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The next meeting will be on Saturday 30th November 2019 and will be in The David Dunn Suite at 
Addenbrooke’s Hospital. Doors open at 12.00 noon and there will be a buffet lunch for which we ask 
everyone to bring a small contribution.  
The speaker will be Anne Glynn, Head of Physiotherapy Colchester General Hospital and member of 
Addenbrooke’s Neurological team  

AMNET Meeting  

Saturday 29th June 2019 

The latest 
AMNET 
meeting was 
held in the 
David Dunn 
suite at 
Addenbrooke’s 
Hospital, 
Cambridge on 
Saturday 29th 
June. We were 
pleased to 
welcome a 

number of members, including some new faces, 
despite it being the hottest day of the year so far. 

The meeting opened with the AGM and then was 
followed by a talk from Betty Watts , a volunteer 
from Cambridgeshire Hearing Help. 

Cambridgeshire Hearing Help is a charity 
operating in Cambridgeshire providing free 
community based NHS Hearing Aid maintenance 

drop-in sessions across the county. At these sessions 
volunteers will clean and retube NHS hearing aids, 
supply NHS hearing aid batteries and provide other 
information/advice about hearing loss. This is a drop 
in service and does not require an appointment. The 
charity also offers free home/residential home visits 
for those who are housebound. Other services they 
offer include hearing loss awareness talks to 
community groups, lip reading classes, ‘living well 
with hearing loss’ workshops for those with newly 
acquired hearing loss, and peer support and 
signposting to other peer support groups.  

 
Website: www.cambridgeshirehearinghelp.org.uk . 
 
Betty gave us a very interesting talk about her work 
as a volunteer and also about the causes of hearing 
loss and ways of managing hearing loss, including 
making the best of your hearing aid, and the 
equipment that can help to enhance hearing. 
 
We would like to thank Betty for giving up her time 
to give us an interesting and entertaining talk. 

 

 

 

http://www.cambridgeshirehearinghelp.org.uk/
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I was never a 
particularly keen 
cyclist, but before my 
surgery 27 years ago I 
did have a bike and 
used to occasionally go 
out on it for a ride with 
the children.  
 
A couple of months 
after the operation I decided to try riding a bike 
again. I gingerly got onto the bike and rode up and 
down the drive, but felt very precarious and 
uncomfortable, so I decided I did not really need to 
ride a bike and I would not try again. Hence I did 
not get on a bike again. 
 

Fast forward 27 years to this September when my 
husband and I were enjoying a river cruise on the 
Rhine. The cruise was labelled as an ‘Active and 
discovery’ cruise and included various walking and 
cycling excursions along with other sightseeing 
options. I carefully avoided the cycling trips and on 
the last day had opted for a hike in a nature park.  
 
On arrival at the park I was a little alarmed to be told 
that some parts of the park were closed and we 
would need to cycle to our starting point and walk 
back. I swallowed hard and went to find a bike that 
was the right size so I could at leasr touch the 
ground with my feet. The first few minutes trying to 
balance and manoeuvre this ‘strange’ vehicle were 
quite scary as I felt very unsteady, but with a bit of 
practice it soon improved and I set of with the 
group, trying to make sure I was not too close to 
anyone else in case I lost control. Being in The 
Netherlands it was all fairly flat, but one slope was 
quite challenging and I was aware I was hanging on 
tightly and could not move my gaze from the road 
ahead!  
 
At the end of a 2km ride I was beginning to feel 
much more confident and could have carried on – if 
the saddle had been more comfortable! 
 
I think what I take from this experience is that while 

I do not intend to become a keen cyclist, even 
though I live near Cambridge, the city of cyclists, I 

now know I am capable of riding a bike and could 

do it again. I have learned, to echo comments 
elsewhere in the newsletter, that it is important to 

‘never say never’, and ‘use it or lose it! 

Hello Everyone 
 
Welcome to the Autumn 2019 edition of AMNET 
News. 
 
I am very pleased to offer you a bumper edition this 
time. We have the usual reports from our Summer 
meeting including the minutes of the AGM and a report 
of the talk we received from Betty Watts from 
Cambridgeshire Hearing Help.  
 
A plea to members via email has also provided a 
number of other articles and I am really happy to be 
including some members’ stories, with a special ‘thank 
you’ to Peter, Mandy, Steve and Alison for their 
contributions. I know everyone likes to read these 
accounts and it makes the newsletter much more 
interesting, so please follow the example of the people 
who have written and think about what you might be 
able to write for next time.  
 
If you are not totally comfortable putting your thoughts 
down on paper I can help, so please do get in touch if 
you would like to share your experience or ideas. This 
edition is raising some thoughts round hearing aids and 
their importance, even for our good ears, so you might 
want to take up that discussion, or anything else related 
to acoustic neuromas and life with or without them. 
 
The reason you have so many pages in this edition is 
because I had the opportunity to attend BANA’s 
Annual conference in Salford. This is the second 
conference I have attended and it was a very well 
organised event with interesting and varied speakers. 
There were also representatives from Starkey and 
Phonac who both make hearing aids, demonstrating 
their wares. 
 
I have written summaries of the talks, which included 
reports on cutting edge research in the field, along with 
support for tinnitus, facial palsy and balance. 

 
I hope you enjoy reading the newsletter and I look 
forward to hearing from you 
with any feedback and with 
your own contributions. 
 
Chris 

Editorial As easy as riding a bike? 
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Apologies:  
 
Mandy Francis, Janice Pettit, Eleanor and Tony Monk. 
Anne Law, Fiona and Brian Pike, Steve West, Rachel 
Davies, Eugene Gudgin, N. Stevens, Wendy Jeffery and 
David Purkiss. 
 
Chair’s Report 
 
The AGM commenced with the chairman’s report from 
Heidi on the past year.  
 
There have been two meetings at Addenbrooke’s 
Hospital with speakers Rachael Knappett, Senior 
Audiologist and Ilse Patterson, Senior Radiographer for 
the MRI Dept both at Addenbrooke’s Hospital.  
 
Heidi acknowledged the continued work of AMNET in 
supporting people with newly diagnosed skull base 
tumours and recognised the support from members who 
have been trustees, and managed the accounts, the 
website, newsletters and  membership renewals . We 
have raised £241 from Gift Aid, thanks to Alan’s efforts 
in getting it set up and we have given a donation to 
Cambridge Hearing Help towards extending their 
service. 
 
