s Hospital and the Strategic Clin-

ical Network.  This involves attending 5 or 6 meet-

ings of 2-3 hours duration/year with expenses paid.  

This is not an opportunity to voice political views or 

grievances. 

 

In an 18-page Patient Information document being 

given out to newly diagnosed vestibular schwanom-

ma patients (March 2013), the Skull Base Group 

state: 

Juliette recognises AMNET as a pro-active patient 

group and realizes that we have all faced a diagnosis 

of vestibular schwannoma or meningioma.  This is 

not a cancer diagnosis, but we do use the services of 

the Neuro-oncology staff and facilities, especially 

those patients who opt for radiotherapy.  Many other 

patients needing care in the Neuro-oncology area of 

healthcare will be facing a very different prognosis 

and might not be well enough to do this.   

 

The Patient Information document says that you do 

not have to be a patient to take on this role.   I have 

volunteered and Juliette said she has also heard from 

another new member of AMNET, who has ex-

pressed an interest.  Maybe someone who is in the 

‘watch, wait and re-scan’ group or has had fraction-

ated sterotatic radiotherapy/radiosurgery, would bal-

ance patient representation from AMNET.  

FREE Communication Workshop 
 

Saturday 28th September 2013 

from 10.30 – 15.00 hrs  

at Addenbrooke’s Hospital (Boardroom)  

(Lunch will be provided) 

“We are keen to hear what you have to say about 

the service and where possible wish to involve 

you in service development so that we can pro-

vide the best patient-focused care possible.” 

Patient Representatives Needed to  

represent the Skull Base Site Specific 

Group at Addenbrooke’s Hospital 
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To share the load of meetings and optimize member 

availability, Juliette has asked me to put this note in 

the Newsletter to see if anyone else would like to 

volunteer.  

 

If you would like to read more about what might be 

involved before making a commitment, then please 

go to the link: 

where you can find a ‘Guide To Patient and Carer 

Involvement’ pdf on the right hand side. 

 

If you are interested in being a  

Patient Representative, please contact: 

 

[I for one, found my neurosurgical treatment experi-

ence a very positive one, both during my in-patient 

stay and clinical support throughout outpatients and 

audiology within Clinic 10, and would like to  make 

sure that I can ensure this remains the case for other 

patients needing their care].  

 

 

Eye Ointment - At my recent medication review, I 

was advised to dispose of the first 2 cms of Lacri-

lube from a new tube as the tube is not sealed.    

(Janice Pettitt) 

 

Eye Ointment – Did you know that you can buy 

Lacrilube over the counter?  A small tube 3.5 g 

(sufficient for use at night for 28 days, plus spare) is 

priced a £4.10 and the larger size tube 5.0 g is 

priced at £5.98 at my local superstore pharmacy.  

This is a substantial saving on the prescription 

charge price of £7.85.   (Sally Hardy) 

Hello, 

   

The format of the Newsletter is slightly different in 

this edition.  One member commented that they 

found the font-size difficult to read previously and 

that the shiny paper we had been using in the print-

ing process caused reflection problems.  The mini-

mum font-size in this edition is 12. It will be inter-

esting to know if readers find this easier to read.  

The down side is that the information takes up more 

space.  As you will see from page 6, we are sending 

out a questionnaire about the Newsletter – DO 

please fill this in and return it to us with your mem-

bership renewal, so that I can try to ensure the right 

format and content for the majority of readers. 

 

Apologies to those of you who do  not have a com-

puter.  Where possible I try to include information 

in full with telephone contact numbers, but when 

information is sent to me on an internet-link there is 

not much I can do about it.  Did you know that if 

you take a note of the link to your local library, the 

library staff are able to help you access information 

on the computers in the library?  The first 30 

minutes of this computer use is free.   

 

We have recently found that one of our member’s 

husband, who has been distributing the Newslet-

ters is no longer able to do this due to other com-

mitments he now has.  Is there anyone prepared to 

take on this job?  The task involves sticking a print-

ed label on an envelope and inserting the Newsletter 

and then going to the Post Office for postage.  All 

expenses are paid, so you would not be expected to 

be out of pocket.  If you are able to help, please con-

tact any Committee member listed on the back of 

this Newsletter or speak to one of us at the next 

AMNET meeting, which is on 22nd June, 2013. 

