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AMNET Meeting
Saturday 30th November 2019
The AMNET Christmas meeting for 2019 was held on
Saturday 30th November in the David Dunn Suite in
Addenbrooke’s Hospital and was attended by around 40
people. There was the usual spread of appetising food
for our ‘bring and share’ Christmas lunch and the raffle.
Heidi welcomed everyone to the meeting. She thanked
Rachel Davies, who has stepped down from her role as
Membership Secretary and
presented her with a large
bouquet of flowers and a
voucher to express our thanks
for the tremendous job she had
done over the last 10 years.
Rachel said she had enjoyed
doing the job and she was not
giving up on AMNET which she
felt was a very welcoming
organisation that is doing an
important job. Heidi pointed out that we are still
looking for a new Membership Secretary and Rachel
told the meeting the job could be easily learned and was
not too onerous to do and Rachel is very happy to
support anyone who was willing to take it on, while
they learned the ropes.

she has a hearing aid that attaches to it. She did say that,
under a local anaesthetic the operation was a little
uncomfortable, so she would recommend having a
general anaesthetic, but otherwise there have been no
problems. She is able to wash her hair and go swimming
with the pin in situ and the site does not need a lot of
care. Unlike previous version, the new BAHA is a stand
alone hearing aid and does not require another aid in the
‘good’ ear. Sound is transmitted through the hearing aid
and the bone in the skull directly to the brain where it is
interpreted. Mandy said there have been no problems
and the effect has been very good; she can now hear
everything, especially in difficult situations such as
restaurants. She highly recommends having one fitted.
Her BAHA was fitted under the NHS at Addenbrooke’s
Hospital.

Heidi then
introduced our
speaker, Anne
Glynn, Clinical
Lead and Clinical
Specialist
Physiotherapist in
Neurology,
Colchester
Heidi commented on the number of contributions to the Neurorehabilitation and Vestibular Rehabilitation
newsletter this time and put out a request for members
Service.
to write about their experience for the next newsletter.
Anne described her role as a rehabilitation
As a follow up to the article she wrote for the
physiotherapist and told us about the vestibular
newsletter, Mandy Francis told the meeting about her rehabilitation programme they run in Colchester, and
experience of having a BAHA (Bone Assisted Hearing gave us some practical demonstrations of exercises that
Aid) fitted. She has a pin anchored into her skull and
can be done to improve balance.
Unfortunately our planned meeting on Saturday 20th June 2020 in The David Dunn Suite at Addenbrooke’s
Hospital is cancelled due to coronavirus. We are hoping Kate Burton will be able to come and talk to us again
soon.
Our next meeting will be on Saturday 5th December when our speaker will be Mr Patrick Axon, Consultant
Skull Base and Hearing Implant Surgeon at Cambridge University Hospitals
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Colchester Neurorehabilitation and Vestibular Rehabilitation
Service, a talk by Anne Glynn (MCSP MSC)
Anne introduced herself
and her role as Clinical
Lead and Clinical
Specialist Physiotherapist
in Neurology for the
Colchester
Neurorehabilitation and
Vestibular Rehabilitation
Service. She began by
saying how much she likes speaking to groups like
AMNET as she often learns things too and she was
looking for information that she can feed back to her
fellow physiotherapists
The aim of the Colchester Neurorehabilitation team is to
provide support and rehabilitation for people with longCauses of vestibular disturbance
term neurological conditions and their families,
There are a number of causes of vestibular disturbance
including conditions such as multiple sclerosis,
and these include:
Parkinson's disease, MND, head injury, ataxias and
•
Peripheral vestibular dysfunction (PVD) .
cerebral palsy
Impairment of the function of the inner ear
The team consists of Anne who is also the specialist in
by virus or infection
vestibular rehabilitation, a traumatic brain injury nurse
•
Benign paroxysmal positional vertigo
specialist, psychologists, occupational therapists,
(BPPV) – This is the most common cause of
physiotherapists and rehabilitation assistants. The team
vertigo. It is caused when a minute piece of
also has close links with a number of other specialists
calcium falls into the ear canal and causes
working in the neurological field.
dizziness, lasting only a few seconds when
Vestibular rehabilitation (VR) started as a specialty in
the head is moved into a particular position.
this country in the 1990s and is used to help people for a
It can be diagnosed through the presence of
number of conditions including vertigo caused by virus,
nystagmus and is self limiting, but may
multiple sclerosis, head injuries and some people with
return. There is a manoeuvre (Epley’s
acoustic neuromas. Anne started a VR service by
Manoeuvre) that can remove calcium debris
running a class for people with balance problems in
and stop the symptoms
1997 and it has continued and now the majority of
•
Multisensory
patients are seen individually with about 200 people
•
Central (involving the brain)- strokes, Head
referred to the service each year
injury
•
Vestibular migraine
How we balance
•
Other conditions such as Meniere’s Disease
The information received by the brain enabling us to
and acoustic neuroma.
maintain a sense of balance comes from a combination
•
Persistent perceptual postural dizziness
of information from our eyes, the semi-circular canals
(PPPD)
(our inner ears) and our muscular skeletal system. All
these messages are transmitted to the parts of the brain
Vestibular rehabilitation
in the cortex and the brainstem which help us to
maintain balance and posture.
Vestibular rehabilitation is more than just rehabilitation
of vestibular dysfunction by doing exercises, other
Vestibular compensation is a term that describes the
aspects need to be considered. Education and
way in which the brain brings together these various
explanation are very important. The patient needs to
processes and restores vestibular reflex and postural
performance after it has been compromised by illness or understand why they feel the way they do before they
can start to address the problem, so it is very important
injury.
to explain what is happening. This will help to
overcome fear and beliefs the patient may have which
lead to avoiding situations they feel make the condition
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worse. This approach will hinder recovery. It is also
important to show empathy in relation to what the
person is feeling, while also motivating them so they
will persevere with the exercises.