Heidi also reported her role, along with Sally Hardy in 
representing AMNET and all the patients of the Skull 
Base Service in Addenbrooke’s Hospital.  Over the past 
year this has included taking part in the ‘External 
Review’ of the Skull Base Unit. An external team come 
into the department and examine how the team works. 
Heidi said they were impressed by the size of the Skull 
base team and were pleased to make their contribution 
to the review.  The review noted the importance of 
AMNET and how well we were working with the team. 
We will receive a copy of the report when it is 
published.  
Heidi also reported from the Skull Base Meeting which 
she and Sally attend with the team on a yearly basis. 
This is an opportunity for the team to tell us about 
developments and for us to raise any questions or 
concerns. The latest meeting reported that they have: 
 
• commissioned and financed a dedicated Facial 

Palsy service 
• there is no longer a waiting list for radiotherapy 

and there is now an extra consultant in 
Radiotherapy to support Dr Jeffries   

• Addenbrookes now has a new scanner so there is 
also no waiting list for MRI scans. 

The question Heidi and Sally raised with the team was 
to find out more about outcomes from the various 
treatments – as follow up does not extend beyond two 
years, it is important for patients to know about long 
term outcomes. This meeting is an opportunity for 
members’ general questions to be raised with the team, 
so do let Heidi know if you have any questions for this 
meeting. 
 
Treasurer’s Report 
 
Alan reported on the last year, referring to the accounts 
which have been examined by Malcolm Howard, a 
retired bank manager, whom we thank. 
 
The income over the year had come mainly from 
membership subscriptions, and Alan thanked Rachel for 
her sterling work in sending out renewal letters and 
keeping track of subscriptions. There has also been 
some income from extra donations and fund raising, 
including the money obtained through Gift Aid. The 
main expenditure is the printing of the newsletter and 
general expenses, with some extra equipment bought for 
the PA system.  Overall the balance is £385.02 higher 
than it was last year. 
 
Election of Officers 
 
The following Trustees agreed to stand again and were 
re-elected (Proposed: Margaret Allcock, Seconded: 
Chris Richards) 
 
Alison Frank 
Heidi Pratchett 
Alan Gosling 
Bronwyn Lummis 
Charlie Lummis 
Peter Otley 
Stephen West 
 
Any other business: 
 
Chris reminded everyone about the newsletter and 
encouraged members to contribute their experiences, as 
that is what other members like to hear. The website still 
receives a number of visitors and is attracting a trickle of 
enquiries and new members. Bronwyn is posting 
regularly on the Facebook page and feels interest is 
increasing. Anyone who would like to get involved in 
any of these activities would be very welcome. 
 
Meeting closed 13.10hrs 

AMNET AGM Saturday 29th July 2019 
Minutes of AGM held in David Dunn Suite, Addenbrooke’s Cambridge  
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Betty introduced herself as a volunteer with 
Cambridge Hearing Help  
(CAMTAD). She explained that in her working life 
she had been an audio engineer working in 
broadcasting and the music industry and she and her 
husband set up sound systems/loop systems in public 
buildings such as churches and village halls. She 
works for Cambridgeshire Hearing Help as a general 
volunteer working in drop in centres and visiting 
people in residential settings and in their own homes. 
She began her talk by considering how important 
hearing is to us. We use hearing for communication, 
alerting us to danger and we use ambient sound to 
help us orientate ourselves.  

 
Betty quoted Helen Keller – a lady who was deaf 
and blind,   

 
"Blindness separates people from things; 
Deafness separates people from people"  
 
Cambridgeshire Hearing Help is a charity based in 
the Cambridge area and has 6 part time staff and 117 
volunteers. They run 43 NHS Hearing Aid 
Maintenance Clinics where they can provide 
practical support such as providing batteries, and 
retubing hearing aids, and also provide a listening 
ear for the people who drop into these clinics. There 
have been 10,932 appointments and 14,950 retubed 
hearing aids resulting from these clinics. There are 
approximately 6,000 service users using the clinics 
and other resources of the charity: 37% are 90+, 35% 
in their 80s, 19% in 70s, 6% in their 60s, and 3% 
under 60.  
 
Volunteers have also carried out 940 home visits and 
812 residential home visits and in the process of this, 
they have retubed 2269 hearing aids  
 
Other services provided include: Prison visits, 
information/advice/signposting, community talks/
assistive technology demonstrations, lip-reading 
classes, peer support, Living Well with Hearing Loss 
workshops. 
www.cambridgeshirehearinghelp.org.uk. 
 

 

Cambridgeshire Hearing Help  
a talk by Betty Watts 

The impact of unmanaged hearing loss  
 

• Depression 2.5 x more likely 
• Dementia – mild 2 x more likely, 

moderate 3 x, severe 5 x  
• Increased risk of falls – 140% for every 10 

decibels of loss 
• Increased risk to personal safety 
• Reduced quality of life 
• Strain on relationships & increased burden 

on carers 
• Loss of independence 

 

 
Facts and figures about hearing loss: 
 
• 1 in 6 of the adult population has hearing 

loss and this includes more than 70% of 
those over 70 years and  40% of those over 
50 years of age 

• On average it takes people 10 years to act on 
hearing loss 

• 20 % of people with hearing loss have 
hearing aids, but only 70% of this group use 
them regularly 

• A significant number of people who get 
issued with hearing aids leave them in a 
drawer.  

http://www.cambridgeshirehearinghelp.org.uk
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Betty then went on to talk about the anatomy of the 
ear and some of the Causes of hearing loss.  
 
Sound conduction in the ear 
There are a number of reasons why hearing  can be 
lost and these can be related to problems in the outer 
ear, middle ear or inner ear. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Outer Ear: Genetic abnormality or ear deformity, 
wax, object in the ear, inflammation of the ear canal, 
ear infection, bony growths in ear canal.  
 
Middle ear: Genetic abnormality, glue ear, 
perforated eardrum, infection, trauma, otosclerosis 
(abnormal bone formation), damaged tiny bones. 
 
Inner ear: Genetic abnormality, age related hearing 
loss (presbycusis), noise induced hearing loss, 
infections, trauma, ototoxic drugs.  
 

Age related hearing loss is caused by erosion of 
inner ear cells in the cochlea and currently there is 
no medical intervention that can replace these cells. 
The typical effects of this are the loss of high notes 
in hearing in the first instance, so speech sounds that 
give precision and clarity are missing (F Th S) and 
speech sounds mumbling and indistinct.  Sounds in 
the low or middle frequencies may remain clear so 
people with hearing loss can appear inconsistent in 
what they hear resulting in the impression that  “He 
hears when he wants to”. 
 
The Speech banana is a way of demonstrating the 
different sounds that are lost at different levels of 

hearing loss.  Looking at the diagram from the top 

down you can see which sounds are lost first eg 
leaves rustling and bird song, and as hearing loss 
develops some speech sounds become more difficult 
to hear,  and in more severe hearing loss sounds like 
the telephone and doorbell may be lost. 
 