Another member has asked us to indicate what time 

our speakers will commence their talks, due to their 

dietary needs.  The Boardroom in Addenbrooke’s 

Hospital will be open from 13.00 hrs on meeting 

days and the talk will commence at 13.30 (unless 

otherwise stated). 

[Sally Hardy, Editor] 

http://www.angcn.nhs.uk/patients-carers/patient-

and-carer-involvement.aspx  

 Juliette Durie-Gair,  

 Nurse Practitioner  

 Tel: 01223 348672  

 (Tuesdays or Fridays) 

Patient Representation Continued 

Helpful Hints 

   EDITORIAL 
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We have received one answer to our plea for user-

response to Wireless Hearing Aids.  This came from 

David Thorne, who had surgery for a vestibular 

schwannoma at Addenbrooke’s, but now lives near 

Ross-on-Wye, so is unable to access the Single-

sided Deafness Clinic in Audiology Department, 

Addenbrooke’s Hospital. 

 

“I used to work overseas, and in 1997 my employers 

arranged for me to go to Addenbrooke’s Hospital 

following an assessment by and on the recommen-

dation of their Harley Street appointed doctor.  I had 

my acoustic neuroma removed in 1997 which result-

ed in the loss of facial nerves and the complete loss 

of hearing on my right side. I retired back to this 

country in 1998.   

 

Having had surgery a number of years ago, I have 

probably become more accustomed to the down-

sides of single side deafness.  I manage to cope 

quite well when speaking to someone, one on one, 

or in a small group, and listening to the TV is not a 

problem.  However, after years of struggling to hear 

conversations, particularly in crowded environments 

I decided to try a Cross-aid system promoted by 

Boots Hearing Care in Cheltenham in April 2012. 

After a fairly thorough assessment by a hearing aid 

audiologist to confirm my deafness, was recom-

mended to try the Phonak Audeo S Smart IX in each 

ear so that sounds from the right hand side would be 

transferred to the left. The cost was an eye-watering 

£3,193 although I was assured that if I wasn't satis-

fied a full refund would be made. 

 

I have to report that the device had only limited suc-

cess. It was quite useful when out walking, as any-

thing said by someone on my right hand side was 

satisfactorily conveyed to my good left ear. Howev-

er, in a more crowded environment it was of little 

benefit as the device simply conveyed all noises/

speech to the left side. On reflection, it was perhaps 

a little naive to think that it would pick out individu-

al voices and convey only those. I returned to the 

Hearing Centre on a couple of occasions to have the 

system 'tweaked' but it made little practical differ-

ence. The aids were certainly small and unobtrusive, 

and created no problems when wearing them. Bat-

tery life was however very limited, requiring them 

to be replaced every 2/3 days. An adequate supply 

was provided at the time I purchased the aids, alt-

hough I am informed that to buy replacements does 

not constitute much of a cost to the overall device.  

 

Having returned the hearing aids, the refund was 

made without question. Boots definitely appeared to 

be more concerned that I was happy with the sys-

tem, than selling a product. However, at over £3,100 

I definitely did not consider the very limited success 

an acceptable cost/benefit ratio. 

 

I understand that the provision of a Cross Aid hear-

ing system is unlikely to be available on the NHS, 

although I do have an appointment with an NHS 

hearing specialist booked for later this year and to 

this end am trying to arrange an appointment with 

the Nevill Hall Hospital in Abergavenny, (I live 

near Ross-on-Wye).  

 

With regards to lip reading, my wife's cousin has 

suffered for many years with Meniere's disease, 

which has affected both her balance and hearing. 

She has been learning to lip read for many years, but 

with fairly limited success.  I know she finds it al-

most impossible to read my lips because I have a 

beard! I do not think I will attempt it at this relative-

ly late stage in my life (I am now 70), and manage 

well enough as long as I can manouevre myself into 

the best position to hear someone.” 