Specific rehabilitation exercises are customised to
history and assessment and may include:
•

Rehabilitation Programme
•
The rehabilitation programme consists of exercises to
encourage vestibular compensation through a process of •
habituation, adaptation and substitution.

The first stage is to take a history, which will be
extensive and will include questioning about how the
condition began, the symptoms experienced and what
makes the condition better or worse. The
physiotherapist will also note any other illness and
medication and ask about how the patient manages
general activities of daily living along with information
about work and other activities.
Factors affecting vestibular compensation can include:
•
•
•
•
•
•
•
•

Poor general fitness
Poor vision
Low mood
Anxiety
Fatigue
Flu, colds, infection
Meniere's disease
Decompensation – from any of the above
factors

•
•
•
•

Cawthorne-Cooksey-Exercises . Eye, head and
postural exercises of increasing complexity 10-15
minutes. 2-3 times/day.
Repetition to adapt
Pace is important. Rest and activity allowing
‘Battery charge’
Retraining balance strategies (See below)
Surface or visual dependency (CTSIB) (See
below)
Reducing visual motion sensitivity
Gaze stabilisation exercises

(The links to these websites were sourced by me not
Anne, but she is happy for me to use them).

Anne demonstrated some of the exercises showing
members how they are done. She emphasised the
approach of starting slow and building up the number of
repetitions as you get stronger. It is important to keep
practising and to keep challenging yourself.

A physical examination and some tests will be carried
out looking at vision, musculo-skeletal and sensory
factors and how these may be impacting on balance.
The patient’s expectation and goals are assessed and
some baseline tests of factors such as dizziness,
gait ,vertigo and falls are carried out, so improvement
can be measured following treatment.
Management starts with education, so the vestibular
compensation system is explained. Educating the
patient will help then to understand why they are doing
particular exercises.
Anne sees some people with acoustic neuroma and
looked at some of the research around vestibular
rehabilitation and vestibular schwannoma. There is
some limited evidence to suggest that adaptation,
habituation and balance and gait exercises may be
helpful, particularly for older patients, but more
research is required

In summary Anne emphasised that we should:
•
Understand why you feel as you do and seek out
advice and explanation on how to improve
•
Link with other professionals

Speech and language therapy?

Psychology?

Hearing therapy?
•
Long-term management is important
•
Keep ‘Active and happy’
Anne spent time answering questions and talking to
individual members. We thank her for giving her time
and for a very interesting and informative talk.
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AMNET AGM 2020
The Trustees are very sorry to announce that due to the
Total funds
Total funds
Totals
2019 - 2020
2018 - 2019
current situation in relation to the coronavirus outbreak
To nearest £
To nearest £
the meeting planned for Saturday 20th June 2020 at
Deficit/Surplus for Year
365
385
Addenbrooke’s Hospital, Cambridge will not take place.
At this current time we are unable to predict whether the
Cash funds c/f
5616
5231
situation in relation to public meetings will have changed
Cash
funds
this
year
end
5981
5616
by that time, but as a number of our members fall into the
’high risk’ group for Covid 19 infection, we felt it
sensible to postpone the meeting, along with our planned If you have any questions please contact Alan
Gosling (Treasurer) alan.gosling26@btinternet.com
AGM.
We will hold the AGM when we can, hopefully at our
Christmas meeting on Saturday 5th December 2020, but
meanwhile, to fulfil our duties as a charity we are
providing a copy of our accounts from Jan 2019 – Jan
2020 which have been audited by an independent auditor
and approved by the Trustees.