Hearing and listening 
Hearing through our ears is a ‘mechanical’ process, 
however we listen through our minds consciously, 
involving analysis and understanding. 
Hearing requires the ability to hear, it is 
physiological act which involves the receipt of a 
message through ears but does not require 
concentration. On the other hand listening is a skill 
and a psychological act, involves the interpretation 
of a message received from the  ears, which requires 
concentration 
 
Strategies to help hearing  
The environment is very important in enhancing our 
ability to hear. It helps to be in a quiet area, and as 
with a hearing aid you pick up sound behind better 
than in front, if you are out it may be good to have a 
wall behind you. Good lighting is important as this 
helps you to pick up visual clues that can enhance 
your understanding of what you hear.    
There are a variety of pieces of equipment that can 
enhance hearing such as a personal listener to 
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enhance hearing of what is going on round you, 
amplifiers for phone or doorbell and smoke alarms 
that flash or vibrate where they will be noticed 
 

Induction Loop 
 
Induction loops are found in many public buildings 
and hearing aid users can turn their aids on to pick up 
sound through the loop. The system works by forming 
a wire loop around the area, either at floor or ceiling 
level and within that area, if you have  your hearing 
aid turned onto  ‘loop’, all you will hear is what is said 
into the microphone; it amplifies lower sounds and 
decreases louder ones. The system does require 
adequate microphones and speaker in order to be 
effective. If you have a digital hearing aid you will 
need to ask for the loop to be activated and instructed 
in how to switch it on.  
 
Theatres have a slightly different system that uses 
infra-red and this will require a different adaptor on 
your hearing aid which links the induction loop to 
your hearing aid and removes interference. Theatres 
may lend these to people attending the performance. 
 
Resources available for people with hearing loss: 
Cambridgeshire County Council Sensory Services:  
 
Sensory Services works with adults, and some 
children, who are deaf-blind, deaf, and hard of 
hearing, to help them stay as independent as possible. 
The information and support that they provide may 
include: equipment (e.g. equipment to alert you to the 
fire alarm or door bell, or equipment that can boost 

your hearing/ability to hear the TV), support for 
carers, access to benefits and entitlements, advocacy, 
access to work and training opportunities.   
 
Tel: 0345 045 5202 
Email:   careinfo@cambridgeshire.gov.uk  
 
Website: https://www.cambridgeshire.gov.uk/
residents/adults/organising-care-and-support/   
 
Cambridgeshire Fire and Rescue Service:  
Cambridgeshire Fire and Rescue Service offer the 
hearing impaired smoke alarms that use a vibrating 
pad and/or flashing light, and they fit these for free.  
Website: http://www.cambsfire.gov.uk/smoke-alarms-
510.aspx   
Tel: 0800 917 9994 
 
These services may also be available in your area. 
Betty answered some questions from the floor and one 
of the main points raised was that if you have hearing 
aids it is important to be proactive about any additions 
you may need to the basic model. You do need to ask! 
 

We would like 
to thank Betty 
for giving up 
her time to 
come and talk to 
us, and for a 
very interesting 
and informative 
talk 
 

Membership Secretary 
 

Most of you will be aware that Rachel Davies has been the 
Membership Secretary for AMNET for more than 10 years and we are 
very grateful to Rachel for all her hard work. However we are now 
looking for a new Membership secretary. Do you think you could help 
us please? 
 
The main role of the Membership secretary is to send out subscription 
reminders to members in batches twice a year (January and July) and 
register the returns on a database which needs to be kept updated. 
 
Maintaining good communications with Treasurer and other Trustees  
is important and there may be the need to speak with members on 
occasion. 
  

Important skills for the role are the ability to use, or be happy to learn to use, a mail merge system and to 

work with an Excel spreadsheet. Stationery and postage expenses will be reimbursed.  

If you are interested in supporting AMNET in this way, please contact one of the Trustees 

 

 

http://www.cambsfire.gov.uk/smoke-alarms-510.aspx
https://www.cambridgeshire.gov.uk/residents/adults/organising-care-and-support/
https://www.cambridgeshire.gov.uk/residents/adults/organising-care-and-support/
http://www.cambsfire.gov.uk/smoke-alarms-510.aspx
http://www.cambsfire.gov.uk/smoke-alarms-510.aspx
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Some readers may remember 
that my route to the surgery that 
removed my VS was tortuous. 
That the operation was 
eventually done by the team led 
by David Moffat and Robert 
Macfarlane and that they left a 
little bit of the “capsule”, the 
outer part of the tumour that 

adhered to my brain. Well, the operation was 8 years 
ago now on the day after Kate and Will got married, 
and perhaps its time to look back and see how things 
have gone (for me) since then.  
 
Subsequent MRIs taken first after one year and then 
every two years have shown no re-emergence of the 
dreaded tumour. But I worried every MRI and the most 
recent one taken this year gave me a nasty shock 
because I saw a big white blob on the TV screen and in 
more or less the right place and thought it was the 
tumour. But as Mr Macfarlane so kindly told me: the 
unprocessed images show up fat, eg fat that the 
surgeons use to block the hole, and this is removed from 
the image with software, it’s called “fat suppression”, 
so don’t peek at the screen during your MRI! 
 
The operation left me with only one significant deficit, 
single sided deafness and I have battled with that. I have 
good hearing in my one ear with only presbycussis, the 
loss of high frequency. Thanks to super kind and clever 
help from Addenbrooke’s Audiology I have tried 
different kinds of hearing aids, one with a wire to take 
signal from the dead to the living ear, one with a 
wireless link to do the same and a Roger Pen. None 
have solved my problems and I have given them all up. 
The good ear doesn’t want more input, it wants less, but 
pertinent, input. If there is any other noise, even the 

humming of a fridge, it does serious damage to speech 
discrimination. I guess like many I solve this best as I 
can by moving about to hear individuals in a crowd, or 
taking them away from the rest to talk. I cup a hand 
around my ear to reduce noise coming from unwanted 
directions (many misread this and shout, which hurts 
more than it helps). I tell people about my problem, 
which isn’t easy as it’s tricky to explain but that can 
help. I have tried wearing my aid or the aids they 
provide in the theatre but again they don’t help me 
much. I have concluded the problem is that the sound 
comes somewhat out of synch from several directions 
(echoes in the theatre, different speakers in the cinema) 
and a one-eared person is not well equipped. Put me in 
a quiet place with one person talking and no 
microphone and I do well.  
 
The Roger Pen is in principle a good thing, and might 
help if my own hearing were poorer, but moving the 
pen around in a pub, say, is distracting for everyone and 
anyway it picks up too many signals from wherever it is 
that add to the direct input I am getting.  
I do use my hearing aid for one thing; I turn it up on a 
walk in with the wild to beef up bird song, which tends 
to be of high frequency. 
 
