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AMNET NEWS
Issue 69 Autumn 2018
AMNET Meeting Saturday 1st July 2018
Audiology Update by Rachel Knappett
Head of Adult Auditory Rehabilitation
We welcomed
Rachel to our
meeting and she
provided us with
an update on
audiology in
Cambridge from
the Audiology
Clinic at
Addenbrooke’s
Hospital where
she is Head of
Auditory
Rehabilitation.
The last time she
spoke to us was
back in 2010 and she shared some of the staff
changes that have occurred within the Audiology
Clinic since then.
David Baguley a figure well known to many of us,
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has now moved on to a full time research post in
Nottingham. He has been replaced by Judith Bird
who now takes on the role of Head of Audiology
and the Emmeline Centre for Cochlear Implants.
The Trust has welcomed Professor Manohar Bance
who is an Otologist/Neurotologist and clinicianscientist at Cambridge University, and the inaugural
Professor of Otology and Skull Base Surgery at the
University of Cambridge. Manohar is clinically
active in middle ear surgery, cochlear implants,
middle ear implants, eustachian tube disorder, skull
base surgery and vestibular disorders with research
interests in cochlear implant stimulation strategies,
middle ear reconstruction and mechanics, bone
conduction hearing, Eustachian tube disorders, gene
and pharmacotherapy for inner ear disorders, and
vestibular disorders. He has held several research
grants in these areas, and is particularly involved in
medical device development and translation.
Rachel is currently working in a one year
secondment post at Addenbrooke’s as Head of
Adult Auditory Rehabilitation. She is the tinnitus
lead there, and also deals with Single Sided
Deafness (SSD), complex adult problems and
hearing therapy, She also has a private practice,
‘Audiological Specialist Care’ with Dr Eldre
Beukes, Audiological Scientist, which is a based at
the Spire Cambridge Lea Hospital and deals with
complex Audiology patients. She is also on the
committee of the Cambridge Tinnitus Support
Group (CTSG).
(Continued on page 2)

Next Meeting: The next meeting will take place in the David Dunn Suite at Addenbrooke’s Hospital,

Cambridge on Saturday 1st December 2018, doors open 12. noon. The speaker, at 12.45hrs, will be Ilse
Patterson, Lead R&D Radiographer, Addenbrooke’s Hospital, Cambridge.
Refreshments are a ‘bring and share’ lunch, drinks will be provided.
AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
AMNET is a registered Charity No 1073908
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Single Sided Deafness
The SSD population seen at Addenbrooke’s
includes Vestibular Schwannoma patients, both
following treatment and those on the ‘watch and
wait’ protocol, sudden idiopathic hearing loss,
Meniere’s disease, Middle Ear disease and trauma.
Internationally and locally, the current research
relevant to SSD populations includes studies
looking at Cochlear Implants on the affected ear to
manage hearing loss and tinnitus, Quality of Life
and Listening Effort. Also of interest to patients
with cochlear hearing loss is the REGAIN study,
which is investigating whether a new drug can
generate functioning hair cells in a damaged
cochlea.
In terms of managing SSD there is now a protocol
that is followed so all patients are treated
appropriately.
The four phases of the protocol are Pre-op
Counselling, assessment, device fitting with
Audiology or the implant team and follow up. At
the assessment stage, hearing tests are carried out

and time is taken to investigate the impact of
hearing loss and associated symptoms such as
tinnitus.
This will be followed by the appropriate
management which may involve CROS/

implantable devices, and/or hearing therapy which
involves looking at other strategies that may help,
assisted listening devices and onward referral such
as Sensory Services, Access to Work, Tinnitus
Therapy, Psychology or Local Audiology Service.
NHS CROS technology –CROS hearing aids are
now all wireless, so they are less cumbersome and
perhaps more cosmetically acceptable. However,
rate of battery consumption is high (batteries lasting
just a few days in some cases) and they are very
expensive when compared with standard bilateral
hearing aid fitting.
Trials are being carried out using ‘Resound’ hearing
aids on patient’s good ear and a ‘Multi-Mic’, which
is an external microphone that streams to the hearing
aid via bluetooth. The mic can be positioned
wherever it is needed. For people with tinnitus the
aid can be set to provide a choice of sounds such as
white noise or ‘ocean’ which can be set at a low
level to ‘blend’ with the tinnitus, reducing awareness
of it. Additional sounds (such as rain/relaxation
sounds) are also accessible through Apps on smart
phones and these can be streamed via Bluetooth and
an additional accessory. The limitation of this is that
usually SSD patients experience tinnitus in their
affected ear only and the sounds are in the better ear.
This can still be helpful in some cases and promotes
relaxation. Some patients do have hearing loss in the
better ear as well, and in these cases the sounds can
be mixed with amplification or provided on a
separate programme.
Looking to the future
Having outlined what is available from the service at
present Rachel considered what we might be looking
for in the future. This includes the possibility of
cochlea implants, although these are only possible if
there is an intact auditory nerve. Other surgical
solutions will no doubt continue to develop. The
Audiology team would like to see other
manufacturers develop CROS aid technology and
consider tinnitus options. There is a growing need to
address the psychological impact of hearing loss and
tinnitus – AMNET has previously had a talk
regarding this and Rachel feels it would be very
useful to have a Psychologist working alongside the
Audiology team.
When considering the technology that is available,
factors that may improve this could include: the
(Continued on page 3)
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option for a satellite Mic (CROS system),
compatible with the external microphone,
advanced processing enabling connection to
phone or tablet and finally the ability to
stream therapeutic sound for tinnitus.
Members had questions:
How to get another assessment if the first
was a long time ago: If you have
previously been under Audiology you
should be able to contact us directly for a
reassessment. However, if you have any
new symptoms it may be best to discuss
with you GP whether you need an ENT
referral
Battery life improvement: Hopefully this is
something the manufacturers will work
on!
Other external mics include the ‘Roger pen’,
the range of external microphones – up to
25 metres but unobstructed – walls/doors
etc will block the signal
Can you put rechargeable batteries in a
NHS hearing aid: No
Is it ok to use ear plugs to manage
sensitivity to loud music? Ear plugs
designed for use by musicians are good
because they are filtered and don’t distort
the music but be careful not to overuse
them as this will increase sensitivity to
sounds of a normal level. It is ok to wear
ear plugs for very loud sounds but they
shouldn’t be used in normal listening
environments.
What is the anticipated life span of a
CROS aid? Up to 5 years.