Receipts

Total funds
2019 - 2020
To nearest £

Total funds
2018-2019
To nearest £

Membership subscriptions

1230

1405

Donations/gifts

370

385

Gift Aid

219

242

Fund Raising

115

102

Sundry Receipts
Sub Total

5
1934

Payments

2139

Total funds
2019 - 2020

Total funds
2018 - 2019

To nearest £

To nearest £

Postage and stationery

271

219

Printing
Website
Meeting room hire

820
72
49

834
72
21

Insurance
Refreshments
Sundry expenses
Equipment
Donation (Cambridge
Hearing Help)

130
74
153

128
32
131
67
250

Sub Total

1569

1754

Editorial
It is hoped that by the time you receive this newsletter there
may be some lightening of the ‘lockdown’ we are all living
through as I write. Personally I am very lucky as I have a
husband for company plus a nice house and garden. I also
work from home anyway, so life is not too stressful for me,
however I am aware how especially difficult this time must
be for people with conditions that make them ‘high risk’, or
who live alone, so our thoughts are with you, and I hope the
newsletter will bring a short respite for you.
As an organisation AMNET would like to support you as
much as we can. I will put any relevant information we have
on the website, and there is a facility there for you to contact
us if you have any questions or concerns. My email is also
on the back page of the newsletter and there are also
telephone numbers of trustees if you feel the need to talk.
We also have a Facebook page on which we post items of
interest and we can be contacted through there as well.
I have aimed to keep this newsletter fairly ‘coronavirus free’
and the focus is on balance, with a report from Anne Glynn’s
talk at our last meeting and a number of contributions from
members, in response to my request for sharing in relation to
balance. It is really good to have so much material from
members, I hope you enjoy reading it. If you have any
suggestions for a topic for the next newsletter, please let me
know.
I am sure many of you will be very sad to hear that Mr
David Moffat, Consultant Otoneurological and Skull Base
Surgeon, from Addenbrooke’s Hospital, passed away on
March 18th 2020, after an illness (not coronavirus). He will
be remembered fondly and with gratitude by many of us and
I have drawn together some memories on pages 10 and 11.
Meanwhile I hope you are all keeping well, if isolated, and
we hope to see you all again soon. Take care. Chris

PayPal Giving We have recently received two cheques, totalling £55, from this fund where supporters have nominated AMNET as their
preferred charity. We are most grateful for this support and would like to sincerely thank the unknown donor(s).
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Acoustic neuroma and balance
Recently I sent out an email asking members to let me
know about their experiences dealing with balance loss
after treatment for an acoustic neuroma.
As Anne’s talk describes, balance control is linked to
our ears and loss of the balance mechanism or balance
nerve on one side can be challenging for the body.
Anne also demonstrated ways we can work with our
bodies retraining our brains into how to maintain
balance.
My request for information led to a very good
response, some full articles which you will find
elsewhere in the newsletter, but the shorter pieces I
have put together here.

Thank you to everyone who sent messages and articles,
I hope everyone enjoys sharing information, and that
hopefully you have learned something. If you have
another idea for the next newsletter, please let me
know!
Chris
Barry Topliss wrote:
‘My operation was in Nov 98 and I think the only real after
effect is balance, even today. OK the right side of my face
pulls, a little, (as I say, I think I grimace not smile!), and my
right forehead is pretty wrinkle free (without botox
injections!), but if I do not animate my face I am happy to
say that I think I look fairly normal and no one would
suspect the op.

Ali Parkes wrote to say:
‘Regarding balance - as my youngest was only 4 months old
when I had my surgery, I used to stand rocking her with my
eyes shut as a balance exercise - it really helped! Also, I now
do a weekly gym class called ‘bodybalance’ - a mixture of
yoga/pilates/tai-chi. I didn't think I would ever improve but 2
weeks ago I managed to do the whole balance track on 1 foot
without falling over - something I have done regularly since I
started 6 months ago!’

John Williams sent this optimistic message:
‘This goes back a long way with me. More than 15 years to
my Gamma Knife treatment. For some time after I had
occasional "wobblies" when I got up in the morning but in
recent years, no problems.
Occasional bouts of dizziness I put down to age related
"getting up too quick" or lack of food etc...(!)
Balance has never been a big problem with me. I think it's
because I was treated reasonably early.’