Another minor problem is tinnitus, which I have had 
now for about 15 years, and as I write this I can hear it 
singing away in my dead ear. Yet most of the time I 
don’t hear it at all. I don’t know if my tinnitus is quieter 
than for others or I am just good at ignoring it, but 
weeks can go by without me thinking of it. 
 
I often think of the surgeons and their team who gave a 
long working day (>10 hours) of their lives just for me 
and to the audiology team in clinic 10 and I am very 
grateful. 

 

Update from Peter Lawrence 

Those of us with SSD have been told to take good care 
of our remaining ear and I am sure we all do. However 
having SSD does not  save us from suffering hearing 
loss in our good ear, and like everyone else trying to 
ignore this.  
 
I have just discovered that you can do an online hearing 
test which may give you an idea about whether you 
should get your hearing tested properly. This is 
available from a number of sources including 
Specsavers and Scrivens and also Action for Hearing 
Loss, (their test is off line at the moment, but  they offer 
a telephone test). 

Specsavers: https://www.specsavers.co.uk/hearing/free-
online-hearing-test   
Scrivens: https://scrivens.com/hearing/online-hearing-
test/ 
Action on Hearing Loss: https://
www.actiononhearingloss.org.uk/hearing-health/check-
your-hearing/ 
 
I took the test which only required a headset or 
earphone and a few minutes and I was emailed a fairly 
detailed result of my test. Maybe not quite bad enough 
to go for a check, but certainly worth repeating at some 
point and recommending to others. 

How good is your hearing?  Chris Richards 

http://www.specsavers.co.uk/hearing/free-online-hearing-test
http://www.specsavers.co.uk/hearing/free-online-hearing-test
https://scrivens.com/hearing/online-hearing-test/
https://scrivens.com/hearing/online-hearing-test/
https://www.actiononhearingloss.org.uk/hearing-health/check-your-hearing/
https://www.actiononhearingloss.org.uk/hearing-health/check-your-hearing/
https://www.actiononhearingloss.org.uk/hearing-health/check-your-hearing/


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

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

BANA National Conference held at Salford Royal Hospital  

12th October 2019 (Reported by Chris Richards) 

The British Tinnitus Association has 100 support groups 
around the country and its aims are to provide a 
welcome, information and support for people 
experiencing tinnitus. They also have a website with a 
lot of information including an online course called 
‘Take on Tinnitus’ aimed at people who have just been 
diagnosed with tinnitus, but is also useful for others who 
have been living with tinnitus.  
https://www.tinnitus.org.uk/  
 
Sue, who stood in for the representative from BTA at 
short notice, focused her talk around the concept of 
‘habituation’. Which is defined as a psychological 
learning process where there is a decrease in response to 
a stimulus after repeated exposure. Animals and humans 
can ‘learn to ignore’ a particular stimulus and this is one 
way to manage tinnitus. A wide variety of people 
experience tinnitus, but the reaction to it varies linked to 
the significance we attach to the sound. Our response to 
a particular sound may depend on whether we attach a 
positive or negative significance to the sound. A 
positive response may be  ‘ I know this noise can’t harm 
me and if I can learn to ignore it, it will fade into the 
background. However if you become scared by the 
noise this may well result in responses such as anxiety, 
depression, and activation of the limbic system in your 
body causing the physiological  ‘fight or flight’ 
reaction’.  
 
This can result in a cycle of 
behaviour which is 
constantly listening to the 
tinnitus to see if it has 
changed, so not being able 
to ignore it. In order to deal 
with tinnitus there is a need 
to break this pattern of automatic monitoring which 
leads to the release of stress hormones. Techniques such 
as ‘relaxation’ and ‘mindfulness’ can help with this.  
 
The distress caused by tinnitus is related to how much 
you monitor it and are aware of it. It is about managing 
the reaction to tinnitus  - tinnitus does not change but 

our perception of it can, for instance as we suffer 
hearing loss, background noise man reduce, so tinnitus 
appears to become louder. Sound therapy can give us 
something else to listen to, relaxation and mindfulness 
can move our focus away from the tinnitus. 
 
Assessment for tinnitus requires ruling out underlying 
disease. Management includes encouraging relaxation – 
simple breathing exercises can be used anywhere but it 
is important to practise so you can use them easily when 
you need them. Appropriate amplification in relation to 
using hearing aids for hearing loss can also help 
tinnitus. 

 

Essentially the level of importance you give to tinnitus 
will determine its impact on your life. If you can find a 
distraction and stop monitoring your tinnitus it will be 
better – we need to ‘habituate’ our response to the sound 
and decrease our response to tinnitus. 
 
As yet there is no cure for tinnitus although research is 

being carried out and the focus is now more on the 
impact of the brain on tinnitus rather than the ear. 

I was fortunate, along with about 80 other members of BANA and their families, to be able to attend BANA’s 

Annual Conference in Manchester. It was hosted in the Mayo Centre in Salford General Hospital and proved to be 
a very interesting day with a number of very relevant talks and the opportunity to speak to presenters, 

representatives of other organisations and other members. 

‘Tinnitus Support’, Sue Falkingham  Audiologist and Hearing 
Therapist, President at British Acadamy of Audiology 

Things to do when you have tinnitus: 

• Notice environments and activities where tinnitus is 
less intrusive 

• Expect that tinnitus will be more noticeable in some 
environments 

• Take time each day to switch between tinnitus and oth-
er bodily sensations 

• Ask yourself if there is anything else on your mind that 
is increasing stress 

• Anything you find relaxing will help tinnitus 

Things not to do when you have tinnitus: 

• Avoid activities that make tinnitus worse 

• Try to live in spite of tinnitus not because of it 

• By planning your life around the tinnitus it gives it 
more importance 

• Testing tinnitus 

• When listening out for tinnitus you are putting attention 
onto it. 

 

https://www.tinnitus.org.uk/
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‘Predicting the behaviour of Vestibular Schwannoma’  
Professor Simon Lloyd, Consultant Skull Base Surgeon and Auditory 

Implant Surgeon, Salford Royal Hospital, Manchester. 

Some of you will 
remember Simon Lloyd 
when he was a clinical 
fellow in Cambridge and 
was carrying out a 
research project looking at 
how acoustic neuromas 
(vestibular schwannomas) 
behave over time. He is 
now a professor  in 
Manchester and 
continuing his research 

into the behaviour of vestibular schwannomas 
Simon’s talk focused on how VSs behave, what 
controls their growth, how the growth can be predicted  
and what we can do  as a result. 
 
