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Next Meeting 
The next meeting and AGM will be on Saturday 1st July 2017 in the 
Boardroom at Addenbrooke’s Hospital Cambridge. Doors will open 
at 13.00hrs.  
The speaker will be Dr Sarah Jeffries (Consultant Clinical Oncologist, 
Addenbrooke’s Hospital, Cambridge) and she will talk to us about the 
new NOVALIS machine for single fraction radiotherapy. 

Our Christmas meeting was held  on Saturday 26th 
November at Addenbrooke’s Hospital in Cambridge. 
Everyone contributed towards a buffet lunch which 
proved to be interesting and tasty. It was a good 
opportunity for members to meet and chat to each 
other. 

 

The main event of day was a talk by Mark Smith, an 
audiologist who works in the Single Sided Deafness 
Clinic at Addenbrooke’s Hospital (see report inside). 
He talked about how the clinic was set up and that it 
serves a wide range of people with Single Sided 
Deafness, including people who have had skull base 
surgery. He told us about what happens in the clinic 
and also a lot about new hearing aids and other 
devices that can help to improve hearing. He also 
described some of the plans for the future of the 
clinic and took time to answer questions from the 
audience.   

 
 

 

 

 

 

 

After the talk we enjoyed some more food and chat 
and the draw for the raffle in which there were lots of 
lovely prizes.  

AMNET Christmas meeting 26th November 2016 

 

 

 

 

Issue 66 Spring 2017 



AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  
AMNET is a registered Charity  No 1073908 

2 

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

 

We welcomed Mark 
Smith to our 
Christmas meeting 
and he gave us a very 
interesting talk about 
the Single Sided 
Deafness  (SSD) 
Clinic at 
Addenbrooke’s 
Hospital. 
Mark is a Specialist 
Audiologist who has 
worked in 
Cambridge for about 

10 years and has had a number of roles within the 
department in that time, including as part of the 
SSD team. He works with patients who have 
complex needs which can include single-sided 
deafness, tinnitus, and patients who have hearing 
implants. The department is involved in a number 
of clinical trials, and provides supervision to 
students who are training to be audiologists and 
doing research. Mark’s other interests include 
medical device design, auto immune disorders, and 
the effects of stroke and metabolic conditions, such 
as diabetes, on the hearing and balance system. He 
told us about the development and work of the SSD 
clinic, dividing his talk into 4 sections. 
 
Past 
The SSD Clinic was set up in around 2009. The 
design of the clinic was loosely based on a similar 
clinic already running in Manchester. The rationale 
for setting up the service was that as a Skull Base 
and NF2 Centre, treating a large number of patients 
with SSD, it was felt that there should be a 
specialist clinic to serve this group who often have 
different needs from other patients requiring 
hearing aids.  The aims of the clinic were to address 
the emotional and functional consequences of SSD, 
providing pre-operative counselling and post-
operative rehabilitation following skull base 
surgery. The clinic also aims to actively engage in 

service development and support research to 
improve outcomes for all patients with SSD. 
Alongside those with skull base tumours such as 
vestibular schwannoma and meningioma, there are 
also a number of other causes of SSD, including 
head injury, chemotherapy, radiotherapy, some 
medications, or other health conditions, or it may be 
a problem that a person is born with. 
 
Present 
The clinic has 8 members of staff including 
audiologists who specialise in implants, vestibular 
(balance) problems, paediatrics, tinnitus and there is 
also a link with the Emmeline Centre which deals 
with patients who have hearing implants. 
A major part of the work in the clinic is associated 
with providing hearing aids for people with SSD. 
People with SSD require specific hearing aids 
which will enable sound to be transferred from the 
non-hearing side to the hearing side. Better versions 
are always being developed and one of the latest is 
called the CROS II. CROS hearing aids do use a lot 
of battery power which requires users to change 
batteries more frequently than people using 
standard hearing aids. One of the advantages of this 
new model (produced by Phonak) is that the 
batteries may last 30% longer, perhaps up to 8 days. 
The design also claims to have better wearing 
options to make the device more comfortable, and 
has separate volume controls for the aids on both 
sides and a new feature called ‘Stereo Zoom’. 
Disadvantages of this model are that it is not 
compatible with current NHS hearing aids and it 
will be somewhat more expensive than current 
NHS models. This means that it may not be 
available to patients at the clinic just yet. 