Ruth Mathews wrote:
‘I had Gamma Knife Radiosurgery last August at Great
Ormond Street for an acoustic neuroma. Since that time I
have had serious balance problems. I have had several attacks
of vertigo at night when I wake up in terror thinking that I am
falling out of bed and the whole room is revolving. I walk and
do exercises every day and am about to start some work for
balance in my local gym.’

Back to balance - I have not mastered riding a bike but have
to admit that it is years since I tried. I am quite unstable in
the dark on uneven pavements etc. and walk with care. If I
trip I have limited opportunity to recover and mostly have to
go with the flow, but this is by no means a regular
problem. This is something which has increased as I grow
older!
I lead and have led a quite normal life since a few months
after the operation. My wife and I have holidayed several
times a year in far afield places - USA ,China, Europe and
SE Asia - and I am eternally grateful for the immense skill
of Mr Macfarlane, Mr Moffatt and Mr Hardy who enabled
me to just continue with my life.

Bronwyn Lummis reminded me of our 20th
Anniversary where we had a ‘Tai chi’
demonstration (see pictures) and this spurred
her on to take up the activity:
‘My balance has improved so much once I
started doing ‘Tai chi’.
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My Story so far – and my quest to determine, “Am I Disabled?”
By Alan Gosling

My story starts in 2012 with a perceived loss in
hearing in my left ear. A routine visit to the Practice
Nurse did yield some marginal improvements but, on
finding myself there 12 months later, I had to concede
that something else was going on. My GP referred
me to ENT and, because I was in gainful
employment, I was in possession of valuable private
healthcare.

In August 2014 I took delivery of my first Hearing
Aid which was in my damaged ear only. I felt some
marginal improvement but, after further scans
showing some slight growth and worsening hearing, I
was searching for an alternative.

We agreed that I should have an MRI scan “to rule
out any lumps and bumps” as he casually put it.
Fearing the worst, I took my wife Carolyn with me
for the follow up review. Whilst the initial
radiography review was that there was “nothing of
interest”, we were shown the actual MRI results.
What followed was one of those strange moments
where my wife announced, “if there is nothing going
on, why isn’t the left side the same as the right?” A
second scan, this time performed with the Gadolinium
contrast, did indeed confirm the presence of a 5-6mm
AN. I concluded at this point that many people, not
having the private healthcare, would have accepted
the result and moved on blissfully unaware of the
actual condition.

Five years on, I now have my second unit and
wouldn’t be without it. It really does give me a great
improvement, but I still have problems in noisy pubs
and restaurants. I have also recently bought a Roger
Pen and Mylink Receiver from ebay and Gumtree. I
managed to get these for a total cost of £200 so it
really is worthwhile keeping an eye out if you are
considering a purchase. At the time of writing this
the jury is still out on whether it represents a
significant improvement. I find it fiddly to turn on
two devices and switch the hearing aid to loop (and to
remember to switch back afterwards). In some
situations, hearing is much better and others, frankly
hopeless. I will, however, persevere.

The AMNET talk by Professor Brian Moore in April
2014, had first indicated to me that there were some
alternative strategies out there. The CROS aid
I managed to find a workplace hearing test result from seemed to tick most of the boxes so I decided to seek
2004 and took that with me in August 2013 where a
further opinion from my local Audiology department.
further test was carried out. The comparison was
I managed to get an appointment with the Chief
quite startling between the previous and new left
Hearing Therapist at James Paget Hospital and
sided tests, although the right side was largely
fortunately, he agreed that a CROS aid was worthy of
unchanged. We had some quite strange conversations a trial. I had expected to have to go back after 3
then about the potential for the damage having been
months to pick them up, but instead he reached into
caused by an industrial environment. I had to
his drawer and pulled a set out. Once fully adjusted
concede that I had worked in some very noisy pump we set off for a walk around the corridors of the
houses (I was a Water Engineer) but had to assure the hospital, the Therapist carefully positioning himself
consultant that when I entered a noisy environment, I on my “bad side.” This simple stroll around various
generally took both ears with me, so why the
noisy environments convinced me that the CROS was
difference?
indeed an improvement.