How Vestibular Schwannoma’s (VS) behave 
 
The incidence of vestibular schwannoma (VS) is 
usually sporadic (only occurs once in an individual), 
apart from in people with NF2, and research has shown 
that after diagnosis approximately 30% of vestibular 
schwannomas show significant growth  (2 – 3 mm per 
year, although this can be up to 15mm per year). The 
tumour can start growing at any time, however 85% do 
so within three years of diagnosis. If there has been no 
growth after 5 years the tumour is unlikely to grow. 
The tumour grows within the ear, spreading out through 
the inner ear cavity and may eventually touch the 
brainstem and cause indentation in the brain stem. 
Some VS grow steadily while others stop and start, so 
growth is unpredictable. 
 
The Watch, Wait and Rescan programme has led to a 
change in management of VS with surgery becoming 
less common in recent years due to the growth of 
scanning techniques which can be used to monitor 
growth. 
 
What controls the growth of VS? 
 
Tumours are caused by a genetic abnormality occurring 
in a single cell, in the case of VS this has been 
identified as the Merlin gene. When the mutation 
occurs this gene becomes unable to control cell division 
leading to the growth of the tumour. In the normal 
population this needs to be due to a malformation of the 
gene in both parts of the genome, so it is rare, however 

patients with NF2 already have the mutation in one half 
of the genome, so have a much higher risk of 
developing VS tumours.  
Earlier research has ascertained that there are no 
clinical predictors (age, gender, side of tumour, or 
initial tumour size) that help to predict growth so the 
research is now looking at other ways which can be 
seen using specific scanning techniques. Current 
research has focused on looking at factors that may 
help to predict tumour growth. 
Tumours occur due to a mutation of the gene in a 
Schwann cell resulting in Schwann cell proliferation 
and development of a tumour. The processes involved 
in this lead to high levels of inflammation, new blood 
vessel formation and increased ‘leakiness’ in cells.   
 
How can the growth be predicted? 
 
Dynamic contrast MRI scanning has been developed 
and it is able to measure this leakiness of the cells 
which appears to be a predictor of growth along with 
the high levels of inflammation that can be measured 
by inflammatory markers in the blood. A substance 
called the Vascular Endothelial Growth Factor (VEGF) 
has also been found to correlate with the aggressiveness 
of tumour growth.  
Scientist have carried out a study with 12 NF2 patients 
in which they were given the drug Avastin 

(Bevacizumab) which blocks the immune reaction 
which causes new blood vessel formation. A DCMRI 
scan was carried out before and after the drug had been 
administered, to measure the permeability of the blood 
vessels and monitor tumour growth, showing links 
between these factors. The drug was found to have a 
positive effect in reducing tumour size in a number of 
the patients. 
 
What can be done? 
 
This research suggests that both leaky blood vessels 

and inflammation in the tumour may be factors that 
predict tumour growth in vestibular schwannomas. It is 

early days and much more research will be needed, but 

it is hoped that  within the next few years doctors will 
be able to counsel patients based on this type of 

information, and also possibly find the specific drugs 

that will give the ability  to control growth in vestibular 
schwannomas.  
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‘Facial Palsy’  
Wendy Walker (The Linden Clinic) Facial Rehabilitation Physiotherapist 

 
Wendy works at the 
Linden Clinic which 
specialises in 
physiotherapy 
treatment for facial 
palsy and facial 
weakness. Some of you 
will remember Diana 
Faragher, the founder 
of the clinic, who 
visited us on a couple 
of occasions in the 
early years of AMNET.  

 
Wendy described the disabling and psychological 
effects suffered by people with facial palsy for 
whatever reason. It affects non-verbal communication 
making it more difficult for people to express 
themselves when talking to others. We all rely quite 
heavily on non-verbal cues in our conversations and 
these may be absent in a person with facial palsy. 
Facial palsy also impacts on eating and drinking, 
sometimes making people less willing to attend social 
occasions. It may impact on other important social 
activities such as kissing. This shows that problems 
associated with facial palsy are not just about vanity, 
they are also very real and are functional. 
Another problem people experience is the reluctance to 
be photographed, and while twenty years ago it was 
fairly easy to avoid cameras, in the days of the mobile 
phone and social media this is increasingly difficult.  
 
Assessment 
 
When a person first visits the Linden Clinic an 
assessment is carried out and this includes static 
photographs, which can be used to make comparisons 
after treatment, a facial grading score, and surface 
Electromyography (EMG), which measures electrical 
signals from the facial nerve to the facial muscles to 
ascertain if there is any activity left in the nerve to 
work with. If there is some response, even if it doesn’t 
appear to  be helping, then it may be able to be 
improved, however if there is no response from the 
nerve, it will not be possible to  help the patient 

through physiotherapy treatment, so they would be 
referred to the surgeons for assessment.  
 
The symptoms that the treatment addresses include 
‘low tone’, the face floppy and not moving, and 
synkinesis (some movement but stuck in the wrong 
place). 
 
Treatment 
Treatment is focused around working out what the 
nerve is ready to do and give a re-training programme. 
The clinic provides information on what to do, but it is 
the individual who to continue with the treatment on a 
daily basis at home. Treatment may include EMG 
stimulation and using mirror feedback for exercises. 
Electrical stimulation used for facial palsy needs to be 
very specific in terms of where it is applied and 
providing the correct stimulation. Patients may also be 
taught to use their hands to soften the tissue and make 
it more mobile. 
 
There are no contra-indications or side effects to facial 
physiotherapy and it can be done in conjunction with 
other therapies. It is also never too late to attempt 
facial rehabilitation; it is always possible that the nerve 
is still responding, even if there appears to be no 
movement. The clinic does suggest delaying physio for 
a year after onset of paralysis or weakness to allow for 
natural healing. 
 
The clinic carried out a study of patient outcomes on 
110 patients over a year, a third with facial palsy 
related to acoustic neuroma, and half who had Bell’s 
Palsy. The results showed an average of 25% 
improvement in Facial Grading Score in the group. 
 
Wendy also works with surgeons at Manchester Royal, 
being involved in seeing patients referred for surgery 
and offering post-surgical rehabilitation.  
 
 
The Lindens is a private clinic and people with facial 
palsy can possibly be referred by their GP or self-refer. 
https://www.dianafarragher.co.uk/  

 

https://www.dianafarragher.co.uk/
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 ‘Using Artificial Intelligence in the management of Vestibular 

Schwannoma’  

Jonathan Shapey Research Fellow, University College, London 

What is ‘Artificial 
Intelligence’? (AI) is 
a question many of us 
would ask.  
 
