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AMNET Summer meeting 1st July 2017
Presentation by
Dr Sarah Jefferies, Consultant
Clinical Oncologist,
Addenbrooke’s Hospital,
Cambridge
We were delighted to
welcome Dr Sarah
Jefferies to speak to
us at our Summer
Meeting ahead of our
AGM.
Dr Jefferies described
her role within Clinic
10 at Addenbrooke’s
Hospital, Cambridge,
as Clinical Oncologist, responsible for the treatment of tumours above the level of the clavicle
(shoulder bone).

treatment of vestibular schwannoma with
single fraction radiotherapy from September
2017.
Dr Jefferies began her presentation by discussing how radiotherapy has become complicated in our understanding due to some of
the different terminologies used to describe
it, like:




Gamma Knife
Cyberknife
Radiosurgery

Following an MRI or CT scan, referrals are
sent to Addenbrooke’s Hospital, and the images for those for whom radiotherapy may
be appropriate are sent to Dr Jefferies for
consideration. Diagnostic biopsy is not required – imaging is sufficient as a diagnostic
tool. She then considers whether:
“fractionation” (multiple treatments) or
“single treatment”

She explained that she would talk about radiotherapy generally and about the new ma- would be most relevant for each individual,
if radiotherapy is appropriate. Every two
chine that the department now has and the
exciting news that it will be available for the weeks there is a multi-disciplinary team
meeting within Clinic 10 and during this

Next Meeting will be on Saturday 25th November, 2017 in the Boardroom at
Addenbrooke’s Hospital, Cambridge. This will be our Christmas Meeting, so doors
will be open at 12.00 and you are welcome to bring a plate of food to share at our Christmas social. This will be followed at 13.15 with a talk by Dr Jessica Ingham, Clinical
Psychologist, Neuropsychology Department, Addenbrooke’s Hospital, will talk
about Brain Tumours: The Emotional, Social and Cognitive Consequences.
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meeting all new referrals are discussed and a
joint decision made about the best recommended treatment option for each referral.
All consultants involved are then available
within the Outpatient Clinic in Clinic 10, following the multidisciplinary meeting, to discuss the recommended treatment options for
patients newly diagnosed with vestibular
schwannoma (VS) or other skull-based tumours, who attend Clinic 10 that day. The
same process happens for patients following
MRI or CT scanning on the Watch, Wait and
Re-scan lists and for those who have had partial removal of their skull-based tumours.

The third method of treatment is known as
Cyberknife, which is radiotherapy given
over 1-3 treatments. To date patients have
been referred to St Bartholomew’s Hospital,
London, for this method of radiotherapy, if it
is felt to be appropriate.
The new machine that has now been commissioned by Addenbrooke’s Charitable
Trust for use by the Clinical Oncology
Department at Addenbrooke’s Hospital is
a Novalis Linear Accelerator.
This will enable radiotherapy treatment to be
given to patients at Addenbrooke’s Hospital
that is comparable to Cyberknife or Gamma
knife and thereby

