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Peter Lawrence – Experience of
Acoustic neuroma

Reported by Chris Richards

We were very pleased to welcome Peter
Lawrence to our meeting on 28th March to
talk about his experiences related to a
diagnosis of acoustic neuroma. Peter has
already written a couple of articles for the
newsletter so we were looking forward to
hearing from him in person.

He introduced himself as a zoologist who has been
working for the last 40 years on genetics and how
animal design is passed on from one generation to
the next, using fruit flies as a model. This
background in science and research very much
influenced his approach when his acoustic neuroma
was diagnosed.

His first sign of any problem was suffering balance
problems and vertigo in the summer of 2006. His
GP referred him to the ENT clinic where he saw
Mr Moffat.At this time he had no other symptoms
but an MRI was ordered and showed a tumour that
was 1.6 3 1.1 3 0.8 cm. Peter describes this as
‘moderate – a boring and ordinary’ tumour. His
initial response was to start researching scientific
papers and in the first couple of weeks he read
many papers becoming very knowledgeable on the
condition. He found that his options were surgery
as suggested by Mr Moffat, fractionated
radiotherapy using a LINAC machine that would
entail 30 treatments or Gamma Knife which would
be only one treatment. His research was extensive

Next Meeting
Our next meeting will be held on Saturday 18th July 2009 in the Boardroom at Addenbrooke’s
Hospital.The meeting will also be our AGM.The doors will open at 13.00hrs and following the AGM
at 13.30hrs our speaker will be Diana Farragher OBE MSc. Grad Dip Phys. Dip TP. FCSP who will be
speaking about ‘Facial Nerve Rehabilitation following Surgery’. Diana will also be talking about general
facial problems.

This is a picture of Peter the day after his treatment and if
you look carefully you can see the mark where the head frame
was fixed just above his eye.
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even including speaking to the Swedish manufacturers of
the Gamma Knife in Swedish, possibly helped a little as his
wife is Swedish.

Peter was trying to compare success rates for the three
treatments but found this very difficult because he felt that
the doctors presented their data very unscientifically, the
research often being quite short term with small numbers
of patients and usually favouring the approach used by the
researcher.

So then Peter took a more personal approach. His
discussion with Mr Moffat regarding surgery was ‘pretty
scary’. He felt the odds did not sound promising with a
three month recovery period and about 20% chance of
cerebro-spinal fluid leak.

He then saw Dr Sarah Jefferies who explained fractionated
stereotactic radiotherapy.The approach to this is that a low
dose of radiotherapy is given daily (5 times a week) over a
period of 6 weeks. Radio therapy works by destroying
errant cells, particularly cancer cells that divide rapidly and
are much more likely to be destroyed than normal cells.
However acoustic neuroma cells grow more slowly so are
less susceptible to radiation but this method is thought to
do less damage to normal cells and also to be more likely
to preserve hearing (than gamma knife radiosurgery). A
problem for Peter was that this treatment has not been
available for very long so the scientific evidence is still quite
limited.

Peter’s next trip was to investigate Gamma Knife
treatments in the UK.He talked to the Cromwell Hospital
in London who strongly advised gamma knife but he felt
their papers were a little bit too much of a sales pitch. He
went to see Mr Plowman in London and asked him to
compare stereotactic radiotherapy with Gamma Knife, and
he recommended the latter. Peter was aware that Gamma
Knife is available to NHS patients in Sheffield and had
been impressed with the quality of research and papers
they have produced. They have seen a total of 2000
acoustic neuroma patients, now treating around 200 per
year. The techniques have been improving and the dose
level given now is lower than it used to be. Peter wrote to
Mr Rowe and went to see him. He liked his approach and
was told that he did not have to make an immediate
decision but could wait to see if the tumour was growing.
This recommendation also fitted with what Mr Moffat had

advised, no radiation unless the tumour can be shown to be
growing.