 

[Thank you David, for your account about your ex-

perience with a wireless hearing aid and for allow-

ing us to print this in the Newsletter.  Good luck to 

you with your NHS hearing specialist.  It would be 

interesting for all our readers to hear from anyone 

else about their experience with wireless hearing aid   

devices, Ed.] 

Wireless Hearing Aids 

The Greetings Card Company 
AMNET has an account with this website, 

which is an e-commerce business which sells 

greetings cards.  You choose from a wide selec-

tion of cards, order on line and they are deliv-

ered the following day.  So next time you need 

ANY type of card for any occasion please con-

sider this and help raise funds for our Charity. 

Contact: http://charitycards.co.uk/ 
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Further to the wonderful fundraising concert in Feb-

ruary 2012 where Heidi Pratchett, her family and 

friends raised a staggering £1500 for AMNET 

funds, we have been very fortunate to have been se-

lected as the chosen recipient charity for another 

donation.   

 

The annual highlight in Dovercourt, Essex, where 

Heidi lives, is the school prom at the Harwich and 

Dovercourt High School.  This event for Year 11 

students is a chance for them to relax after their ex-

ams and dress up and look gorgeous/handsome.

 

 

A professional photographer is present to take pic-

tures of groups as they arrive and the proceeds from 

the sales of the photos are donated to a charity cho-

sen by the students.     All the Year 11 students   

 

have the  chance to choose a charity and then to vote 

for the one they would like to donate to – as Heidi 

says “very democratic”.  

 

Sophie Tyrrell, a pupil at the school,  had an opera-

tion at Addenbrooke’s in 2010 for a tumour on her 

optic nerve and announced that her choice for dona-

tion was AMNET.  Sophie’s family are friends of 

Heidi and were supportive of Heidi’s family whilst 

she was in hospital and in her rehab following sur-

gery. 

 

Heidi points out that although she is a Governor at 

the School and is on the Committee that arrange and 

stage the arrivals for the prom, she had nothing to 

do with choosing AMNET as the recipient charity 

for the donation of £210.20.  She did, however, 

kindly attend the school with John Peartree, our 

Secretary, to receive the cheque. 

 
 

 

It is wonderful to think that the generous young peo-

ple at Harwich and Dovercourt High School elected 

for AMNET members to benefit from their memora-

ble glitzy evening.   No doubt this is their way of 

acknowledging the input that Heidi has into their 

school. 

  

[Thank you Heidi and the boys and girls in Do-

vercourt for allowing us to print these lovely pic-

tures and adding a touch of glamour.  Please accept 

our apologies if the clarity of your images are not as 

clear as you would have wished - they were from 

Heidi’s iPhone and then have been processed 

through computer programmes and printing.] 

A Heart-warming tale from our 

member - Heidi Pratchett 

Some of the girls and boys on the red carpet 

at the prom at Harwich and Dovercourt High 

School 
Heidi Pratchett with John Peartree receiving the 

cheque from student Sophie Tyrrell and Nina 

Carmel (the official photographer used for the 

prom on this occasion) 
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AMNET has one Neuro 4 Trophic Electrical 

Stimulator which can be used for facial stimulation 

for patients with synkinesis following facial palsy.   

 

PLEASE NOTE:  anyone considering use of this 

machine would need to be under the care of a 

specialist physiotherapist who can direct you on 

how to use it safely and effectively.   
 

You can also read more about this subject in the Au-

tumn 2009 Edition of AMNET News or follow the 

link: 

 

It might be useful to quote you some background 

information from the supporting literature for the 

Neuro 4 Trophic Stimulator: 

“Synkinesis – The term describes a stage in the re-

covery of a facial palsy and literally means things 

move together.  It is a period of imbalance in the 

face where the new nerve signals are dispersed to 

the whole of the face.  Specifically felt as tightness 

in the cheek area and an inability to move the mouth 

without associated activity around the eye. 

As the forehead and chin recover, the nerve becomes 

more mature and the over activity gradually recedes.  

In some cases the stage appears to be prolonged or 

the symptoms increase instead of decrease. 

These programmes have been used to ensure that 

recovery continues and the new nerve develops con-

trolled and isolated movements. 