In October 2013 I first met Mr Axon in the Spire
clinic in Cambridge. His confirmed the diagnosis and
requested for a repeat of the MRI after 6 months. At
this point I was starting to realise that private
healthcare doesn’t last forever. The insurer was very
uneasy about the “open chequebook” nature of
“monitoring” conditions, so we agreed that if the next
set of results showed no change, they would close
their case for me. So, in March 2014 I met again with
Mr Axon and we agreed that I should be transferred
to NHS treatment at Addenbrookes. In April 2014 I
was given my first NHS appointment and walked in
to find, you guessed it, Mr Axon!
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(Alan Gosling continued)
In October 2018 I took early retirement from
Northumbrian Water, after 39 years, and found myself
with some spare time during the day. Remembering
Joy Badcock’s AMNET presentation about LipReading in December 2015, I decided to enrol in some
local lessons. My initial assessment showed that I had
clearly been lip reading for some time without
realising it. I think this is probably true of many of us.
So, this brings me to my final question – am I
disabled? Once I became the proud owner of a hearing
aid, I realised that I was entitled to a Disabled Person’s
Railcard. The lip-reading classes flagged a further
entitlement of a Free Bus Pass due to profound hearing
loss. I questioned the likelihood of receiving one of
these with only a single sided loss but noted that the
application had to be supported by my most recent
audiology output. Once it duly arrived, I concluded
that I must indeed be entitled!
Around the same time, I decided to fulfil one of my
missing life goals and finally take my full motorbike
driving licence. This is no mean feat these days as you
have to take a day of “Compulsory Basic
Training” (CBT), followed by the “Theory and Hazard
Perception test” before finally taking the two practical
riding tests. Once all these were behind me, I bought a
700cc Honda Deauville which I have since upgraded
to a 1200cc BMW. I find myself a “Fair Weather
Biker” which has led me to make my conclusion. Am
I disabled, probably yes, but only when the sun isn’t
shining!

Peter Haldon kindly contacted me to let me know about
the ‘Hidden disabilities’ scheme.
Not all disabilities are visible – some are not
immediately obvious, such as learning difficulties,
mental health as well as mobility, speech, visual or
hearing impairments. Living with a hidden disability can
make daily life more demanding for many people, but it
can be difficult for others to recognise, acknowledge or
understand the challenges you face.
Be visible when you want to be
Wearing the Hidden Disabilities Sunflower discreetly
indicates to people around you including staff,
colleagues and health professionals that you may need
additional support, help or a little more time.
There are a number of organisations throughout the
country supporting the scheme, including M&S,
Sainsbury’s and Tesco. Also a number of airports
How can you get one?
We feel that it is important that everyone who has a
hidden disability and who would benefit from
wearing a lanyard is able to access one. Sunflower
Lanyards are available free of charge to customers from
the many businesses and organisations who are
members of the Hidden Disabilities Sunflower Lanyard
Scheme®
Go to their website for more information. https://
hiddendisabilitiesstore.com/index.php

‘Statement from the Skull Base Clinic on the support to
patients given the current climate of Covid- 19’
from Juliette Buttimore, Clinical Nurse Specialist
In terms of the skull base clinics and surgery – all non-urgent clinic
appointments, scans and non-urgent surgery and radiotherapy are on
hold for the time being. We are running some telephone
appointments and a very small amount of face to face appointments
for those who absolutely need a face to face review. All booked
appointments are triaged by a member of the skull base team so that
they can be rescheduled, done via telephone or kept face to face.
Urgent surgery is still taking place and decisions are made by the
surgical team regarding priority.
Obviously advice/process is different at each hospital so if members
are not under care of CUH skull base team they should check in
with their local service. Nicky and I are both currently working for
another team in the hospital until Covid passes so people are very
welcome to contact us but there may be a delay in reply (apologies!)
– if it is urgent it may well be quicker to go via one of the
secretaries for the time being as they will know who is available to
answer questions.

New book
Ali Parkes wrote to me about overcoming
balance problems, but she also told me
about her latest enterprise:
‘I have also just finished writing my book -

it is a semi fictional story based on my
experiences and follows a young woman
who gets a sudden diagnosis of a large, life
threatening AN with urgent surgery
leaving her with a grade IV facial palsy,
along with the single-sided deafness and
balance issues. It is being professionally
edited in May and I hope to have it
published later in the year - so watch this
space and I would love it if our members
could support me in buying it to spread
awareness of both Acoustic Neuromas and
Facial Palsy.’
We will let you know when Ali’s book is
available.
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Cycling with an acoustic neuroma by Steve West
It was over fourteen years ago, when I had a pre-