‘The SSD Clinic – Past, Present and Future ’ Talk by Mark 
Smith at AMNET Christmas meeting  

Saturday 26th November 2016 
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 The way in which hearing aids usually work is that 
they take samples of sounds coming into the aid and 
make adjustments which then focuses the 
microphone on a particular area from where sound 
is coming. The idea is that the focus is usually on 
speech sounds as this is what the user will want to 
hear. This means that speech will hopefully be 
clearer for the user. With previous CROS aids the 2 
devices (the hearing aid on the good ear, and the 
CROS aid on the bad ear) work independently. The 
new model takes input from both devices, so they 
are able to ‘talk’ to each other in order to make a 
decision about where is the best place to focus the 
microphones in order to pick up speech and reduce 
background noise. They call this feature ‘Stereo 
Zoom’. 
 
Phonak have done some ‘in house’ research into the 
new devices and found that with ‘open’ fittings the 
new CROS II aid does not offer much improvement 
in background noise over the existing CROS aid. 
However those patients using an ear mould or ‘in 
the ear’ device did find some improvement in 
background noise compared to the previous CROS 
aid. This research does suggest that the new devices 
are an improvement, but the research has some 
limitations and there needs to be more independent 
research to support these findings. 
There are now a number of other devices that can 

improve the effectiveness of hearing aids. There are 
hearing aids which, with the aid of an ‘app’, enable 
the user to connect the aid to TV, mobile phone or 
iPad and other devices, enabling streaming and the 
ability to personalise the hearing experience. This 
allows adjustments to improve hearing within a 
given environment and also to listen to music, and 
even to help tinnitus. 
 
 
Assistive Hearing Apps 
These are ‘apps’ (applications) which can be 
downloaded onto smart phones or tablet computers 

(like the iPAD) and perform certain tasks which can 
be helpful to people with hearing problems, like 
sending messages to your phone or hearing aid 
when a certain sound is detected (e.g. door bell, 
phone ring, baby crying). This has the advantage of 
not needing any other bits of equipment, just your 
hearing aid and smart phone or tablet computer. 
There are a couple where you can programme in 
your hearing levels and adjust the sound to make 
music sound better. 
 
Hearables 
There are also devices called ‘Hearables’ which are 
devices worn in the ear which are designed for 
things like listening to music, or monitoring fitness, 
or activity levels, so not specifically for persons 
with a hearing loss but can in some cases help 
people with hearing loss.  
The following websites provide information about 
assistive listening ‘apps’ and the variety of 
assistance they offer for people with hearing loss. 
www.hearinglink.org/living/loops-equipment/useful
-apps-for-hearing-loss/ 
 
http://www.soundzoff.org/apps.htm 

Bone Anchored Hearing Aids 
These aids are specifically designed for people with 
SSD and work via an implant on the deaf side 
which transmits sound across the head to the ‘good’ 
ear. The implant needs to be inserted and this 
requires a small operative procedure. 
There are some new models available which aim to 
improve the device in various ways. 
Oticon have recently launched new aids which have 
new processors and are more powerful. They have 
developed a minimally invasive implant procedure 
using a local anaesthetic and ‘hole punch’ 
technique, leading to fewer complications. The 
device will link with wireless streaming accessories. 
Cochlear also has new processors which are more 
powerful and they also offer a BAHA attachment 
that is through a magnet rather than an abutment 
which leaves the skin intact, reducing infection risk. 
These devices are also able to direct communication 
from other devices such as smart phones or TV. 
Volume and tone can be adjusted and the device 
will remember previous settings for a particular 
location (e.g.  a friend’s house, restaurant, theatre). 
Med-el have produced the ADJOIN device which is 
a BAHA that does not require an implant or 
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 surgery; it is fixed using long lasting sticking plaster 
and is particularly useful for trying out the device, or 
for children or those for whom surgery is not 
appropriate.  
 
A day in the life of an audiologist 
 
Mark outlined the process followed for patients 
visiting the SSD clinic. 
Before you arrive the audiologist will review your 
notes, to find out the reason you are there, and also 
look at the history of previous tests, measurements 
and hearing aids, along with any other general health 
problems. 
When you are invited in to see the audiologist, he/she 
will gain first impressions in terms of what you are 
hearing and how you are feeling. He will consider 
how you appear to be hearing in the waiting room 
and in the clinic room, possibly making comparisons 
with hearing test results. He will also consider mood, 
possibly in terms of whether you appear calm or 
anxious, or tired and the impact of any other 
appointments you may be having on the same day. 
The audiologist will ascertain your chief complaint or 
problem, and then identify the most important 
problem. Tests will be carried out including hearing 
tests, questionnaires and tests of any existing hearing 
aid. The results will be explained in clear and 
understandable language, so that the patient can be 
involved in making an informed decision about what 
to do next. It might involve changing a hearing aid, or 
changing the settings on an aid, it may just be a case 
of providing reassurance, or maybe referring to 
another clinician. An individual management plan 
may be drawn up and it is important to set realistic 
expectations or goals. 
 