Six months later a new scan in March 2007 indicated
rather little but a year later in March 2008 the tumour had
grown a bit and Peter was beginning to get slight problems
with his hearing. He told Mr Rowe about this and he
suggested proceeding with treatment. He had his Gamma
Knife treatment in June 2008. He described the process of
having the helmet fixed to his head although he reassured
everyone that they use local anaesthetic and it is not at all
painful despite being screwed into the skull. The helmet
stays on for about four hours while an MRI scan is carried
out and the treatment plan is calculated.This is extremely
precise and as software is developed becomes even better.
When the treatment is given it is delivered through a
collimeter (a metal hemisphere with very precise holes
which allows the calculated gamma rays to be delivered
exactly where they need to be).The treatment takes about
30 minutes and then the helmet is removed. Peter was then
able to go out for a meal and he drove home to Cambridge
the following day.

Peter’s latest scan did show an enlargement of the tumour
but this is common in the first year. He has also noticed
some balance problems but these are improving.

There followed general discussion around some of the
issues raised. It has been suggested that if a tumour does
grow again after Gamma Knife it is more difficult to
remove surgically – there is little evidence to prove this
either way – probably because the need for repeat surgery
is quite rare – around 3-4% of cases.

Another concern is that the tumour might become
cancerous because of the radiotherapy treatment. So far
there is no evidence to support this theory either although,
as it could be a problem that manifests itself quite a long
time in the future, there is still some uncertainty about the
wisdom of Gamma Knife treatment on children and young
people.

We would like to thank Peter for coming to the meeting
and sharing his experience with us and also for
generating some very interesting discussions.

Peter after the head frame had been fixed to his skull.

This is Peter about to go into the Gamma Knife machine showing
the head frame and the collimeter with the holes through which the
Gamma rays are delivered.
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Income
Subscriptions £1,270.00
Donations £ 322.00
Booklet Sales £ 32.00
Christmas Raffle £ 86.00
Sale of Christmas Cakes £ 30.00
Christmas card sales £ 12.00
Sale of badges £ 6.00
Bank Interest £ 70.85

£2,940.34

Deficit onYear

Bank summary:
Credit

Brought forward £3,755.66
Unpresented Cheques £ 60.00

£3,815.66

Carried forward

Expenditure
Printing Newsletter £ 881.13
Expenses (Newsletter) £ 150.29
Expenses (Meeting) £ 58.78
Expenses (General) £ 158.13
Trophic Stimulators £ 839.05
Membership BANA £ 150.00
Booklets £ 83.60
Donations £ 260.00
Leaflet Printing Expenses £ 329.98
Website (domain name) £ 29.38

£1,828.85

£1,111.49

Debit

Cheques previous year £ 30.44
Deficit onYear £1,111.49

£1,141.93

£2,673.73

AMNET AGM
The AGM will be included in our next meeting being held on Saturday 18th July 2009 at Addenbrooke’s Hospital at 13.30hrs.

Agenda
1. Apologies 3. Matters arising 5. Treasurer’s Report 7. Any other business
2. Minutes 4. Chairman’s Report 6. Election of Officers

The present officers are willing to stand again but if you wish to nominate yourself anyone else for the office of Chair, Secretary
or Treasurer or would like to join the committee please contact Alison Frank (01953 860692).

Accounts of AMNET
The committee felt it might be helpful for members to see the AMNET accounts for the last two years before the
AGM so I am reproducing an abbreviated version of the accounts for the last two years.

THE ACOUSTIC NEUROMA AND MENINGIOMA NETWORK ACCOUNTS –
YEAR ENDING 31ST JANUARY 2008

Income and Expenditure Account

Income
Subscriptions £1,535.00
Donations £ 337.00
Booklet Sales £ 10.00
Christmas Raffle £ 70.00
Sale of Christmas Cakes £ 22.00
Trophic Stimulator Rentals £ 260.00
Sale of badges £ 6.00
Bank Interest £ 53.37