when trying to negotiate a crowded street or shop. I
think that this may well be due to the fact that when I
am cycling along, my eyes are focused on moving
towards a point in the distance and travelling towards
it. I still need to be alert and keep listening with my
good ear, so that I can be aware of traffic behind me
on the right hand side and having a hearing aid in my
left ear which helps me to make the most of sounds
coming from other side of me and gives me a little bit
of spatial awareness although I do sometimes have
trouble identifying where a particular noise is coming
At the consultation meeting, one of the items that was from.
mentioned was the need to ensure that I would be able
to make all of the appointments because missing an
After ticking off each one of my 30 FSR treatments
appointment slot would not be good for my 30
back in 2006, I have now set myself a new challenge
scheduled daily treatments. Every patient’s needs are which is to visit all of the Cathedrals in the UK, I
different, some drive, some have a patient transport
make use of public transport where it is possible and
vehicle to collect them but for me, the most efficient in order to make things a little easier, my wife and I
and economical means of transport between my home have invested in a pair of Brompton folding bikes so
in Hitchin and Addenbrooke’s Hospital, would be to that we can take them on the trains without the need
travel by train and then cycle to the hospital from the to reserve space in the luggage area. Cathedral
station and so I asked if this would be a viable
spotting is not quite as simple as train or bus spotting
method of travel. I was told that if I felt able to do so, because there are lots of different Ecclesiastical
cycling was still possible during this type of acoustic criteria regarding what differentiates a Church or
neuroma treatment so long as I was up to it. After
Minster from a Cathedral but I am enjoying the
speaking to my wife, we decided that it would be
challenge of
safer if I was accompanied on my daily journeys to
visiting some
and from the hospital and we planned a rota for these amazingly
ourselves.
beautiful and
peaceful
Sure enough, the FSR treatment did make me a bit
buildings that
tired but because I had been given time off from work are relatively
for my treatment, I was able to rest and recover after easy to find, in
each day’s exertion. As the years have gone by I have some very
continued to be an active leisure cyclist and hopefully interesting
this form of exercise will pay dividends in later life.
cities.

treatment consultation meeting at Addenbrooke’s
Oncology Centre. This meeting was part of my
treatment using fractionated stereotactic radiation
(FSR) for an acoustic neuroma. For those readers who
do not know it, this treatment involves a series of
appointments where my head is secured in the same
position each time before the tumour is subjected to
series of regular targeted doses of radiation over the
course of 30 daily sessions.

Since having my FSR treatment, I have continued to
cycle, both for commuting and leisure. I cannot claim
to have any medical evidence for this, but speaking
from a personal viewpoint, I feel more confident
getting around by bike these days than I often do
when I am walking. This is especially when I am
trying to walk in the darkness, on uneven surfaces or
….and for those of
you who don’t
know me,
this is me outside
St Hugh and St
John’s Parish
Church in
Stevenage.

….and on a
final note, just
in case your
readers are
interested, my current total is 23 Cathedrals visited so
far, out of more than 100 that I have listed, but I am
not tied down to any time limits so long as I am still
active and mobile and the Cathedrals have stood for
centuries, so will hopefully still be there for us to visit
in the future.
One of my recent visits was to Norwich, where we
were treated to the sight of large queues of people
who were visiting the Cathedral in order to witness
the sight of a helter skelter that had been temporarily
installed in the nave of the church and gave people a
very unusual view of the Cathedral.
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My story by Peter Whalley
If it might help someone else get on and over balance
loss here is my tale:-

Five years after my balance system reboot I took my
family for a ski holiday and discovered my skiing was
much improved as I could centre myself gravitationally
25 years ago I lost my innate balance capability on
through body sensing and then micro-correcting
removal of an acoustic neuroma. Between one day and
muscle tension imbalances. In my previous approach I
the next my old ‘stereo’ balance system was disabled and relied on innate balance and mega muscle force for
I had to discover an alternative. In reality the alternatives corrections – hard work and I suspect for anyone
were already there but not knowingly exercised.
watching, an apparent disaster on skis waiting to
happen. Being able to see objects that gave vertical
I had a mantra in mind for the after-effects of the
visual reference whilst skiing was also essential and
operation – ‘If it’s not the same - it’s not wrong. It’s just abounded most days. However, one day of fog was
different - get used to it.’
almost as bad for my balance as ‘eyes closed’. It was a
good day to rest up and read a book!
In the first days post operation, I manoeuvered around by
hanging on to the inanimate and the willing animate to
Now:- Riding bicycles and horses is not a problem nor
remain on my feet. I soon adopted the stance of a seaconstrained other than by age. I carefully work off
sailor newly on land, knees bent, feet wide apart,
ladders and scaffolding and make sure I have a firm
lurching down the hospital corridors making use of the
anchor point with one or other hand at all times.
walls as necessary to limit my zigzag.
Otherwise, I am unconstrained by a lack of innate
Once home, I walked as much as I could manage, daily balance.
extending the distance from a few yards to hundreds over
the course of 6 weeks keeping a daily track of progress. I do rely on sight for visual clues to cross check/verify
This included assessing the degree of visual instability body signals at to vertical and it is a continuous, mostly
in what I saw when walking. In this new world, being in unconscious, process. I do become aware of occasional
motion whilst looking around resulted in visual slip/slop visual ambiguity, for example, multi slope surfaces can
of what had been reliably stable objects, in my previous cause moments of balance havoc as body messages and
world.
visual signals give conflicting information. Oops.