The Future 
 
Mark described some of the plans for future 
development in the SSD clinic. 
In the short term they are looking at improving 
patient information materials including the website 
and also developing a leaflet on ‘music and hearing 
loss’. There will be training for new staff and a paper 
on hearing handicap in SSD to publish. The team will 
also review hearing aid provision. 
In the medium term there are more papers and a book 
being planned, including a PhD student in 
Manchester looking at tinnitus after VS surgery and 
also new hearing aids and applications may be 

Recent Research papers 
 
Hearing Instruments for Unilateral Severe-to-Profound 
Sensorineural Hearing Loss in Adults: A Systematic 
Review and Meta-Analysis [Kitterick et al. (2016)] 
This study was a review of studies comparing different 
hearing instruments for SSD. They found that CROS aids 
and BAHAs (bone anchored hearing aids) did improve 
hearing for people with SSD, particularly when noise was 
on the good side and speech on the bad side, but were less 
effective when the noise was coming from the bad side. The 
BAHA was slightly better than the CROS aids in noise 
when speech and noise were coming from the same 
direction. There were no studies in the review that 
accurately looked at the impact of the different aids on a 
patient’s quality of life. 
 
Self-Reported LISTENING-RELATED EFFORT AND 
FATIGUE in Hearing-Impaired Adults [Alhanbali et al. 
(2016)] 
This study looked at levels of fatigue and effort reported by 
hearing impaired adults. Among those with SSD 22% 
reported extreme fatigue, 52% reported extreme effort, but 
there was not seen to be a link between these two factors. 
 
The Impact of Single-Sided Deafness upon MUSIC 
APPRECIATION [Meehan et al. (2016)] 
This was a study with of 51 adults with SSD who 
completed a specially designed questionnaire about music 
and hearing loss. The effects of hearing loss on appreciation 
of music has been researched, but not specifically for the 
SSD population. The study found that music was used for 
relaxation and socialising, but the loss of hearing on one 
side affected the stereo affects of music and the ability to 
pick out instruments in music. Of the respondents 75% 
reported that music was ‘unnatural’, 71% reported that 
music was ‘unpleasant and 81% that music was ‘indistinct’. 
When considering the impact of music 44% said they 
listened to music less often than before, 71% reported 
enjoying music less than before hearing loss and 46% said 
music played a smaller role in their lives. The respondents 
also reported that hearing aids did not significantly lessen 
the impact of SSD on appreciation of music. 
 
Cross-modal Plasticity in Developmental and Age-
Related Hearing Loss: Clinical Implications [Glick and 
Sharma (2016)] 
This review looked at work by other studies investigating 
the way the brain adapts to hearing loss and found that loss 
of input from one of the senses such as hearing, leads to 
compensatory adjustment in the brain. They found that the 
hearing areas of the brain are ‘co-opted’ by vision or other 
senses and this ‘co-opting’ then causes further adjustments 
by the brain. Compensatory adjustment after hearing loss 
may predict treatment outcomes and may give some indirect 
indication of ‘listening effort’. It is thought this may help to 
set realistic expectations and guide treatment options. 
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 trialled. A decision making grid is also being 
developed to help patients decide what solution 
(hearing aids, implants, other) is likely to be most 
suitable for them. 
In the long term the clinic will look at various 
eHealth applications such as online appointments, 
hearing aid adjustment and auditory training, 
developing a special SSD area of the website and 
also possibly developing a CROS aid ‘checker’ for 
patients to check their hearing aids at home. 
So as Mark has demonstrated the SSD clinic is now 
well established and still developing. 
Questions from members.  
 
Mark kindly answered a number of questions from 
members. These included: 
 
What can be done to help when you have SSD 
and are beginning to lose hearing on the other 
side? A hearing aid for the better ear may be 
appropriate, if not Mark highlighted that there are a 
number of apps and ‘Hearables’ now available that 
can enhance what hearing a person has, and these 
devices can be good at filtering out background 
noise in some situations. 
 