£2,293.37

Surplus on year

Bank summary

Credit

Brought forward £2,673.73
Surplus onYear £ 747.78

£3,421.51

Carried forward

Expenditure
Printing Newsletter £ 741.00
Expenses (Newsletter) £ 235.06
Expenses (Meeting) £ 53.68
Expenses (General) £ 74.04
Trophic Stimulators £ 127.26
Membership BANA £ 150.00
Booklets/DVD £ 35.17
Donations £ 100.00
Website (domain name) £ 29.38

£1,545.59

£ 747.78

Debit

Cheques from previous year £ 60.00

£ 60.00

£3,361.51

THE ACOUSTIC NEUROMA AND MENINGIOMA NETWORK ACCOUNTS –
YEAR ENDING 31ST JANUARY 2009
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As you may be aware there are a number of products on
the market to help people with hearing loss. The RNID
has produced a booklet describing some products that
make life easier for people who are deaf or hard of hearing.
They suggest that if you have difficulty hearing your
doorbell, alarm clock, telephone ringing, baby crying or
smoke alarm you can get equipment to alert you to these
sounds, using flashing lights or vibrating pagers or pads.
They do emphasise that no system relying on flashing lights
alone can be guaranteed to wake you from sleep so they
recommend the use of vibration as well as or instead of a
flashing light to wake you up.

• It is possible to buy alarm clocks and baby monitors with
a vibrating pad and/or a flashing light.You can also get
baby alarms that let you see your baby on the television.

• If you have difficulty hearing your doorbell you may
need one that is louder or uses a different sound.You

could also add extra bells to put in different rooms.You
can also get systems that use a table lamp flashing strobe
light or a pager to let you know your doorbell is ringing,
or alternatively there is a system that makes all the lights
in your house dim when the doorbell rings.

• Smoke alarms do of course make a piercing high pitched
sound. If you have moderate hearing loss you may still be
able to hear them but they may not wake you if you are
asleep.You can get smoke alarms that are designed for
deaf people to use in the home that use vibrations and a
flashing strobe lights to let you know they have detected
smoke.

If you want further information about any of these items
contact RNIID (0808 808 0123) or visit their website
www.rnid.org.uk

Hearing Update

Ways we can listen to stereo music / broadcasts
using headphones or earphones, when only one ear
works!

Our Single-Sided Deaf contact - Janet Mercer - investigates

As a gadget-lover, I’m always on the lookout for a high
quality, single earphone or pair of earphones which plays
in mono.

Before going any further, I shall admit to failure!

It amazes me that, whilst technology advances at an
incredible pace, if you ask in the shops for a single ear
phone, the one likely to be offered is a naff, artificial limb-
coloured one with a flimsy clear cord, dating back 50+
years!Yes – you can buy modern microphone & ear piece
sets but they are for a different purpose.Yes - you can also
find a single ear piece but it is not really designed for
listening to high quality sound output, especially on an
MP3 player. Nowadays, mono either means basic (entry
level) or it is completely disregarded.

I want to be able to listen to a piece of music such as
“NorwegianWood” by The Beatles and to be able to hear
all of it well! Older music recordings often lead to an
enforced choice of hearing just the vocals or just the
instrumental backing! “Bohemian Rhapsody” by Queen is
another example of a frustrating stereo track to listen to on
head phones with only one functioning ear!

The separation of tracks into left and right channels means
that us mere mortals who can only hear in black & white
instead of colour – OK! - I should say those who can only
hear just the left or just the right track being played
through head sets, are missing out!

When personal stereos were introduced in the late 1970s /
early 1980s, they usually had a stereo to mono switch
which you could flick across at will, but you try buying an

MP3 player today, with a mono audio facility – I would
like to be proven wrong but I am yet to find one. That
simple, yet vital functional feature either costs too much
money to incorporate (for too few customers who
genuinely need it) or it interferes with the purity of the
design.

The same can be said about headphones – some
manufacturers used to provide a mono switch next to the
volume control, built into the headphone cord.

So how can we get around the problem in the 21st
century?

Maybe I should lead a campaign to bring back the mono
facility button!