Jonathan, a 
neurosurgeon 
carrying out research 
into the use of AI, 
described it as the 
‘broad concept of 
machines being able 
to carry out tasks in a 

smart way resembling human intelligence’. Algorithms 
are developed which teach the computer to recognise 
patterns and to be able to make predictions based on 
those patterns. Deep learning in this context is when 
computers are taught how to teach themselves, learning 
from their own experience.  
 
Working with AI is a complex process and requires 
input from teams of mathematicians, engineers, and 
computer programmers, as well as the medical input 
required for this type of work. 
 
The programme Jonathan is working on is a research 
study involving the use of AI in the interpretation of 

MRI scans. For a person diagnosed with a vestibular 
schwannoma it may be necessary to have a series of 
MRI scans at given intervals, possibly over a whole 
lifetime. 
 
The best way of measuring a  tumour on scan is by 
volume, but this type of measurement can take a 
radiologist 20 minutes, or possibly a lot more for a 
complex tumour. The computer, using an automated 
process can do this in less than 4 seconds with an 
overall accuracy of 93.68%. This can benefit patients, 
especially those in ‘Wait, watch and rescan’ 
programmes, by standardising measurements and 
treatment and providing automatic reporting which can 
speed up Gamma Knife planning and the identification 
of ‘growing tumours’. 
 
Jonathan suggested that AI can be an important factor 

in the future management of vestibular schwannoma. It 

will reduce the workload of specialist radiologists by 
automatically reporting the scan and will identify 

which scans require a specialist report. Future research 

will also evaluate whether tumour growth is related to 
specific radiological characteristics that could be used 

to deliver personalised, patient specific treatment plans 

to patients with vestibular schwannomas.  

 

‘Balance Assessment’ Doug Jones, Physiotherapist 

Doug, a sports 
physiotherapist, had 
surgery to remove a large 
acoustic neuroma and this 
experience and the support 
he received on his road to 
recovery has led to his 
inspiration to set up Altius 

Healthcare which offers a range of wellness services.  
 
Doug talked about balance, giving us practical 
demonstrations of strategies we can use to improve our 
balance. He suggested we should challenge our balance 
all the time. For example, see how long you can stand 
on one leg, then try when it’s dark or with an eye 
closed.  
 
It is also important to monitor your progress regularly 
to see that you are improving, so time how long you 

can stand on one leg and then see if you can do it for 
longer after practising for a week.  
 
The other important factor for 
balance is to work on your core 
strength and Doug 
demonstrated a couple of 
exercises that can help to build 
core strength and which can be done lying down 
including the ‘Bridge’ (see picture).  
 
Doug’s message is ‘Use it or Lose it’, so you should 
keep on challenging yourself and this will improve 
your balance. 
 
 
Both yoga and Pilates classes will help you with 

exercises that strengthen your core and improve your 

balance. (Chris) 
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The Roger Pen  - Wireless microphone  

 ‘ From sickbed to summit’, Sarah Crosland, BANA member 

Sara was the final 
speaker of the day and 
she related her journey 
from ‘sickbed to 
summit’.  
 
She had been very fit 
and active before her 
acoustic neuroma was 
diagnosed and with the 
diagnosis she suffered 
brainstem compression 
and a haemorrhage, so 

for a while was feeling very ill and depressed. 
Following the surgery Sara is still fighting her way 
back to health, but in the relatively short time since 
her surgery she has undertaken a number of physical 
challenges and raised a significant amount of money 
for BANA.  

Within 6 months she was back walking in the hills 
and mountains and had undertaken a skydive for 
charity. This has been topped by a climb to the top of 
a mountain in Africa this year.  
 
Sara still finds 
life difficult in 

terms of coping 

with hearing loss 
and balance 

issues, but she 

emphasises how 
important it is to 
have a goal and 

to keep fighting!  

 

 

James Cooney from Phonak introduced the discussion 
around remote microphones that can boost sound for 
people who have hearing aids. He suggested that most 
people can only hear conversations at 1.5 metres, and 
that a device such as a Roger pen which is 
multidirectional can boost ability to hear in work and 
social situations .  
 
While these devices are expensive to buy, James did 
point out that they are available through Access to 
work’ and ‘Disability Students Allowance’ and the 
British Legion.  
 
Hearing loss can cause major problems in a work 
situation including isolation, difficulty in getting 
promotion and early retirement  - 5 million people of 
working age have hearing loss. The number of people 
applying for help via Access to Work is ‘relatively 

small’ and it is something that should have a higher 
profile. Application can be made via your HR 
department.  
 
If you would like to know more about the Roger pen 
and similar devices visit: 
 
https://www.phonak.com/uk/en/hearing-aids/
accessories/roger-pen.html/ 
https://www.actiononhearingloss.org.uk/shop/  
 
To find out more about 
‘Access to work’ visit  
 
https://www.gov.uk/
access-to-work  

 

 
 

https://www.phonak.com/uk/en/hearing-aids/accessories/roger-pen.html/
https://www.phonak.com/uk/en/hearing-aids/accessories/roger-pen.html/
https://www.actiononhearingloss.org.uk/shop/
https://www.gov.uk/access-to-work
https://www.gov.uk/access-to-work


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

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

As many of you will 
know, I was diagnosed 
with an Acoustic 
Neuroma in 2005, I 
was on the list for 
surgery but after 
hearing a talk about 
radiotherapy by Kate 
Burton at an AMNET 
meeting, I changed my 
mind and went for my 

'tailor made' FST radio-therapy treatment at 
Addenbrooke’s in 2006. Since then my journey has 
been somewhat uneventful so far as the treatment went 
because with radiotherapy, there are little outward 
signs that one has had the treatment and I was very 
relieved to hear that the regular MRI scans were 
indicating no further growth . In 2018 I was 
effectively signed off by the consultants at 
Addenbrooke’s. 
 
Thinking back to when I was initially diagnosed, it 
was a very scary process and I am still grateful to 
Alison andall the other members of AMNET who 
helped me learn about acoustic neuromas and what I 
could expect for the future.  
 

Everyone's journey through 
treatment and recovery is 
different but from my 
perspective, I am pleased that I 
am still able to write this letter 
and that I am still able to be 
enjoying a lovely holiday 
exploring the scenic and 
interesting railways of 
Switzerland. Even though my 
balance was not as good as it 
should be, I made it without 

tripping on all the uneven paths up in the mountains 
and on the cobbled streets of the old towns. I also 
made it up innumerable steps to reach the top of the 
cathedral spire in Bern and I have now been on a 
mountain railway to see the Matterhorn from 3,100m 
which was spectacular.  
 