Are there settings on hearing aids that can help 
with listening to music? 
Mark explained that the hearing aid can focus on the 
different patterns of speech but has a lot more 
difficulty with the wider frequencies presented by 
music. Some newer aids have a music programme 
which will turn off the speech programme and can 
deal with the wider frequencies presented by music. 
 
How do I get referred for a new hearing aid? 
If you are already a patient of the audiology/SSD 
clinic you can attend a drop in clinic to check your 
existing hearing aid and whether you have wax in 
your ears. You can be referred on from there. 
However if you are not an existing patient you will 
need to get a referral from your GP. 
 
How do I get put forward for research in 
Addenbrooke’s?  
The Addenbrooke’s Hospital website lists current 
trials and the clinic is planning a database of people 
who may be interested in taking part in research. 
When there is a database, people can be contacted if 
there is research for which they may be eligible. 

How can I get more 
batteries as the 
batteries for my 
CROS aid run out 
very quickly?  
Mark acknowledged 
that CROS aids are 
power hungry and 
users need more 
batteries than other 
hearing aid users. 
The SSD clinic is 
aware of this, but 
possibly other clinics 
in the region are less aware and do not give out 
larger numbers of batteries. Some clinics have 
partnerships with opticians who will distribute 
batteries (Norfolk and Norwich and Scrivens). 
Cambridge Hearing Help also runs session for 
hearing aid users to provide batteries and help with 
the maintenance of hearing aids. There will 
hopefully be new aids coming on the market over the 
next few years which will be rechargeable so this 
may be less of a problem eventually. 
 
What is the lifespan of a hearing aid? 
The life span of digital hearing aids is about 3-5 
years and many may work less well after that time 
and microphones may perform less well. 
 
The impact sudden hearing loss on the ‘good’ ear 
can have on listening to music.  
This can result in distortion, a major problem for a 
musician. 
 
Can tinnitus go away and then come back after 
surgery? 
Yes this is possible. 
 
Is it normal to occasionally hear strange sounds 
or sensations in the ear without the hearing aid? 
Yes, it is not known exactly why, but it may be 
something that is seasonal. 
 
We would like to thank Mark for giving us his 
time and providing a very interesting and 
informative talk. 
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Brian Bagnall  1926—2017 

We were saddened to hear of the death of Brian 
Bagnall, who has been a member of AMNET since 
1997 when he had an operation to remove an 
acoustic neuroma. He was a regular attendee at 
AMNET meetings, and always cheerful and ready to 
chat. He will be remembered  with fondess by all of 
us who knew him. 
Brian was born in 1926 and had lived a very full and 
active life, right up to his death at the age of 90. I 
have been fortunate enough to be given some 
information about his life from his family and I 
would like to share a few pieces with you, along with 
a report of part of a talk he gave to us about his year 
as Mayor of Bury St Edmunds. 
Brian was married to Doreen and had three children 
and a number of grandchildren. He had a life long 
interest in botany and worked for Bayer as Technical 
Products Manager. He was always very active in the 
community, being involved in local politics and 
eventually being elected Mayor of Bury St Edmunds. 
He was also very active in his local church and 
enjoyed singing  and gardening. He travelled 
extensively fulfilling a passion for continuing 
education and meeting people and he had future trips 
planned to America and Iceland.  He was very much 
loved and appreciated by his family and his 
community, and will be sadly missed. 
 
Brian was Mayor of Bury St Edmunds from  2001 –
2002, and this is some of what he told us back then 
about his experiences: 

 
During his year as Mayor Brian attended 270 
engagements and he had to ask if he wanted a day 
off! He had special memories of four events which 
took place during his year as Mayor. Prince Charles 
visited to lay a brick on the new tower being built for 
the cathedral. He wanted to meet all the craftsmen 
and also the children who were watching. When it 
came to laying the brick Prince Charles did not make 
a good job of it, so he asked to be shown how to do it 
properly and a while later with his suit covered in 
mortar he managed to do it much more successfully. 
He was also very pleased to discover that the flint 
worker working on the tower had received a grant 
from the Prince’s Trust. Having met everyone and 
been charming and natural the Prince eventually left 
an hour late.  
Bury St Edmunds sponsors a submarine called HMS 
Vengeance and as the submarine would have 
difficulty visiting the city which has only a small 
river, Brian was invited to visit the submarine in the 
Isle of Arran. They drove up there and were shown 
round the submarine which is very long but narrow, 
and taken on a trip and shown how everything 
works. Brian found this very interesting and 
enjoyable. Later in the year he attended the 
centenary service for submariners who had died in 
service at Westminster Abby. 
 Another exciting trip he had was courtesy of the 
American Air Force at Mildenhall. He was taken up 
in a refuelling tanker circulating in the North Sea 
while fighters linked into the tanker to refuel. This is 
done extremely quickly, taking only about 8 minutes 
for each plane.  
Finally Brian earned himself the accolade of being a 
thoroughly modern Mayor. In conjunction with MSN 
Microsoft, Bury St Edmunds became the first 
council to have an internet bench. The Abbey 
Gardens in Bury which are walled and fairly secure 
provided an ideal location and the bench was 
launched in August 2001. It had four internet 
connections so that people could sit at the bench and 
use their laptops while enjoying the gardens. As this 
was the first in the world it attracted a lot of media 
attention with camera crews from China, Japan, 
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USA, Australia and all over Europe visiting. A 
friend in Singapore even sent Brian a cutting from a 
Singapore paper with his picture and the bench. The 
bench has been kept going and 129,000 contacts 
have been made through it (2003).  