A BANA member wrote in recently, with this interesting
product finding.Naturally, as our disclaimer states, BANA does
not endorse any particular product or products featured.

The mono ear phones are not available in the UK, but the
member will let us know how he gets on, if he decides to
order them. He writes:-

“I came across this recently and was thinking of
ordering one because it would fill a long-standing
need! Apologies if you’ve already come across this site,
but I thought it looked useful”… http://www.
scansound.com/single-stereo-earbud.htm

The most straightforward and inexpensive way I (Janet)
have found, which also enables the use of my favourite
headphones, is to buy a stereo to mono splitting ‘jack’.The
one for use with MP3 players is the 3.5 mm stereo to 3.5
mm mono socket adapter:-

This article, written by Janet Mercer, has been taken from a recent edition of BANA Headlines and discusses some
of the issues around listening to music with one ear. I would be interested to hear if anyone else has thoughts about
this or any solutions. Ed
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Other shops may stock it too but the product is currently
available at Maplins for £1.59 (at the time of going to print):-
http://www.maplin.co.uk/Module.aspx?ModuleNo=
1227

For better quality, the more discerning customer would
search for a gold-plated adapter!

I always plug in an adapter of this type when using my
noise-cancelling headphones on a flight (in addition to the
airline headphone seat adapter).

Please send me any other tips or product
recommendations, to assist those with monaural hearing,
and I shall endeavour to pass them on – thank you.

Email: janet.mercer@blueyonder.co.uk
My address is with Julie at BANA Head office.
Julie Moore BANA, Oak House B, Ransom Wood
Business Park, Southwell Road, West Mansfield Notts
NG21 0HJ. Email: admin@bana-uk.co,Tel 0800 6523143.

Editorial
Hello everyone

Welcome to our summer edition and I hope the warm
weather has arrived by the time you receive this.

There is quite a lot of interest in the newsletter this time.
The report of Peter Lawrence’s talk might spark some
discussion – please let me know if you have any thoughts
on his views.

We also have a couple of articles about the problems
related to single sided deafness and I would like to know
of anyone’s experiences with particular aids or with
trying to get the best quality when listening to music. I
know that I do not appreciate the heavy base I sometimes
hear in stereo systems and am convinced I am missing
something!

We also have an article about insurance which may be of
interest to readers who are not sure how their acoustic
neuroma affects travel insurance.We cannot recommend
any particular company but we would like to hear about
your experiences with trying to obtain travel insurance.

Finally and most importantly the next meeting on July
18th will be our AGM.As usual we would welcome
anyone who would like to join the committee or help in
any other way.The speaker for the meeting will be Diana
Farragher who many of you will know is a
physiotherapist who specialises in helping people with
facial paralysis with various causes, including following
surgery.

We look forward to seeing you on the 18th July.

Best wishes

How to help someone who is hard of hearing
I am not sure about the origin of this information and I do not apologise for having printed it before – please make it available to people
around you if you have problems hearing what is being said to you in some situations. Ed

Speak slowly and clearly
Hearing loss usually distorts sound – most hard of hearing
people need increased clarity much more than increased
volume. However, please don’t overdo it! It’s important to
retain the natural patterns and rhythms of speech.

Please do not shout
If you shout it causes even further distortion of the sound
and, probably, of your facial features. It also makes everyone
feel very silly! If you have a quiet voice a little extra volume
will help us as will the ability to project your voice.

Look at the person you are speaking to and keep
still
Don’t be afraid of eye contact. In fact the hard of hearing
person is not looking into your eyes all the time but is
taking in all the visual cues he/she can find.

Get your friends attention before you start to speak
The hard of hearing person has to make a conscious
decision to listen, it doesn’t happen automatically. If you get
his/her attention first you are less likely to have to repeat
yourself, so it is in everyone’s interest.

Don’t over-exaggerate your words
Be natural in your speech.Trying too hard with mouthing
words results in a complete loss of the original shape and it
also makes the ‘mouther’ look rather ridiculous.