Lack of visual stability made balance particularly
challenging, so I started playing ping-pong with my then
ten year old son, every day for half an hour and more. It
was brilliant in helping stabilize my visual world and
building my confidence in my new balance. We had
many long and complicated rallies with ever increasing
speed and ball spin. We eventually graduated to fierce
table tennis matches.

All that said there are times I veer off course but I can
honestly say I have not had a crash due to my new [now
25 year old] balance arrangements. Sometimes I still
have to make allowance and give over processor space
for balance and navigation. For example, when walking
in a busy street, I may abruptly stop talking to a
companion whilst I let my brain pay attention to my
body and visual signals, sort out a safe path and
consciously steer my feet.

To start with I found it hard to see a returning ball to
then hit it back. Gradually I relaxed into hitting where I It’s not wrong –it’s just different.
thought the ball should be. I found that I was accurately
returning the ball without consciously seeing it. After a
few weeks I started to see the ball once more and the
visual surroundings became ever more stable. I had also
learnt to control my balance by awareness of differential
pressure on my leg and feet joints and stomach motion.
All these elements had been providing signals in my old
world but had been ignored because my innate balance
system had worked extremely well (eyes closed or
open!).
[Visual instability was only apparent when I was on my
feet moving around. When sitting, whether stationary or
moving as in a car, visual instability was not an issue]
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Remembering Mr Moffat
I received an email from Juliette Buttimore, Lead
Clinical Nurse Specialist on 20th March with the
following sad news:
‘I am sorry to be the bearer of bad news, but I
wanted to let you know that sadly David Moffat
passed away this week. I know that you and many of
your members would like to know this and will have
fond memories of Mr Moffat over the years.’

Beginnings of AMNET
I have looked back into our archives and found a few
memories of Mr Moffat’s contributions to AMNET,
starting with a contribution from Alison:
I first met Mr Moffat on October 1st 1992 when I went to
his clinic to find out the results of my MRI scan and why
I couldn't hear in my left ear and my balance was poor.
After being told what it was and that it should be removed in February 1993 I and my husband went back to
the waiting room. A staff nurse asked if I would like to
sit and talk to her for a while. I didn't then but asked if
there were any patients I could talk to. There weren't but
the seed of an idea was sown.
Throughout the next 2 years I was returning for checkups and saw both Mr Moffat and Mr Hardy
(Neurosurgeon) and asked them if they would 'approve'
of a patient support group. I felt it would be unworkable
if we did not have their blessing. They were very happy
with this and Mr Moffat arranged for his secretary
(Bianca - who is still there) to send out letters to the last
100 patients he had operated on plus some medical staff
from Addenbrooke's. The replies poured in so Mr Moffat
offered to speak at - and pay for our inaugural meeting at
a hotel in Cambridge on June 1st 1996 and so AMNET
began.
I am sure like me you are very grateful to Mr Moffat for
all his evolving expertise over the years, initially in our
surgery and in his continuing involvement with and commitment to AMNET.

Simon Lloyd (Professor at Manchester, but
our former skull base fellow in Cambridge) has
said the following:

We shall miss him.

It is with great sadness that we announce the
death of David Moffat who was a consultant
otologist and skull base surgeon at
Addenbrookes Hospital, Cambridge. He was
one of the leading clinicians of his generation
and leaves a lasting legacy through his
enormous contribution to the specialty. He will
be sorely missed. Our thoughts go out to his
family and friends.
Prof Simon Lloyd, Secretary BSO’
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AMNET News
In our very first newsletter produced in Winter
1997 and edited by Peter Jones, Mr Moffat
wrote:
'Congratulations to you all for producing such
an excellent first edition of AMNET news.
The initial publication of a paper such as this
is always very exciting and I think it has been
done very well. I am delighted that AMNET is
becoming such a thriving self help group. It
has been extremely well organised and has got
off to a good start. I am most grateful to you
all for putting in the time and considerable
effort into this project.
The first meeting of AMNET was
tremendously successful and it gave me a
warm feeling to be talking to an audience
comprising largely patients who have been
through the Otoneurological and Skull base
Unit at Addenbrooke's Hospital.
May I wish AMNET and AMNET news every
success and although the viability and future
of the association inevitably lies in your hands
as this is a self help group, Mr Hardy, Mr
Baguley and I will help in any way we can to
ensure that it continues to thrive.'