After my treatment, I was fortunate that I was able to 
return to my job as a Railway Controller for Greater 
Anglia. At work, the only change that I have noticed, 
is that I have to keep reminding my colleagues that I 
cannot always hear them, especially  if they call out 

something on my left hand side whilst I am dealing 
with something on the right hand side of the office. 
This is mostly because there are no outward symptoms 
of the acoustic neuroma and many of the people that I 
worked with back in 2006 are no longer working now, 
so it’s mostly the new starters in our office who are 
not aware how a person with an acoustic neuroma is 
affected in a busy and noisy office environment. 
  
One of my biggest fears 
was that an acoustic 
neuroma would prevent 
me from cycling but I 
was pleased to know that 
I could use my bicycle to 
get from Cambridge 
station to Addenbrooke’s 
when I had the initial visits to the hospital and again 
for the follow-up visits after my treatment. I am still 
cycling to and from my local station and when I do get 
some time off, my wife and I have been able to enjoy 
using the bikes to explore some of the disused 
railways which have been turned into traffic free cycle 
paths including Norwich to Reepham and Hatfield to 
St Albans. 
 
I know that everyone's 
journey through acoustic 
neuroma treatment is 
different and I wish that 
I hadn't got it in the first 
place but for me I keep 
telling myself to be 
positive and think about 
all the things that I have 
been able to do since 
having my treatment. 
 
What Steve hasn’t told you so far is that each year he 
does a cycle ride for charity  
 
This year’s’ ‘bike’n’ hike’ event was on the 14th of 
September when Steve raised close to £300 for the 
Historic Churches Trust when he visited 23 churches 
on a 28 mile route between his home town of Hitchin 
to St Albans using bike and a train to enable him to 
get to all 28 of the churches.  
 
If you would like to more and maybe support Steve’s 
efforts you can visit his ‘Just Giving’ page at  Steve 
West Just giving . (Chris) 

Update from Steve West 

 

 

 
 

https://www.justgiving.com/fundraising/stephen-west11?fbclid=IwAR0M2uhaO83tX_bb89lES4IJ53zERkFsAm_QvfnBSW6OiZQOZcshtJVJitE&utm_campaign=pfp-share&utm_content=Stephen-West11&utm_medium=fundraisingpage&utm_source=Facebook&utm_term=rJwx5QYGj
https://www.justgiving.com/fundraising/stephen-west11?fbclid=IwAR0M2uhaO83tX_bb89lES4IJ53zERkFsAm_QvfnBSW6OiZQOZcshtJVJitE&utm_campaign=pfp-share&utm_content=Stephen-West11&utm_medium=fundraisingpage&utm_source=Facebook&utm_term=rJwx5QYGj
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My journey began when 
I became increasingly 
deaf in one ear, no other 
symptoms. After 12 GP 
appointments over four 
years I was finally given 
an ENT appointment.  
 
After my MRI I was 
given the unfortunate 
news I had a large 
acoustic neuroma. The 
consultant at the 
Norfolk and Norwich 

hospital at that time presumed I would definitely have 
to have it removed. After needing a further more 
detailed scan I was sent to Addenbrooke’s to have a 
meeting with one of the skull base team. In the month 
waiting for that appointment I was very anxious and 
upset as I had three young children, it was such a 
shock.  
 
The appointment was not what I was expecting as I was 
told that although the tumour was large I could have 
the option of watching and waiting. This news totally 
threw me, I was all prepared to have it removed then I 
had this option. After much thought I decided to watch 
and wait. Each year I was scanned and learnt to live 
with it, albeit a worry. Four years on a consultant at a 
routine check up was showing me my scan and 
mentioned there was a fluid area within the tumour. 
This meant it was actually a cystic acoustic neuroma. 
All consultants are different but because this was 
mentioned, I questioned “would a cystic type be more 
temperamental”. His answer was” yes sometimes”. 

This didn’t sit right 
with me and I then 
just couldn’t live 
with it anymore.  
 
In October 2016 I 
had a very 
successful operation 
with Mr McFarlane. 
A tiny piece of 
tumour was left on 
my facial nerve to 
preserve my face. 
Since then it 
remains a speck and 
I have been assured 

it will not give me any more problems. The operation 
was 11 hours long, I came around slowly but didn’t 
have the typical room spin. Yes, a headache and an 
uncomfortable leg but I can honestly say not as bad as I 
thought it would be. The following day I did have to 
take anti sickness pills and just wanted pure rest. The 
physio team were brilliant and not half as scary as I had 
heard. After three nights I was allowed home where I 
followed a rigid exercise program and rested. I was 
very lucky to have a great network of friends and 
family to help me through.  
 
I was back to part time work after four months. I never 
had tinnitus, any facial palsy or balance problems 
afterwards. The operation was a fabulous success and I 
am so glad it’s out and I truly never ever think of it 
now. Since then I was offered the BAHA hearing aid. 
After much thought and two visits to Addenbrooke’s, I 
decided to go ahead and have it fitted. The operation is 
short but I would highly recommend a general 
anaesthetic. I chose to have 
a local, it wasn’t a very nice 
experience. Being awake 
and the numbing injection 
was so stingy and 
uncomfortable.  Hearing the 
drill as well was an 
experience!  
 
Since having it done, at my 
first check up I explained I 
thought the screw in my 
head was quite pronounced 
(much more than the 
sample they showed me). The prosthetic ear they 
showed originally was based on a child’s ear. This is 
something to consider as for me it is quite different. 
Unbeknown  to me there are different sizes of 
inbutment. The benefit the BAHA gives me though 
outweighs this.  
 
No more feeling cut off especially in restaurants. 
Driving and the theatre feels so much better. It was so 
amazing once it was turned on, I could hear so many 
noises that I could not normally hear. The direction of 
sound was balanced and normal.  Very exciting. The 
staff at Addenbrooke’s were all amazing.  
 
The BAHA and I have never looked back, its clarity of 
sound is wonderful.  It is easy to click on and I have 
never had it fall out (only if a pullover flicks it off).  

My Story: Mandy Francis 
Mandy has kindly shared her AN journey including  diagnosis, surgery and being fitted with  

a BAHA and her very positive outcome 
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My hair covers it and there are ways of styling your 
hair up and again you don’t see it. The batteries easily 
last a week. Amazing!  
 
As for the acoustic neuroma operation I’m glad I 
waited so my children could cope better, plus there was 
the advancement of surgery technique. I am very well 
and reflect on photos and can’t believe it ever 
happened.  

My advice before any operation is get in a totally 
positive mind set, be as healthy as you can be and fight! 
There is certainly a normal life after an acoustic 
neuroma. Our blessing is they are not cancerous and 
surgery has advanced majorly.  