Try not to cover your mouth with your hands
A lot of people have the habit of half covering their mouth
when they speak.Old habits are very hard to break but no-
one can lipread a mouth they can’t see. Bushy beards and
moustaches can be a problem too.

Be prepared to rephrase
If you have repeated yourself a few times without success,
try putting it another way or adding extra information – it
nearly always solves the problem.

Make sure your face is not is shadow
If the light is behind the speaker his face is in shadow –
much harder to lipread.

Make sure the topic of conversation is known
Someone who is hard of hearing has to do a lot of
intelligent guesswork. Without some context this is
impossible.

Please be patient
Communication is extremely hard work with a hearing
loss and sometimes the brain takes a little longer to process
all the fragments of information it receives.We may appear
to be a bit ‘slow on the uptake’ but, in reality, our brains are
working overtime!

Thank you.
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LESS than 24 hours after being treated for a brain
tumour, John Langford was back at his local gym in
Leeds - picking up a winning bet from friends.

The 65-year-old retired insurance broker is the first
patient to be treated in West Yorkshire with the
Perfexion Gamma Knife – a high-tech weapon in the
Yorkshire medical world’s fight against brain disease.

This £3m machine, manufactured by Elekta,
revolutionises the treatment of a range of certain brain
conditions, including cancers, by using gamma rays to
target and destroy
abnormalities with
pinpoint accuracy and
without the need for
open surgery.

The technology has been
brought toWestYorkshire
for the first time as a
result of a new
partnership between
Nova Healthcare and the
Leeds Teaching Hospitals
NHSTrust.

It will be used to treat up
to a dozen NHS and
private patients a week from across the region and
as far afield as Manchester and Newcastle and
beyond.

Nova Healthcare operates a newly-opened unit within
the flagship £250m Bexley Wing at St James’s
University Hospital in Leeds,which serves a catchment
area of more than 2.6 million people.

Nova Chief Executive, Kerry Jackson, said the
technology was able to deliver a highly-targeted single
dose of radiation during an outpatient visit. “The
gamma knife adds an exciting new dimension to the
array of medical technology available to treat patients
across West Yorkshire and beyond who have been
diagnosed with various brain diseases”.

“Our Elekta Perfexion Gamma Knife is the most
advanced available in the world and we are delighted
that we are working alongside the NHS to propelWest
Yorkshire into this new era of technology. It is a major
step forward for patient care.”

The gamma knife is not a knife at all – it uses 192
beams of gamma radiation to target abnormalities in a
unique method of treatment.The result is a pinpoint of
radiation so small and powerful it is able to reach the
specific part of the brain that needs treatment, such as
tumours, without destroying healthy surrounding
tissue. In most cases, patients receive a single treatment.

Doctors make no surgical incision so some of the risks
of open brain surgery – such as haemorrhage or
infection - are reduced or avoided. It is also able to treat
patients with far greater precision than another option
– whole brain radiotherapy.

In most cases, patients are able to go home the same
day without any major scarring or any hair loss and, in
John’s case, are back at their gym in Chapel Allerton or
golf course at Adel when previously they would still
have been in intensive care had they undergone open
brain surgery.

John had been suffering
from deteriorating
hearing for five years and
a recent scan found the
cause was a growing
benign tumour. Without
the new gamma knife in
Leeds, patients like him
would face either open
surgery, whole brain
radiotherapy, or wait for
the procedure at the only
other gamma knife in the
North of England, at
Sheffield.

Before his procedure – known as radiosurgery – John
was placed in a lightweight head frame to prevent his
head from moving during treatment, thereby ensuring
that the beams of radiation are targeted at precisely the
right area. Doctors injected local anaesthetic into his
scalp in four places – or ‘pin sites’ – where the frame
was attached.

The actual procedure took just 30 minutes. John lay
on the gamma knife while Leeds neurosurgeon Stuart
Ross – who travelled to Stockholm and Marseilles to
receive expert training in the procedure – worked with
radiographers in an adjoining room, speaking to him
throughout. Patients are encouraged to even bring
their i-pod.