Different treatment options for patients with
a diagnosis of VS relate to the size of each
individual tumour and its location. Single
enable treatment to remain in-house.
fraction radiosurgery can be offered to those
with smaller tumours that are not near the
This new facility will not deny patients the
brainstem. Larger tumours that cause brain- option to consider having their treatment at
stem compression require surgery.
other hospitals. The new machine, which has
cost £2.5 million, will be available to paIn general - those with tumours:
tients in the Eastern Region of the UK,
under 3 cms with
which has a population of 6 million. It is
no brainstem compression
planned that two VS patients/day will be able
can be offered radiotherapy.
to receive treatment on this machine on a
Tuesday from September 2017 and a small
There are three radiotherapy treatment
options for those VS patients who opt for ra- number are now on a waiting list. The multidisciplinary team assessed all technologies
diotherapy:
before agreeing on the Novalis machine and
Most patients who receive radiotherapy have agreed that this would be excellent for treata single-treatment, which is referred to as
ing VS patients as there will be no need for a
“radiosurgery” and this has been delivered to fixed frame. This machine will also allow
date in this region by referring to centres
for the treatment of other areas of the body.
with a Gamma Knife machine (Sheffield
Hallamshire Hospital or to St Bartholomew’s Accuracy and Precision
Hospital in London).
All the methods are very accurate. PositionSome patients have radiotherapy over 30
ing of the patient and monitoring of the patreatments, and this is referred to as
tient during treatment are the responsibility
“fractionated stereotactic radiotherapy” and of very experienced radiographers after dehas been used successfully at Addenbrooke’s tailed planning by Dr Jefferies. Through
“image-guided radiotherapy” the team enHospital for a number of years.
sure that treatment is accurately directed at
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the tumour. They constantly track the patient and the tumour throughout treatment.
When one treatment is given using Gamma
knife, a frame that is fixed to the skull is
used, so that the patient is immobilized as
the 201 beams are directed at the tumour
during the treatment. As the technology has
developed, it is now possible for the machines such as the Novalis and the Cyberknife to track and move with the patient and
this is very exciting for the radiotherapy
team, and will be reassuring for those receiving treatment. In the last 5-10 years an
“immobilization mask” has been developed,
which is easily tolerated, and has been found
to be as precise as the fixed frame. Each immobilization mask is individually made and
used for that person only.
Outcomes of Treatment
The outcomes from radiotherapy treatments
are in the realm of 95% control rate at 5
years and 93% control rate at 10 years.
All VS tumours have the propensity to get
slightly bigger after treatment, as a result of
swelling, which is why larger tumours or
those with brainstem compression are not
suitable for radiotherapy. It may take 9
months after treatment for symptoms to present.

do when weighing up the relative risks of
different treatments.
Questions and Answers
What happens if there is any re-growth of
tumour after radiotherapy? Less than 1 in 20
people need surgery after radiotherapy. For
those who have had surgery and re-growth
has occurred Gamma knife/single treatment
is given to the growing remnant. There is no
definitive time for the decision when treatment of this type would be needed, but the
patient would be under surveillance and having follow-up MRI or CT scans.
What side effects could be expected?
Minimal soreness, if treated with a fixed
frame, may be experienced, otherwise nothing acute. At about six months post treatment side effects, similar to post-surgery
may be experienced and include unsteadiness, facial nerve differences and altered
hearing. These symptoms may be treated
with oral steroids.
Heidi Pratchett, our Chairperson, then
thanked Dr Jefferies for a most informative
and helpful presentation and gave her a
beautiful floral arrangement that had been
put together by Bronwyn Lummis.

For those considering treatment options, it is
important to understand that the natural history of VS tumours is that they are slow
growing. Imaging, whether by MRI or CT,
is of very high quality so the team within
Clinic 10 can confidently advise patients on
the best recommended treatment options.
They fully appreciate that decision-making
My thanks go to Dr Jefferies for editing this
is hard for the patient as there is a not a
“better” decision - that it can be a stressful report.
time for the patient - it is not an easy thing to
Sally Hardy, Editor
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News from BANA
Gentamicin Injections Prior to Removal
of Vestibular Schwannoma

represents patients in the East of England who have
had a diagnosis of Vestibular Schwannoma
(Acoustic Neuroma), Meningioma or other Skull
Base Tumours.