Patient Benefits 

 A more relaxed face 

 A gradual ability to recognise incorrect move-

ment patterns and prevent them occurring 

 A repertoire of balance movements to the face 

to produce acceptable facial expressions.  The 

movement at first feels contrived, i.e. move 

the affected side first and balance the move-

ment exactly from the good side.  Later they 

will become automatic. 

 Blinking to speed and control during laughing 

and crying etc takes much longer to adjust 

 Daily controlled use of your face lays the 

foundation for automatic movements to 

change in the future. 

 

By inclusion of these details, we are not promoting  

the use of this machine – we just aim to let you 

know that we have one of these machines if you 

think it would useful to you.  Please contact our 

member Janice Pettitt on 01763 243998, who is cur-

rently responsible for the AMNET-owned Neuro 4 

Trophic Stimulator. There is a charge of £30 at pre-

sent, which includes maintenance and postage. 

 

The other two models (currently owned by AM-

NET) will be returned to Diana Farragher for recy-

cling/use of parts.  There has been minimum de-

mand for use of our trophic stimulators in recent 

years – we are not sure why, but perhaps due to im-

proved surgical techniques resulting in less facial 

palsy. 

Frances Dewhurst from CAMTAD thanked respond-

ents about suggestions of a change of name that 

would describe what CAMTAD do in a succinct 

way.  The Trustees will be considering these sugges-

tions and putting proposals to the AGM which will 

be held on 4th June, 2013 (see back page for contact 

details for CAMTAD). 

 

Forthcoming CAMTAD Event - 8th June 2013 12pm

-4pm Social Day at The Highway, Great Staughton.   

Funds raised from this event will be shared between 

CAMTAD and the village Friendship Club.  There 

will be vintage cars from 1912 and classic cars and 

trips to the Old Vicarage Garden (National Garden 

Scheme) Open Day and other amusements.  [If you 

live locally you might find this interesting – CAM-

TAD will have an information stand there]. 

Musical Listening Survey-The Department of Experi 

ental Psychology, Cambridge, are conducting a sur-

vey of people’s experiences when listening to music 

using hearing aids, with the goal of improving the 

perception of music for hearing aid users.  If you use 

hearing aids when listening to music and would like 

to take part, please could you take a few moments to 

complete the survey which can be accessed at: 

Facial Stimulator 

http://www.dianafarragher.co.uk/WordDocs/

AMNETNews1.doc 
News from CAMTAD 

http://www.surveymonkey.com/s/

musicandhearingaids 

http://www.dianafarragher.co.uk/WordDocs/AMNETNews1.doc
http://www.dianafarragher.co.uk/WordDocs/AMNETNews1.doc
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Directory 
AMNET 

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 Neuroma Association 

(BANA) 

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 National Institue for the Deaf 

(RNID) 

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 

Neurotology & Skull Base Surgery Unit 

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

clin/surg/neurotol_skullbase/

surgery_profile1.html 

 

 

Forthcoming Meetings 
Summer Meeting - 22nd April, 2013 - AGM followed by Helen Hewlett, Senior Physiotherapist, 

Neurosciences Department, Addenbrooke’s Hospital.  Doors will open 13.00, the AGM will start at 13.30. 

Autumn Meeting - 23rd November, 2013 - Mr Neil Donnelly, Consultant Skull Base and Hearing Implant 

Consultant at Addenbrooke’s Hospital, Cambridge.  Timing will be announced in the next Newsletter as this 

will also be our Christmas Meeting. 

AMNET Advisory Panel at Addenbrooke’s Hospital, Cambridge 
Mr David Baguley MSC MBA Principal Audiological Scientist. Kate Burton Advanced Practitioner in Neuro-Oncology. Indu 

Bahadur 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. 

 

BANA 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 

There is a £2 charge for all books. 

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: 

Janice Pettitt 01953 860692.  

Necessary Note 
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 860692. Treasurer– Carol Clothier 01525 404266 

Newsletter Editor– Sally Hardy 01954 231363  

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: sally.hardy3@btinternet.com  If you would like 

to make a contribution please telephone or email me. 