John said after the procedure: “It was a fantastic
experience and I feel absolutely fine. To be the first
patient to be treated by gamma knife technology in
WestYorkshire was exciting, and I wish future patients
every success – they have nothing to fear and much to
gain from it”.

“I had a bet before going into hospital that I would be
back at my gym the day afterwards as nobody believed
I would be fit and well enough to do so. But I was –
and it was great to go there and pick up my winnings!
I also managed to squeeze in a few holes of golf as
well.”

We have been sent the following information about a new Gamma Knife facility opening in
Sheffield which will be treating both private and NHS patients.

DOCTORS UNVEIL WEST YORKSHIRE’S LATEST
Hi-TECH WEAPON IN FIGHT AGAINST BRAIN DISEASE
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The following article is written by a representative of the Freedom Insurance company in response to some enquiries we have had from
members in relation to travel insurance for people who have an acoustic neuroma. BANA have also approached the General Insurance

and Health Association of British Insurers about issues faced, particularly by ‘watch and wait’ patients.
While we cannot endorse any particular insurance company we thankVicki Moses for the information she has provided.

Travel Insurance
There are many questions surrounding travel insurance when
you have pre-existing medical conditions.Can I get cover? Do
I need cover?Will I be charged extra?

John Peartree of the Acoustic Neuroma Network met up with
Vicki Moses, Marketing Manager of specialist travel insurer,
Freedom Insurance, to discuss the cover options available to
those who have had or are living with an acoustic neuroma.

Most travel insurance schemes will cover the basics such as
cancellation, emergency medical expenses, personal
belongings and personal accidents.Vicki explained, living with
an acoustic neuroma can limit the level of cover you are
offered by some travel insurance companies. You will often
find standard policies commonly sold by travel agents, banks
and building societies will simply exclude cover for anything
arising directly or indirectly from pre-existing conditions,
whilst the specialist insurer will aim to include cover, just in
case the condition does cause trip complications.

With Freedom’s insurance, having your acoustic neuroma
covered means you will be protected should you become
unwell before your departure date and need to cancel your
holiday. Once at the resort, you will be taken care of should
you need emergency medical attention. Having your pre-
existing conditions covered is definitely a benefit, giving you
security and peace of mind, allowing you to relax and really
enjoy your holiday.

Premiums can be more expensive to include cover for an
acoustic neuroma as with other medical conditions but it does
depend on where you are travelling to, trip duration, age, how
far in advance of your departure date you buy travel insurance

and of course your health status. Below are two case scenarios
for a 64 year old travelling to Greece for two weeks, departing
in the next two months.

(1) Has this neuroma been completely removed or destroyed?
=> No

(1) Do you have any other pre-existing conditions or take
medication for anything else? No

(1) Premium =£55.22

(2) Has this neuroma been completely removed or destroyed?
=> Yes

(1) Do you have any other pre-existing conditions or take
medication for anything else? No

(1) Premium =£27.61

The type of travel insurance you purchase is your choice. If
you are confident the neuroma will not cause trip
complications in any way and you are happy to accept a lower
level of cover by keeping your acoustic neuroma excluded,
then you can opt for a standard insurance policy at a lower
premium.This of course poses risks but ultimately it is your
call to make. You will often find, if the neuroma has been
removed or destroyed the specialist insurer will not charge any
extra.

The level of cover and terms offered will vary from insurer to
insurer, as will the price.The most important factor is to find
a travel insurance policy that meets you and your travelling
companions needs. Try not to make a judgement on price
alone but check the quality of cover you intend to buy.

Freedom: for quotes and advice call 01223 454 290.