In 2014 Debra Nash, BANA, wrote to the DVLA,
Drivers Medical Group for guidance about driving
and was sent a 22-page document with specific adIn the Spring 2017 Issue of Headline News it was
vice for different neurological conditions. There is
reported that a new treatment is being used by
very specific advice listed in that document for
Professor Simon Lloyd (Consultant Otologist and
those with Meningioma of various grades who are
Skull Base Surgeon) and Andrea Wadeson (Skull
having radiotherapy treatment (page 14); Acoustic
Base Clinical Nurse Specialist) at Salford Royal
Hospital, which is aimed at helping patients recover Neuroma (page 16); Hydrocephalus (page 20). If
this is something that applies to you, please visit the
quickly from surgery.
BANA website or give them a telephone call (see
The report explains that the inner ear has two parts – back page for details). We will contact BANA and
the hearing organ (or cochlea) and the balance organ see if we can list this document on our own website
(vestibular system). During surgery for the removal and check if there has been any updated advice.
of a vestibular schwannoma (VS) the vestibular
We are including the advice given by BANA:
organ is removed in order to access the tumour
which often results in post-operative acute vertigo.
The issue of driving and declaring an acoustic
neuroma is a dilemma for many patients. The
Gentamicin is an antibiotic and a known side effect
DVLA has issued their own guidance for mediis that it is toxic to the inner ear. In this new treatcal conditions, which includes acoustic neuromas
ment, relevant patients that have had an initial balon page 16.
ance test and found to have remaining functional
balance are offered a series of intratympanic injections prior to surgery, whilst on the waiting list. The BANA has raised this question directly with the
DVLA and the guidance below includes their
toxic effects are usually gradual in onset and thereMedical Advisor's response, stating that Group 1
fore can be used to gradually remove the balance
licence holders 'can tick NO to the question confunction on the affected side prior to surgery. This
gives the patient time to adjust to this loss on a grad- cerning a brain tumour. However, if they are suffering from sudden and disabling giddiness, they
ual basis and minimises symptoms of vertigo postneed to notify us [DVLA] separately about this
operatively. It is thought that this can be help pacondition'
tients recover quickly from surgery and reduce
length of hospital stay, lead to earlier mobilisation
after surgery and less need for anti-sickness medica- If you have any doubts about what you should be
tion and physiotherapy input.
reporting please take advice from your medical support team, so you can make an informed decision as
It will be interesting to note if this treatment option to your next step relating to your own personal cirwill be adopted at other centres offering surgery for cumstances.
VS removal and something we may be able to ask
the staff at Clinic 10 about.
The information that follows is in the BANA article
and was taken from the DVLA Website, so I have
Driving and notifying DVLA about
copied it directly from DVLA Website:

medical conditions

As BANA has revisited this subject in their latest Headline News
(Autumn 2017), it seemed appropriate to update our advice.
AMNET is a charity which

https://www.gov.uk/browse/driving/disabilityhealth-condition
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In my previous article about driving licence guidance in Issue 62 of AMNET News, I mentioned
that I had contacted the Nurse Practitioners at
Clinic 10, Addenbrooke’s Hospital about driving
licence guidance and they urged that:

Car or motorcycle licence

Any patient with sudden onset of giddiness
should contact them at Clinic 10 for advice –
contact details are as follows:

You must tell DVLA if you suffer from sudden
and disabling dizziness.

Juliette Durie-Gair and

Talk to your doctor if you’re not sure if your
acoustic neuroma causes other symptoms that
will affect your driving, or if you must
tell DVLA about them.
Fill in forms B1 and DIZ1 and send them
to DVLA. The address is on the form.

Bus, coach or lorry licence
You must tell DVLA.
Fill in forms B1V and DIZ1V and send them
to DVLA. The address is on the form.
You can be fined up to £1,000 if you don’t tell
DVLA about a medical condition that affects
your driving. You may be prosecuted if you’re
involved in an accident as a result.
Please note that there is therefore a change in
DVLA policy since our last article about this in
AMNET News Issue 62, Summer 2015, relating to
bus, coach or lorry licence, where you must now
tell DVLA if you have a VS (acoustic neuroma),
whereas previously you only needed to do so if you
had sudden or and disabling dizziness.

Nicola Gamazo (nee Folland), Skull Base Nurse
Practitioners,
Tel: 01223 348672

Local Area Support Meetings
As we have previously mentioned it is the intention
of AMNET to offer small local area support meetings to members. We are doing this to enable members from right across the area covered by AMNET
to gain help and support from other members who
live near them.
This aspect of support will be in addition to our two
main meetings, which are generally held at Addenbrooke’s Hospital, Cambridge. Initially local area
support meetings will be arranged by members of
the AMNET Committee and be held near to where
Committee members live. Invitations will be sent
out to AMNET members who live in the area close
to that person and we are delighted to say that we
have started the ball rolling.