Brian selected three charities to support – the 
Parkinson’s Society (his wife suffered from 
Parkinson’s Disease), CLIC a charity for cancer and 
leukaemia in infants and Crossroads who are an 
organisation ‘Caring for Carers’. He saw this as an 
opportunity to do something for smaller charities 
and he raised £3000 for these charities through the 
year. 
Brian was asked if he had found any particular 
difficulties during the year. He said that walking 
straight in procession was not always easy and the 
‘buffet’ situation where there were a lot of people 
often presented difficulties in singling out any one 
conversation. He found railway stations difficult 
but he also found that selective deafness can have 
advantages at times. 
 
In closing, he said that Mr Moffat has used him as 
an example to other patients that there is normal life 
after an acoustic neuroma. 

We were also very sorry to hear that Jill Somerwill, whose daughter, Caroline Shepherd, many of you 
will know from meetings, passed away recently. Jill was 96 years old and had an operation to remove an 
acoustic neuroma in 1958, at the age of 38 years. In an article written for our Spring 2013 newsletter, Jill 
described her operation and the long recovery in hospital afterwards, which is quite different from what 
most people experience these days.  However despite the surgery, which she described as a devastating 
experience, and its long term effects, Jill went on to lead a long and interesting life. 

Jill Somerwill  1920—2016 

Have you visited the AMNET website yet? 
 
It is almost a year since we launched the AMNET 
website —I hope you have been to visit the site. 
There have been over 2000 visitors to the site 
since it was launched, and it has attracted new 
members. We would really like to hear what 
members think about the site, and also any ideas 
for what else should be on there. 

 
Also don’t forget our AMNET Facebook page 
If you would like to  help with making contributions to the page please 
let me know at: amnet.chris@gmail.com 
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After almost 24 hours of the ceiling lurching and 
swooping above me, I confessed to my consultant 
that I felt terrible. My eyes were completely out of 
control and I was vomiting whenever I tried to 
focus, move my head, or lift my arms. I felt 
utterly helpless.  
The doctor looked only mildly concerned. “Didn’t 
they warn you that you would feel unwell?” 
Unwell? Feeling a bit poorly is one thing, but no 
one had successfully described to me the full 
horror of balance loss. 
 
I had just undergone surgery, in October 2014, to 
treat the genetic condition Neurofibromatosis 2 or 
NF2, which causes (usually) benign tumour growth 
along nerves around the body. 
 
The operation to remove the vestibular schwannomas 
– benign tumours on the hearing nerve – in my right 
inner ear had been successful. But the side-effects 
ranged from extreme vertigo, permanent 
disorientation and loss of balance, slowness of 
speech, reduced coordination - including vision - and 
compromised concentration.  
 
In my early thirties, a resilient “army wife”, it was 
galling to suddenly become completely dependent on 
others. I needed help with everything from washing 
to walking, so my saintly mother-in-law came over 
from Zimbabwe for six weeks to help my husband 
look after me, our two daughters, then aged six and 
three, and two unruly springer spaniels. 
But my condition is relatively rare, affecting 1 in 
33,000 people. There are many other ways that 
balance can be affected.  
 
Mr Simon Freeman, consultant otolaryngologist and 
skull base surgeon at the Central Manchester 
University Hospitals carries out around 30 operations 
a year that impact balance. “Needless to say, the 
balance system is quite complicated, being split into 
the peripheral system inputs – inner ears, eyes, 

muscles and joint sensors, and the central system – as 
well as the brain and spinal cord. Broadly speaking, 
anything that affects any of these systems can cause 
problems with balance.” 
 