Volume 12, 13,14 15 
why was the television 
so quiet? This kept 
happening & in 
conversation I was 
having to ask people to 
repeat what they had 
said and still not 
hearing clearly. There 
was a lot of nodding 
and smiling 
(lopsidedly!) from me 
going on as I tried to 

work out what had been said. Also some awful 
moments when the other person was looking at me 
expectantly and I had no idea or a vague idea of what 
they were talking about. My sense of isolation in 
everyday life was increasing. 
 
And then... an advertising leaflet from Specsavers came 
through the door, my glasses were fine but flicking 
through it before recycling it  they also 'did' hearing 
aids. A little more thought and I plucked up courage 
and made an appointment at my local branch. I didn't 
have to wait long and was seen by a pleasant efficient 
lady who asked about my problem, my medical history 
and conducted a hearing test on both ears. 
Unsurprisingly nothing much registered on the 'bad' ear 
and my 'good' ear could be boosted and improved. I 
then tried an aid which she tested with different sounds. 
I have very narrow ear canals so this took a while to get 
a good fit. When I was happy with fit and style I chose 

a mid price  one (about £1600) out of a wide price 
range and made another appointment for a week's time 
for a fitting. The only advantage of single sided 
deafness is you get 2 hearing aids! 
 
 When I returned for the fitting and some slight 
adjustments I set off to try out the aid in everyday life. 
What a lot I had missed, particularly bird song and 
natural sounds while walking. I caught more of 
conversations and heard all the vicar's good sermon for 
the first time for years! 
 
 I returned to Specsavers 3 weeks later to report and as I 
was happy nothing else needs doing until my yearly 
check up. 
 
 Buyers are provided with 6 months of batteries in sixes 
which are included in the price and a voucher to get 
more that can be used at any branch. The aid I have 
plays a little tune before the battery runs out so you are 
not left suddenly silent. Batteries are easy to change 
with a sliding cover on the aid and have to be pushed 
out so they cannot fall out and get lost. The new 
batteries are in a cardboard and plastic recyclable 
nearly flat holder which easily fits into a handbag or 
pocket. 
 
  Quite a lot of money but I feel it was money well 
spent for the difference it has made to me. After 
thinking about this for some time I am really glad I got 
round to doing it. Maybe you could too? 

‘Quality of life - improved’  
by Alison Frank 

 

What is your experience of hearing aids for SSD? Please send me an 
email and let me know what has worked or not worked for you and we 
can share our experiences. My email is amnet.chris@gmail.com  

mailto:amnet.chris@gmail.com
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Directory 
AMNET 
www.amnet-charity.org.uk 
Contact: www.amnet-charity.org.uk/
contact us/ 
Tel: 01953 860692 
The Old School House, The Green, 
Old Buckenham, Norfolk, NR17 1RR 
 
British Acoustic Neuroma Association 
(BANA) 
www.bana-uk.com 
Email: admin@bana-uk.com 
Tel: 01246 550011 
Tapton Park Innovation Centre, 
Brimington Road, Tapton, Chesterfield, 
Derbyshire, S41 OTZ. 
 
The Brain Tumour Charity 
www.thebraintumourcharity.org 
Contact: 
www.thebraintumourcharity.org/about-
us/contact/ 
Tel: 0845 4500386 
Support and information 0800 800 0004 
Hartshead House, 61-65 Victoria Road, 
Farnborough GO14 7PA 
Meningioma UK 
www.meningiomauk.org 
Email: enquiries@meningiomauk.org 
Tel: 01787 374084 

 
Action on Hearing Loss  ( RNID) 
www.actiononhearingloss.org.uk 
Email:  
informationline@hearingloss.org.uk 
Tel: 0808 808 0123  
Textline: 0808 808 9000 
 
British Tinnitus Association 
www.tinnitus.org.uk 
Email info@tinnitus.org.uk 
Freephone Helpline: 0800 018 0527  
Ground Floor, Unit 5, Acorn Business 
Park, Woodseats Close, Sheffield S8 OTB 
 
Cambridgeshire Hearing Help 
(CAMTAD)  
enquiries@cambridgeshirehearinghelp.org
.uk 
Tel:  01223 416 141 
(Mon - Fri 9.30am - 12.30pm) 
153 St Neots Road, Hardwick, Cambridge 
CB23 7QJ 
Mobile: 07852 699196 
Cambs Tinnitus Support Group 
https://www.cambstsg.com/   
 
Changing Faces 
www.changingfaces.org.uk 
Email support@ changingfaces.org.uk 
Tel: 0300 012 0275 
 

Facial Palsy UK 
www.facialpalsy.org.uk 
Email: info@facialpalsy.org.uk 
Tel: 0300 030 9333 
Eventus, Sunderland Road, Market 
Deeping, Peterborough PE6 8FD 
 
Addenbrookes Hospital 
Neurotology & Skull Base Surgery Unit 
www.cuh-org.uk/skull-base-service 
Addenbrooke Hospital, Clinic 10 ENT 
www.cuh.org.uk/for-patients/contact-
outpatient-clinics/all-clinics/clinic-10-ear-
nose-and-throat-ent 
Tel: 01223 217588 
Appointments: 01223 216561 
 

Forthcoming Meetings 
Next Meeting: The next meeting will take place in the David Dunn Suite at Addenbrooke’s Hospital, 
Cambridge on Saturday 30th November 2019, doors open 12. noon. The speaker will be Anne Glynn, Head 
of Physiotherapy Colchester General Hospital and member of Addenbrooke’s Neurological team  
Future meeting: The summer meeting will be on Saturday 20th June 2020. The speaker will be Kate 
Burton, Advanced Practitioner in Neuro-Oncology, Addenbrooke’s Hospital. 

AMNET Advisory Panel at Addenbrooke’s 
Hospital, Cambridge 
Kate Burton, Advanced Practitioner in Neuro-Oncology,  
Dr Sarah Jefferies BSc, MBBS, MRCP, FRCR, PhD Consultant 
Clinical Oncologist,   
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,  
Mark Smith, Specialist Audiologist,  
Mr James Tysome MBBS, MA, PhD, FRCS (ORL-HNS) 
Consultant ENT Surgeon. 

Honorary President - Alison Frank 01953 860692.   Chairman - Heidi Pratchet 07818 421555                                        
Treasurer - Alan Gosling 01502 565385                     Newsletter Editor -  Chris 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: - 
amnet.chris@gmail.com 

Necessary Note 
AMNET News is very appreciative of the 
opportunity to publish items relevant to the 
interests of acoustic neuroma and meningio-
ma patients. This includes instances where 
members of AMNET have experienced 
relief, improvement, difficulties or other-
wise 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 proprie-
tary products or beheld responsible for any 
errors, omissions or  consequences resulting 
from the contents of this Newsletter. 

https://www.cambstsg.com/