Our first local area support
meeting was held at
Peter Otley’s home at
Framingham Earl near
Norwich on Saturday July
15th, 2017 and was
Personally I did not have any problems with driving arranged by Alison Frank,
a car before my surgery, so decided not to inform
and a short report follows
DVLA. Mr MacFarlane (my neurosurgeon at Ad- overleaf from Alison and
denbrooke’s Hospital) advised me when it was safe from one of our newer
members, Mandy Francis, (the lady in the red scarf
to resume driving post-surgically.
in the photo on the following page).
Thanks go to BANA and DVLA for reproducing
this information.
(Sally Hardy, Editor)
AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
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start lip-reading sooner rather
than later; this applies whether or
not you use hearing aids. LipThe weather was kind to us so we started by having reading can be especially useful
a natter outside in their beautiful garden then rein helping you to understand speech in noisy and
paired inside for a splendid homemade afternoon
other difficult situations.
tea of 3 types of scones, jam butter and cream and
homemade cake and lots of tea and more chat.
New classes start on Thursday 28th September
AMNET is very grateful to Peter and Alan for their 2017 at Hope Hall, 8 Romsey Terrace, Cambridge,
hospitality.
Alison Frank, Honorary President. CB1 3NH, from 10.30am – 12.30pm. Booking is
required.

Local Area Support Meetings

To book your place, please contact:
Melanie Lombardi ( 01223 416141 or email:
enquiries@cambridgeshirehearinghelp.org.uk

New – Batteries by Post
If you are unable to attend one of our clinics we can
post your hearing aid batteries to you. Please send
in your Brown Book or written request stating
clearly the size or colour of the battery you need.
A wonderful welcome and gathering at Peter and
Alan's house. Their garden and setting were amazing as was their hospitality with scones, clotted
cream and cake! Lovely afternoon.
I felt the small intimate crowd was very beneficial
to all. Extremely helpful to share experiences together and compare notes. So nice to get to know
each other and give support. It felt more like an
afternoon in a wonderful open garden, gosh how
lovely it was. Have taken away true gardening
inspiration. Thank you all.
Mandy Francis
Alan Gosling, (second on the left in the photo),
would like me to add “the scones were good!!”

Brown
Size 312

Orange
Size 13

Blue
Size 675

Please enclose a stamped addressed envelope. A
standard sized envelope is fine with a LARGE 1st
class or LARGE 2nd class stamp. If you require
your batteries urgently, please use a 1st class stamp.
We will then post your batteries by return to you.
Send your request to: Cambridgeshire Hearing Help
CIO, 8A Romsey Terrace, Cambridge, CB1 3NH.
*NEWSFLASH* We are working with the
Cambridgeshire County Council Mobile Library. If
you require batteries you can now obtain them from
the mobile library service.
[Go to the Cambridgeshire Hearing Help Website
(details on our back page and click Click to find out
when they are next visiting your village].

Free Lip Reading Classes
Do you have difficulties hearing? Do you have
problems hearing against background noise? Many
social gatherings are noisy and so make hearing difficult. If your hearing is getting worse, it is better to

Message from the Cambridgeshire
Hearing Help Office
Please note our new office hours are:
9.30am to 1pm.

AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
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NHS hearing aids to all those people with hearing loss
who need them”.
About the group – This is a Hearing Link Group and

The following announcement about Subtitles appeared
in the May Monthly Newsletter for Action on Hearing
Loss and is good news indeed. I am sure we are all
grateful for the campaign that Action on Hearing Loss
are currently doing on our behalf with regard to the provision of hearing aids. You may find their following
articles of interest.