When the inner ear is damaged suddenly, either 
through illness or an operation, the brain registers the 
change in these inputs and thinks the patient is 
spinning, or in my case, lurching about. It takes a few 
days for it to realise that the body’s other sensors are 
not reporting it and begin readjusting and adapting, a 
process called “central compensation”. 
 
I was assured that every day would be an 
improvement on the last. It was. Over 12 weeks, I 
went from being unable to open my eyes without 
being sick, standing without swaying, or walking 
without holding on to  somebody, to being able to go 
out and about independently, if rather unsteadily. 

CREDIT: CRAIG STENNETT  

Losing my balance made me lose my confidence' 
by Briony Hill 

Included with permission from  The Telegraph , 
Lifestyle Women page  27 February 2017 
 
http://www.telegraph.co.uk/women/health/losing-
balance-made-lose-confidence/        
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As this issue of 
AMNET News features 
a talk by Mark Smith 
about hearing aid 
support in the Single-
sided Deafness Clinic at 
Addenbrooke’s 
Hospital, I thought you 
might like to hear about 
my own experiences 
with the clinic there and 
a light-hearted account 

about how I have adjusted to life with my “little 
friends” – my hearing aids. 
 
In the Spring of 2011 I attended a pre-surgical 
clinic appointment at the Single-sided Deafness 
Clinic at Addenbrooke’s Hospital and had a very 
interesting meeting with an Audiologist called 
“Phil”.  He filled me with confidence about the 
support that was available through the clinic, which 
had a lot of experience of patients with sudden one
-sided hearing loss.  I said to him at that meeting 
that I would try anything that would enable me to 
get back on with my life.  Like many of you 
reading this article, I just felt – oh well, I have two 
ears and losing the use of one can’t be that bad!  I 
totally blanked out any mention of the fact that the 
vestibular nerve is also the nerve of balance, and 
that in having that nerve cut during the surgery for 
removal of a vestibular schwannoma, I would 
effectively lose half of my balance at the same 
time.  I glibly filled in questionnaires about quality 
of life and wondered what the fuss was about. 
 
The first few days after surgery were a bit 
puzzling.  I was very sick and disorientated and put 
it down to the effects of anaesthesia and morphine.  
When the penny dropped and I realised about my 
changed balance, my approach was – well this is 
not going to get any better unless I get on with it.  
So as soon as I could lose my appendages of 
catheter and drip stand, I found my way to the 
bathroom by “loving” the walls, and anything else 
between me and the bathroom! The journey home 
in a moving car was something else, but I kept my 
eyes open and told my brain to get used to it.  Our 

stairs are open and coming downstairs was the next 
trial, and to this day continue to be so, but I hold on 
the bannister and just take care.  These days, six 
years later, I am still taken by surprise when 
different terrains are a challenge, but I feel it is so 
important to try and go for it, whether that is 
getting off a horse, walking on sand dunes, stony 
beaches or on walks on a hill/cliff that has a steep 
side which I face with my deaf ear.  The sense of 
achievement after conquering those challenges is 
priceless. 
 
My post-surgical clinic appointment in the Single-
sided Deafness Clinic was very reassuring and 
again I saw Phil.  This time the questionnaires 
seemed more relevant and I am certain my positive 
approach has been an enormous help.  I had 
tinnitus before surgery and it became worse 
afterwards.  Whilst still in hospital I asked about it 
and the nurse told me that the severed nerve in my 
brain was probably trying to make sense of the 
noise impulses it was receiving.  Put it like this, my 
brain must be very slow, as it is now just the same.  
However, my approach to the varied noises I 
experience through tinnitus in my deaf ear is that at 
least that ear is doing something, and I am sure that 
helps in not letting the noises get me down.  I said 
this to Phil and said because of the noises I needed 
to be convinced that I was deaf in that ear.  He 
played along and put headphones on me.  He then 
played me a variety of noises in my deaf ear and 
then gently smiled, so I knew the test was done.  
He told me he had just played me a jumbo jet 
engine at full throttle while I sat there pleasantly 
smiling back at him! He then assessed the hearing 
in my good ear and I agreed to try a Phonak Cros 
Aid.  I was advised to take someone along with me 
for the fitting. 
 