Snippets
Save the Albatross

The albatross is at risk because of the increased
industrialization of fishing in the oceans The hooks used for
fishing can be visible near the sea’s surface and foraging birds
spot them and try to grab the bait before it sinks. They are
hooked, dragged under, and drowned.
The RSPB and Birdlife partners have campaigned for more
countries to sign the treaty,Agreement on the conservation of
Albatross and Petrels. This agreement, legally binding on the
signatories, requires them to take specific measures to reduce
the number of albatrosses and petrels killed by longline
fishing.
The RSPB and Birdlife are creating an international
organization to work with fishermen to take the steps
necessary to protect endangered species of sea birds.
For more information visit the ‘Save the Albatross’ appeal the
website is www.rspb.org.uk/supporting/campaigns/
albatross/support.asp
The RSPB are asking people to keep their used stamps and
when they have enough send them to RSPB Stamps, PO
BOX 6198, Leighton Buzzard, Bedfordshire LU7 9XT. They
are asking that you separate UK and foreign stamps and do
not include any other correspondence to this address. They
raise £1.50 per kg for UK stamps and £12.50 per kg for
foreign stamps. If anybody would like to donate first-day
covers or stamp albums these can be sent to: Save theAlbatross
Stamp Appeal (Special Stamps and Albums), RSPB, The
Lodge, Sandy, Beds SG19 2DL.

Fundraising Opportunity
Joanne has identified an opportunity for members to raise a
little money for AMNET.

The Greetings Card Company is an on-line company
who sell a wide variety of greetings cards and donate profits
to named charities. Joanne has set us up on this website, so if
anybody would like to buy cards on line they can go to
www.charitycards.co.uk and after they have chosen their
cards it will ask which charity they wish to receive the
donation. AMNET is registered as ‘The Acoustic Neuroma
and Meninginoma Network’, and for any cards that are
purchased from this website we will receive 10% of the card
value excludingVAT and postage.

Visit the site on http://www.charitycards.co.uk/charities/
amnet or via our website.

Accommodation near
Addenbrooke’s Hospital

For those of you who do not live near Cambridge and have to
go into Addenbrooke’s Hospital for surgery may like to know
that Pemberton House which is located on the Addenbrooke’s
site does provide Bed and Breakfast ‘for relatives of patients who
are in the hospital’.There are also a number of ‘Bed and Breakfast
‘establishments within easy travelling distance from the hospital
and further information can be obtained from Alison Frank and
also fromTourist Information in Cambridge –Tel 01223 457581.

20358 AMNET News 46:37393 AMNET News issue41  29/5/09  11:02  Page 7



Chairman

Alison
Frank

01953 860692

Newsletter Editor

Christine
Richards

01954 211300

FORTHCOMING MEETINGS
Our next meeting will be held on Saturday 18th July 2009 in the Boardroom at Addenbrooke’s
Hospital.The meeting will also be our AGM.The doors will open at 13.00hrs and following the
AGM our speaker will be Diana Farragher OBE MSc. Grad Dip Phys. Dip TP. FCSP who will be
speaking about ‘Facial Nerve Rehabilitation following Surgery’.

Our Christmas meeting will be held on Saturday 28th November and our speaker will be Chief
Audiologist David Baguley from Addenbrooke’s Hospital who will be updating us on research and
treatment for tinnitus.

Treasurer

Joanne
See

01487 814380

AMNET Advisory Panel
at Addenbrooke’s
Hospital, Cambridge

Mr David Baguley MSc MBA
Principal Audiological Scientist

Kate Burton
Consultant Radiographer in Neuro - Oncology

Jean Hatchell
Clinical Nurse Practitioner

Melanie Jackson
Skull Base Nurse Practitioner

Mr Robert Macfarlane MD FRCS
Consultant Neurosugeon

Mr David Moffat BSc MA FRCS
Consultant in Otoneurological and Skull Base
Surgery

Ella Pybus
Co director Meningioma UK &Trustee of
BTUK

Mr N J C Sarkies MRCP FRCS
FRCOphth Consultant Ophthalmic Surgeon

Contributions
Please consider writing for your
newsletter. It can be anything
you feel will be of interest to
members from a few lines to a
couple of pages. It all helps to
make the newsletter more
interesting.