Cambridge Hard of Hearing
Club

was founded in 1960 in Cambridge. I have been going to this
group for the past year and decided to join it when lipreading
classes stopped at
Addenbrooke’s Hospital. Joy Badcock, the former
Campaign win - Subtitle it! now law
lipreading teacher, joined at the same time. The stenographer, who is present at most presentations, is
“Thanks to over 6000 people who’ve taken action for
excellent and works for the BBC doing subtitles, and
the campaign, in May 2017 a law was passed promising elsewhere around the UK. It is fascinating to see her
Ofcom new powers to legally enforce subtitles on video in action and we are indeed honoured to have her
-on-demand services.
there as there are very few stenographers left in the
UK, and their services are much sought after. The
The campaign has also encouraged major TV subgroup is very friendly and welcoming and has just
scription services to start rolling out on-demand sub- won an award through Cambridge News aimed at
titles”.
specialist interest groups which will be very welcome to support this invaluable service. Do come
Hands off our hearing aids
along! The following notice is from their website:
“Hearing aids are a lifeline to people
with hearing loss and have been
available on the NHS since 1948.
They're highly cost-effective and
have very clear clinical benefits for
the people who wear them. In fact, they're accepted to
be the only viable treatment for people with adult-onset
hearing loss.

We are a group of hearing aid wearers and use a
good loop system and speech to text screen at our
meetings. We have some excellent talks: beekeeping, snakes, Donarbon Waste Management etc.
The yearly subscription is £12.

The Club is supported by Cambridge City Council &
Cambs Community Foundation.
Meetings are held monthly on the last Thursday of
That's why we've been extremely concerned by proposthe month 2pm – 4pm.
als made by a number of Clinical Commissioning
Groups (CCGs) since 2014 to make cuts to the provision of hearing aids – and why we're campaigning hard Venue
Meetings are held at The Meadows, St Catherines’s
to prevent this.
Road, Cambridge CB4 3XJ.
Most CCGs have decided against cutting hearing aids
after listening to feedback from the public and experts, Contact
but one CCG has stopped providing hearing aids for
Text: Chris 07876108963
many people who need them. We've challenged cuts
Email: information.hohclub@gmail.com
proposed by a number of England’s Clinical
Enquiries by post: 29 Stretten Avenue, Cambridge
Commissioning Groups (CCGs) and continue to fight
CB4 3ES
the one CCG, North Staffordshire, that isn’t providing
Website: http://groupspaces.com/CambsHOHClub/
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husband fall off his seat and onto the floor. As a
nurse I was used to looking at images and discussing what I saw with professionals and what I was
For information about a group that meets near you, looking at didn’t register as being my own head.
go to their website where there is a map and if you Faces dropped when I told my close family and I
tap in the area where you live all the local groups then found I stopped telling people because I
which will highlighted.
couldn’t cope with their feelings! As a Practice
Nurse in a GP Surgery I just carried on as I felt that
The Cambridge group meets five times a year on
telling patients and colleagues of my diagnosis
Saturday mornings. These are the 3rd Saturday of may impact on their confidence in me, or in their
February, April, June, September and November. wanting to discuss the problem they were coming
to the surgery about. Then, when people did find
18 November: Self-help session and Bring & out they were shocked or angry and thought it was
Share Brunch.
something personal to me, and so never mention it.
British Tinnitus Association

Contact Alan Yeo
mga978@hotmail.co.uk
Tel: 01223 243570
http://www.cambstsg.com/

A few notes ahead of our next meeting
on the

Emotional Impact of
Brain Tumours
This is a huge subject and one that will have impacted on each and every one of us in this organisation, and on our partners, families, friends and
work colleagues too. There is no guidebook on this
subject and each person will respond in a completely different way to the unwelcome news of a
brain tumour. It may be a complete shock or an
answer to changes that you have noticed over some
time. Whatever your position and level of emotional and psychological strength, this news will be
an enormous challenge.
Communication, or lack of it, is probably the most
important area to address as this is the way that we
express our fear, anxiety, concern for the future
about our abilities to function as mum, dad, work
role etc. Yet experience has shown me that it can
be such a big issue that some of our loved ones,
and especially our work colleagues may not know
how to respond to, or how to show interest or support. I am therefore going to share my own experience to get the ball rolling, and for no other reason.
When shown my first MRI, I thought “that person
has a problem” and when I looked round I saw my