My son plays drums and saw Mr Axon many years 
ago when we felt he was having problems with his 
ears.  At that appointment he was advised to wear 
musician ear plugs which would help protect his 
hearing and yet let him hear the music to play 
along to.  Very wise advice.  It seemed quite fitting 
therefore that my son, Chris, should take me along 

Me and My Little Friends – by Sally Hardy 
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 to collect my first hearing aids.  To start with I had 
the ones that Phonak make with a tube that connects 
the microphone aid with the hearing aid and is 
hidden under your hair at the back.  Phil assured me 
that if I got on well with these that I may qualify for 
the new digital and wireless version that Phonak 
were making at the time.  In the hospital car park 
Chris asked me what I was playing at as I opened 
and shut the car door.  My left ear is the deaf one and 
as Chris was driving the door was on my deaf side.  I 
replied I was enjoying “hearing” the door open and 
shut and enjoying the experience of hearing 
something on that side, even if it was not exactly the 
noise I would have expected to hear. He just laughed 
and said – what are you like Mum? 
 
At home the most important benefit, and an 
immediate one, was that I didn’t jump when 
someone came up to me on my deaf side, so I knew 
now when my husband came into a room, especially 
one that had carpet.  I got into the habit of putting 
my hearing aids on when I got up and leaving them 
in until I went to bed.  I still do that to this day and I 
mean it when I say they are my “little friends”.  They 
produce a very small sound in themselves and I find 
that this helps to distract me from the tinnitus 
sounds.  For some reason which I can’t explain they 
also help me with my sense of balance, and I feel 
lost without wearing them. 
At a follow-up clinic appointment I was fitted with 
the digital wireless Phonak cros aid and that was five 
and half years ago now, and I still have the same 
ones.  Phil made an adjustment for me as I 
commented that I didn’t use the volume function.  
He therefore adjusted the hearing aid so I had a 
“loop” option.  This is invaluable in large buildings 
like TESCO or places like exhibition halls and 
theatres, not simply because they have an operational 
loop, but because the background noise is lessened 
and this helps my balance and sense of place. 
 
A cautionary note – don’t allow yourself to be 
distracted when you take off your aids, for whatever 
reason – have a place to keep them.  I say this 
because of my near-misses, which now number four!  
The first one was when I was in the shower and I 
wondered what the lump was in my hair.  I was 
devastated when I realised it was the receiver part of 
my hearing aid and quickly jumped out of the 
shower, took the battery out of the aid and gently 

dried it with a clean tissue.  To my relief it still 
worked when I tried it later, after making sure it had 
thoroughly dried out.  The second occasion was 
similar.  The third was even more puzzling as I must 
have taken out the hearing aid side first one night 
and decided to change the battery, which had just 
gone.  I must have been distracted at that point as I 
didn’t follow that by taking out the receiver, and 
once the hearing-aid part of the aid is not in one’s 
ears, there is nothing to let you know you are still 
wearing the receiver/microphone part in the deaf ear.  
I must have slept with it in and it must then have 
wandered somewhere in my hair during the night. 
The next morning I really was convinced I had a 
lump in my hair – I had showered and whilst 
washing my hair, felt a lump and then I heard 
something hit the floor.  I felt sure my luck had run 
out this time – but my little friend must be made of 
hardy stuff.  I dried it and it worked.  Phew. 
 
Now for the one that really is hard to believe.  It has 
been a gorgeous Spring in 2017 so far.  On the last 
day that it rained, weeks ago now, I went for walk 
with a friend.  My battery went in the receiver side 
and as it was windy and raining I decided to take 
both aids out, in case I lost them.  Typical lady, I was 
busy talking to my friend and didn’t concentrate on 
what I was doing.  I put them in a section of my 
handbag which was apart from other items, but I 
failed to remember that was where I had also put my 
keys.  My friend was driving and reversed her car 
into our “gravel” drive.  I thanked her for a lovely 
walk and went indoors, which meant unlocking the 
front door as my husband was out visiting Chris in 
Sheffield.  Once settled I thought I had better change 
the battery and put my hearing aids back in.  The 
receiver was not there.  I was like a thing demented.  
I was convinced my luck truly had run out this time.  
I turned my handbag out, then realised what must 
have happened.  I inspected the keys – no luck.  In 
the pouring rain I traced and re-traced my footsteps 
from where my friend had dropped me off and 
looked for the receiver part of the aid – a little brown 
thing about the size of a piece of the gravel on the 
wet gravel drive.  I was so cross with myself, felt 
like I had lost my left arm and wondered whatever I 
was going to tell the hospital when I phoned up for 
an appointment.  The next morning my wonderful 
husband went out on the drive and after about half an 
hour came in clutching me dear little friend.  That in 



AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  
AMNET is a registered Charity  No 1073908 

11 

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

 
itself was a miracle and I thanked him.  I then 
changed the battery and put it in my ear.  Guess 
what – it worked!!!  It had been out on the drive all 
afternoon and night in the rain, walked on and 
possibly driven on too, but the dear little thing still 

worked.  I am not advocating that you can be 
careless with the aids provided for you at the clinic, 
only that you wear them, persevere and accept the 
amazing technology that we have available to us. 
 