Email:
chris@richards2113.fsnet.co.uk

If you would like to make a
contribution please telephone
or email me.

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 be held responsible for any errors, omissions or
consequences resulting from the contents of this Newsletter.

BANA Booklets
BANA has produced some booklets
which may be of interest:-

A Basic Overview of Diagnosis
and Treatment of Acoustic
Neuroma

The Facial Nerve and Acoustic
Neuroma

Headache after Acoustic Neuroma
Surgery

Eye care after Acoustic Neuroma
Surgery

Balance following Acoustic
Neuroma

Effects an acoustic neuroma can
have on your memory,
emotions, behaviour, executive
functioning and energy

All these booklets are available from
Alison.There is a charge of £2.00 for all
except for the first title.

Facial Stimulators
AMNET has some Facial Trophic
Stimulators which are available to
members for short term loan.
There is a charge of £30 at present
which includes maintenance and
postage. If you would like to know
more please contact: Margaret
Allcock on 01493 700256.

AMNET
Web site address:
http://amnet-charity.org.uk/index.html

Email: contact.amnet@btinternet.com
Telephone: 01953 860692
Address: The Old School House.The Green Old
Buckenham, Norfolk NR17 1RR

British Acoustic Neuroma Association
(BANA):

Web site: http://www.bana-uk.com
Email: admin@bana-uk.com
Telephone: 01623 632143 Fax: 01623 635313
Freephone: 0800 652 3143
Address: Oak House B, Ransomwood Park,
Southwell RoadWest, Mansfield, Notts
NG21 0HJ

Meningioma UK:
Web site: http://www.meningiomauk.org
Email: support-enquiries@meningiomauk.org
(patient information & support)
meningiomauk@ellapybus.greenbee.net
(Meningioma UK)

Telephone: 01787 374084
Address: 53 Pine Grove, Brookman’s Park, Herts,
AL9 7BL

Brain Tumour UK:
Web site: http://www.braintumouruk.org.uk/
Telephone Helpline: 0845 4500 386 (10am -
1pm, Monday to Friday).

Address: PO Box 27108, EDINBURGH,
EH10 7WS

Royal National Institute for the Deaf
(RNID):

Web Site: http://www.rnid.org.uk
Email: informationline@rnid.org.uk
Information Line (Freephone)
Telephone: 0808 808 0123
Textphone: 0808 808 9000
Tinnitus Helpline
Telephone: 0808 808 6666 (Freephone)
Textphone: 0808 808 0007 (Freephone)
Address: 19-23 Featherstone Street, London
EC1Y 8SL

Cambridge Campaign for Tackling
Acquired Deafness (CAMTAD):

Web site: http://www.copag.members.beeb.net/
copmoc/camtad.htm

Telephone/Textphone/Fax: 01223 416141
(Mon – Fri 09.30 – 12.30)

Address: 8A Romsey Terrace, Cambridge
CB1 3NH

Also contact point for Cambridge Hard of
Hearing Club and Cambridgeshire Tinnitus
Support Group

Changing Faces:
Charity offering support for people with
temporary or long-term facial disfigurement
problems

Web site: http://www.changingfaces.org.uk
Email: info@changingfaces.org.uk
Telephone: 0845 4500 275

British Tinnitus Association:
Web site: http://www.tinnitus.org.uk
Email: info@tinnitus.org.uk
Telephone: 0800 018 0527
Minicom: 0114 258 5694
Address: Ground Floor, Unit 5,Acorn Business
Park,Woodseats Close, Sheffield, S8 0TB

Entific Medical Systems:
Information about bone conducted hearing aids,
particularly for single sided deafness.

Web site: http://www.entific.com

Addenbrookes Hospital: Neurotology and
Skull Base Surgery Unit

Web page:
http://www.addenbrookes.org.uk/serv/
clin/surg/neurotol_skullbase1.html

Directory

20358 AMNET News 46:37393 AMNET News issue41  29/5/09  11:02  Page 8