Does this sound a familiar story to you? The scenario will be different for each of us, but I am sure
a lot of the emotions will be similar. It is no comfort whatsoever to get the response “you are lucky,
it is not malignant” or “at least it is slowgrowing”!! That response probably just helps the
person who is saying that statement in their moment of awkwardness, and learning to appreciate
that can be of enormous help to us all. For some, it
might not be possible or easy to express to others
how we may be feeling or what we might need
help with. For those that live alone, this news may
well be even more isolating.
We wondered if it would be of help to give readers
the opportunity to think of questions they would
like to ask or have discussed. If this is the case,
please feel free to contact any of the Committee
members listed on the back page of this publication, by phone, or contact me by email. Alternatively you may like to write your questions down
and send them to Alison Frank. We don’t even
mind if you would like to do this anonymously in
your approach to Alison, as we understand and appreciate this is a sensitive area for most, but such
an important one. This aspect of need is probably
at the hub of a support group, but for some reason
the last topic we feel able to vocalise. Please feel
reassured that the environment of the meeting in
November will be one of utmost respect to all, both
to those present and to those who may have submitted questions. You can be assured of confidentiality and privacy, but I should point out that when
we write up the session we will discuss topics
anonymously that will seem relevant to help and
reassure others.
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many of us, and enable Clinic 10 to manage that
aspect of treatment ‘in-house’.

Editorial

During our AGM we welcomed some new members to the Committee and the remaining Committee were re-elected en bloc, so now stands as listed
Winter drawers on!! (joke) But hopefully you have below. Heidi Pratchett explained about the complihad a happy and healthy Spring and Summer. I
cations we have had this year due to illness and
have been well and truly challenged by my garden work commitments amongst Committee members,
and allotment this year, but the challenge has paid and explained that she stepped into the muddle and
off and I now feel blessed to be busy making the
pulled her sleeves up and soldiered on. She has all
most of the produce.
our support, but was especially grateful to her
daughter, Abbie and to Alan Gosling for helping
I would like to take this opportunity to thank
her sort out the bank account. We list the amended
Chris Richards for stepping and producing the last final AMNET accounts for 2016/17 below.
Newsletter when I wasn’t so well.
Our Summer AMNET Meeting fell on a beautiful
day in July and we were very thankful to Dr Sarah
Jefferies for giving up time on her Saturday to
come and talk to us. The news of the new Novalis
Linear Accelerator machine at Addenbrooke’s that
will provide treatment on a par with Cyberknife and
Gamma Knife, will be welcome news indeed to

We hope you will enjoy our Christmas Meeting on
November 25 and have chance to mingle at the social beforehand. We have had many requests to
acknowledge the psychological and emotional aspects of coping with a VS or other skull base
tumour and hope you will find the session helpful.
Sally Hardy, Editor

Election of Officers and Committee
The Trustees listed here were elected en bloc. At the time of writing we have not yet had a Committee
Meeting to allocate roles, as stipulated in our Constitution. (Alison Frank is our Honorary President
and so does not need election).
Heidi Pratchett
Sally Hardy
Bronwyn Lummis
Charlie Lummis
Peter Otley
Steve West
Alan Gosling
Abbie Pratchett

AMNET Accounts 2016/17
Income
Subscriptions
Donations
Booklet Sales
Fundraising
Other
Bank Interest

2016/17
1775.00
66.00
0.00
236.00
0.00
0.00
2077.00

Bank Account
Brought Forward
Carried Forward

2015/16
1620.00
374.00
8.00
92.00
61.78
0.52
2156.30

2016/17 2015/16
6235.98 6967.90
£4,858.61 £6,235.98

Expenditure
Postage and Stationery
Printing
Booklets
Website
General Expenses
Meeting Room Hire
Insurance
Refreshments
Bursary
Deficit/
Surplus for Year