Meetings
Mr Moffat spoke at a number of our meetings over the years,
telling us about the history of acoustic neuroma treatment and
updating us on the data he had kept on operations done at
Addenbrooke’s Hospital since 1981 when he and Mr Hardy
(Neurosurgeon) first pioneered the translabrynthine approach to the
removal of skull base tumours. Mr Moffat spoke to us in 1998 and
again in 2000 when he reported that the department had worked on
1300 skull base cases including 740 acoustic neuromas and 82
meningiomas.
By 2011 he had been in Cambridge 30 years and 1000 patients had
been treated in Addenbrooke’s Hospital both as ‘watch and wait’
and surgical patients. He came to our 15th Anniversary meeting and
reported on outcomes which have steadily improved over the years.

‘The outcomes of three decades of AN surgery in
Cambridge’, Mr Moffat 12th Oct 2018
Unfortunately, although Mr Moffat had not able to attend any of
our meetings since 2011, I was lucky enough to hear him speak
again at a BANA conference in Bristol in 2018.

Mr Moffat reported that between 1981 and 2017, 1180 patients
were operated on and Mr Moffat had collected full outcome
data for 1056 of them. There were 523 men and 533 women
with ages ranging from 13 to 86. The median age (mid point of
the range), was 53.8 years, and the majority of patients were in
their 50s or 60s. All the tumours were unilateral and sporadic,
meaning that patients with NF2 are not included in the data,
and 525 of the tumours were right sided with 524 tumours
were on the left side.
The number of operations carried out to remove acoustic
neuromas in Cambridge rose steadily reaching 70 a year in the
late 1990s (on average 2 per week for the surgeons). By 2009,
due to the growth of the watch, wait and rescan programme
and increased availability of radiosurgery, the numbers fell to
28, although they have slowly increased in recent years due to
the greater pool of tumours being watched. In terms of ‘watch
and wait’ it has been found that 77% of the small tumours do
not continue to grow while 23% do grow and may need
treatment. The present level of surgery at Addenbrookes is 2530 operations per year.
I am sure that all of us who met Mr Moffat will have been
struck by his very open and friendly manner and his
kindness, which is clearly demonstrated in these pictures
taken with Alison and Joanne at our 15th Anniversary in
December 2011.
He will be very much missed by everyone who knew him.
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Forthcoming Meetings

Next Meeting: Our next meeting will be on Saturday 5th December 2020 when our speaker will be Mr

Patrick Axon, Consultant, Skull Base and Hearing Implant Surgeon at Cambridge University
Hospitals

Future meeting: To be confirmed

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.

Facial Palsy UK
www.facialpalsy.org.uk
Email: info@facialpalsy.org.uk
Tel: 0300 030 9333
Eventus, Sunderland Road, Market
Deeping, Peterborough PE6 8FD

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
The Brain Tumour Charity
Tel: 01223 416 141
www.thebraintumourcharity.org
(Mon - Fri 9.30am - 12.30pm)
Contact:
153 St Neots Road, Hardwick, Cambridge
www.thebraintumourcharity.org/about- CB23 7QJ
us/contact/
Mobile: 07852 699196
Tel: 0845 4500386
Cambs Tinnitus Support Group
Support and information 0800 800 0004
https://www.cambstsg.com/
Hartshead House, 61-65 Victoria Road,
Farnborough GO14 7PA
Changing Faces
Meningioma UK
www.changingfaces.org.uk
www.meningiomauk.org
Email support@ changingfaces.org.uk
Email: enquiries@meningiomauk.org
Tel: 0300 012 0275
Tel: 01787 374084

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
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.

Addenbrooke’s 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/contactoutpatient-clinics/all-clinics/clinic-10-earnose-and-throat-ent
Tel: 01223 217588
Appointments: 01223 216561

Necessary Note

AMNET News is very appreciative of the
opportunity to publish items relevant to the
interests of acoustic neuroma and
meningioma patients. This includes
instances where members of AMNET have
experienced relief, improvement,
difficulties or otherwise and write to us of
their experiences in order to pass on
information for the interest and possible
benefit of other members. However,
AMNET cannot endorse proprietary
products or beheld responsible for any
errors, omissions or consequences resulting
from the contents of this Newsletter.

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
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