 
 
 
 
 
 
 
 

Frances Dewhurst, longstanding director of Cambridgeshire Hearing Help has stepped down and been 
replaced by Amanda Morgan. We would like to wish Frances all the best for the future and thank her for 
her help and support of AMNET over the years. 
  
Cambridge Hearing Help run an number of regular sessions around the county, providing support for 
people using hearing aids and other equipment designed to help those with hearing difficulties. They have 
also recently made hearing aid batteries available on the  Mobile libraries around Cambridgeshire—for 
more information please see their website: www.cambridgeshirehearinghelp.org.uk/ 
 
They have also started lip-reading classes in Cambridge and are looking for more people to enrol. If you are 
interested please contact the charity via email: enquiries@cambridgeshirehearinghelp.org or phone on 
01223 416141.  

Snippets 
New Scientist have published an article about  the possible link between mobile phones and skull base 
tumours, suggesting that there is little evidence to support this. For more information visit our Facebook 
page or : ‘Should you worry about heavy phone use causing cancer?  
 

 
Action on Hearing Loss publish  a regular newsletter and a recent one contained 
information  about their ‘Speak Easy campaign for quieter  restaurants, cafes and bars, 
and also a booklet about BSL (British Sign Language): Action on Hearing Loss 
Newsletter  

 
 

 
Hearing aid manufacturers Phonak produce a fortnightly blog 
that has interesting articles aimed at those with  hearing loss. 
You can access this from their website at: HearingLikeMe 
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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, 
DebyshireS41 0TZ 
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 

 
The Brain Tumour Charity 
 www.thebraintumourcharity.org 
Contact:.www.thebraintumourcharity.or
g/about-us/contact/ 
Tel:  
Support and information 0808 800 0004 
Hartshead House, 61-65 65 Victoria Rd, 
Farnborough GO14 7PA 
British Tinnitus Association 
www.tinnitus.org.uk/ 
Email: info@tinnitus.org.uk 
Freephone Helpline: 0808 018 0527 
Unit 5 Acorn Business Park, Woodseats 
Close, Sheffield S8 0TB  
Changing Faces 
Support for people with temporary or long 
term facial disfigurement problems 
www.changingfaces.org.uk/ 
Email. support@changingfaces.org.uk 
Tel:  
Support and information 0300 012 0275 

 
Cambridgeshire Hearing  (formally 
CAMTAD) 
cambridgeshirehearinghelp.org.uk/ 
Contact: 
cambridgeshirehearinghelp.org.uk/
contact-us/ 
Tel/ Text / Fax: 01223 416141 
8A Romsey Terrace, Cambridge 
CB1 3NH 
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’s Hospital Clinic 10 
(ENT) www.cuh.org.uk/for-patients/
contact-outpatient-clinics/all-clinics/
clinic-10-ear-nose-and-throat-ent 
Tel: 01223 216561,  01223 217588 
 

Forthcoming Meetings 
The next meeting and AGM will be on Saturday 1st July 2017 in the Boardroom at Addenbrooke’s 
Hospital Cambridge. Doors will open at 13.00hrs The speaker will be Dr Sarah Jeffries (Consultant 
Clinical Oncologist, Addenbrooke’s Hospital, Cambridge)  
The Christmas meeting will be on Saturday 25th November and the speaker will be a clinical psychologist 

AMNET Advisory Panel at Addenbrooke’s Hospital, Cambridge 
Kate Burton Advanced Practitioner in Neuro-Oncology, Dr Sarah Jeffries 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, Consultant ENT Surgeon, MB BS, MA, PhD, FRCS (ORL- 
HNS) 

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 

Necessary Note 
AMNET News is very appreciative of the 
opportunity to publish items relevant to the 
interests of people with skull base tumours and 
their families and carers. May include 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 be held responsible for any 
errors, omissions or  consequences resulting from 
the contents of this Newsletter. 

Honorary President -Alison Frank 01953 860 692. Chair Heidi Pratchett 01255 508070   
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. If you would like to make a contribution 
please telephone or email me. 

Directory 