2016/17
310.70
749.15
0.00
1747.00
13.25
63.00
120.58
450.69
0.00
3454.37

2015/16
857.39
1036.50
36.75
30.00
61.43
195.00
117.60
53.55
500.00
2888.22

-£1,377.37

-£731.92
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AMNET AGM
held on Saturday 1st July 2017 in the
Boardroom at Addenbrooke’s Hospital
Apologies: Alison had received apologies from 17
members.
Minutes of the last meeting: Our Chairman, Heidi
Pratchett, apologised for the delay in access to the
Minutes of the last AGM, but pointed out that our
former Treasurer, Carol Clothier, had a stroke
shortly after the 2016 meeting and that her husband,
Mick Clothier, had now stepped down from the
Committee. The Minutes were available at the
meeting for anyone who wished to read them, and
can be found on our AMNET website: www.amnetcharity.org.uk.
Chairperson’s Report: “I would like to start by
saying a huge thank you to all the Trustees for their
hard work and dedication during my year as Chairperson. It’s been a really challenging year for the
Trustees personally, who have had to face challenging times. One challenge was to fill the role of
Treasurer, as a result of Carol Clothier’s sudden
illness. The role of Treasurer is a huge role to undertake as it oversees our membership etc. Thank
you to Rachel Davies, who has been fantastic at
working away behind the scenes in contacting you
and being in touch with me. Sadly Stephanie and
Henry Sessions needed to step down from their
Trustee positions due to personal situations and demands on their time from work. We thank them for
their dedication and hard work on the Committee. I
also want to thank my daughter, Abbie, who made
sure the books balanced and who has agreed to
stand as a Trustee for this year. Therefore I would
like to announce that Trustees Co-opted for the
next year include: Peter Otley and Steve West and
New Trustees Standing for the next year include:
Abbie Pratchett and Alan Gosling.
Website: We have now relaunched our website,
which we feel has been very successful. Sincere
thanks go to Chris Richards, who has taken the lead
on this. We are pleased that we continue to gain
much interest through our Website and that we have
gained some new members through this route. The
Website is now commissioned through Paul at
Greystokes and Chris Richards provides the Trustees with updates for each Committee Meeting.
Social Media: This too is being run by Chris
Richards. Our FACEBOOK is updated by

Bronwyn Lummis and as a Committee we have
agreed that a friend of mine, Anna at Phonak, will
add interesting articles.
AMNET Advisory Panel at Addenbrooke’s Hospital: We have had some changes to the Panel in
the last year: Dr David Baguley has moved to Nottingham; Mr James Tysome, Dr Sarah Jefferies and
Mark Smith have all agreed to be part of the Advisory Panel. We would like to say a big thank you to
all staff in the Skull Base Team and Clinic 10 for all
their help and support.
Newsletters: My sincere gratitude to Sally for continuing to produce wonderful informative newsletters. I feel so proud and quite emotional every time
I receive one! Many thanks go to Carol Brunt for all
her help and support in distributing the newsletters.
Guest Speakers: Our sincere thanks go to Mark
Smith and Dr Sarah Jefferies who both provided
such interesting and informative presentations this
year.
Small Local Group Meetings: Sally is taking the
lead in this area. We have looked into having additional smaller meetings in geographical areas
around the East of England, where we can invite
members in those areas to come together to meet
and catch up in a small friendly environment. We
are doing this as we are aware that some of our
older members are having problems with travelling
and in attending our larger meetings. We will keep
you updated on the progress and success of these
new ventures. You will be contacted and invited to
attend a meeting in your local area. These meetings
are in addition to the two main meetings held here
in Addenbrooke’s Hospital.
Lastly, I would like to thank all the Trustees for
their support, dedication and passion, so that we can
support you in AMNET”.
The Accounts for 2016/17 were circulated to members before the AGM and were proposed for
acceptance by members Tom Girvan and seconded
by Fiona Pike.
Election of Committee: No new members opted to
join the Committee so the Committee was elected
en bloc - proposed by Anthony Laing and seconded
by Caroline Shepherd.
Heidi Pratchett, Chairperson
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Would you like to join AMNET?
AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association. We represent
the Eastern Region of the UK.
We provide:






Telephone contact with past patients, who understand what you are going through, and have time
to listen.
A regular newsletter for members, with information about developments in treatment and about
living with either an acoustic neuroma (now called vestibular schwannoma) or other skull based
tumour. Please indicate below if you would like to receive your newsletter electronically by Email in PDF format, or a printed version, by post.
Regular meetings at Addenbrooke’s Hospital, Cambridge where we provide an opportunity to
listen to expert speakers and to meet other members.
A detailed website at: www.amnet-charity.org.uk.

If you would like to join AMNET and support our work, please complete the form below and send £15
annual subscription to Alison Frank at the address listed below. We can now offer joint membership at
a cost of an additional £5, i.e. £20/annum. This gives the right to vote on any AMNET issues to both
people and also entitles both to become Committee members if they so desire. If your partner wishes to
become a member please let us know. Please note there is no charge for partners who attend the meetings, but do not take up membership.
If you would welcome the chance to speak to another AMNET member on a one-to-one basis, please
could you telephone our Honorary President, Alison Frank, (Telephone: 01953 860692), who will be
able to put you in contact with one of our members. We appreciate that you may sometimes wish for
someone to contact you at a specific time when you can be ensured a quiet and confidential environment. If this is the case please indicate when that might be.
Please complete the form below and send with your annual subscription for £15 (or £20 if you wish to
take up joint membership) to Alison Frank and address your envelope to: AMNET, The Old School
House, The Green, Old Buckenham, Norfolk. NR17 1RR.
___________________________________________________________________________________
MEMBERSHIP FORM
Name:
Address:
E-mail:
(Please note that E-mail details are essential to ensure your newsletter is received electronically).
Telephone:
Please could someone contact me at the following times:

AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
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Forthcoming Meetings
Details of the dates of our two meetings next year and of the speakers at those meetings, will be announced
in the next Newsletter.

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

Meningioma UK
www.meningiomauk.org
Email: enquiries@meningiomauk.org
Tel: 01787 374084

Changing Faces
www.changingfaces.org.uk
Email support@ changingfaces.org.uk
Tel: 0300 012 0275

Action on Hearing Loss ( RNID)
www.actiononhearingloss.org.uk
Email:
informationline@hearingloss.org.uk
Tel: 0808 808 0123
Textline. 0808 808 9000

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

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)
www.cambridgeshirehearinghelp.org.uk
Contact: cambridgeshirehearinghelp.
org.uk/contact-us
Tel/ Text / Fax. 01223 416 141
(Mon - Fri 9.30am - 12.30pm)
8A Romsey Terrace, Cambridge CB1
3NH

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

Addenbrookes Hospital
Neurotology & Skull Base Surgery Unit
www.cuh-org.uk/skull-base-service
Addenbrooke Hospital, Clinic 10 ENT
www.cuh.org.uk/for-patients/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.

AMNET Advisory Panel at Addenbrooke’s Hospital, Cambridge
Kate Burton, Advanced Practitioner in Neuro-Oncology, Dr Sarah Jefferies BSc, MBBS, MRCP, FRCR, PhD Consultant Clinical
Oncologist, Mr Robert Macfarlane MD FRCS Consultant Neurosurgeon, Mr David Moffat BSc MA FRCS Consultant in
Otoneurological & Skull Base Surgery, Ella Pybus Co-director Meningioma UK and Trustee of BTUK, Mr N J C Sarkies MRCP
FRCS FRCOphth Consultant Ophthalmic Surgeon, Mark Smith, Specialist Audiologist, Mr James Tysome MBBS, MA, PhD,
FRCS (ORL-HNS) Consultant ENT Surgeon.
Honorary President - Alison Frank 01953 860692. Chairman - Heidi Pratchet 01255 506696.
Treasurer - Alan Gosling 01502 565385
Newsletter Editor - Sally Hardy 01954 231363
Please consider writing for your newsletter. It can be anything you feel will be of interest to members from a few lines to a
couple of pages. It all helps to make the newsletter more interesting. Email: sally.hardy3@btinternet.com If you would like
to make a contribution please telephone or email me.
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