AMNET AGM 1st July 2018 held at
Addenbrooke’s Hospital, Cambridge
Alison Frank (President) welcomed everyone and opened the
AGM with an explanation that Heidi was unwell and like 2 other
members had sent her apologies. 3 proxy forms were also
received.
Thanks were expressed to all Trustees particularly Sally
Hardy who has now stood down as AMNET News Editor and
has made the newsletter so informative and an all-round good
read. We are looking for someone or some people to take this
forward for AMNET. Chris Richards edited the newsletter
excellently as Sally's predecessor and would be willing to mentor
a new person or persons. Please let us know if you can help.
One or two more Trustees to help with day to day running of
AMNET would be very much welcomed too.
Alan Gosling has taken over the financial side of AMNET
following Carol Clothier's illness and ably continues to keep us
up to date and within funds. Recently we have given a donation
to Cambridge Hearing Help formerly CAMTAD for their
continuing help.
All other members of the Committee and Rachel Davies
contribute their own expertise both at members meetings,
committee meetings and helping where they can.
A new venture this year has been the mini meetings in members'
homes which have been very enjoyable and informative.
AMNET is grateful to the hosts Peter, Alan and Rachel. If you
would like to host one please let us know and we can tell you
what it involves.
Chris runs the AMNET website and Bronwyn our Facebook
page; any contributions to either would be welcomed.

Rachel was thanked for talking to us and
presented with an arrangement of flowers
kindly made by Bronwyn, one of the Trustees.

Our thanks to our speakers Rachel Knappett today and Dr.
Jessica Ingham in November 2017. They and Clinic 10 staff give
up their time to help and inform us. Again any ideas for speakers
or subjects welcomed.

Have you got a story to tell?

The Treasurer's report was presented by Alan and accepted by
the meeting.

We all like to hear about other people’s
experiences and to hear positive stories can be
very encouraging for people dealing with difficult
situations and decisions.
Do you have a story related to you’re an
experience that you would like to share? You can
write it out, however brief, or if you would prefer,
contact me on amnet.chris@gmail.com and I will
help you to write your story.

As the committee with the exception of Sally were willing to
stand again they were voted in en bloc. Proposer Bronwyn
Lummis and Seconder Charlie Lummis.
The only AOB was positive comments about the change of room
to the David Dunn Suite.
Members enjoyed cold drinks and refreshments including a non
alcoholic punch prepared by the multi-talented Bronwyn.

AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
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‘A 14 year story – with a happy ending’ by Peter Otley
Some of you may recall
my earlier articles:
Issue 48 of AMNET
News, Spring 2010, (‘So
far, so good’: Gamma
Knife treatment’) and
Issue 60, Autumn 2014
(‘So far, so very good’)
I am now able to write
what is the final chapter.
The earlier articles tell in
some detail the steps
taken at the time and my
feelings about them. I
won’t repeat them here
except for a brief
chronological resume (see box)










Diagnosed with a left side (8mm in widest dimension) Acoustic
Neuroma in 2004, aged 62
After local ENT investigation in Norwich, I was referred to
Addenbrooke’s, Cambridge
‘Watch, wait and rescan’ each year until 2008 when tumour
reached 19mm in its widest dimension. Advised that treatment
was now necessary
Surgery planned but advised that a radiotherapy option was also
possible, either fractionated radiotherapy or Gamma Knife
The big decision: after much research of the literature and
discussion with contacts at BANA and AMNET, I decided on the
Gamma Knife
Through St. Bart’s Hospital, Gamma Knife treatment undertaken
at the London Gamma Knife Centre, Harley Street in July 2008
Scans in 2010 and 2011 showed little change in tumour size but
in 2013 a further scan showed a small but significant reduction in
size

Moving on to August this year – five years after my last treatment scan in
2013 - a further scan was undertaken at Addenbrooke’s. The tumour has
reduced to 11mm in its widest dimension – not very much bigger than in
2004 at the beginning of my story. Addenbrooke’s have assured me that the
tumour is stable and unless I should suffer any further serious symptoms, I
can consider this 14-year story at an end.

Snippets
AMNET Website and
Facebook page
Have you visited
our webpage?
(http://
www.amnetcharity.org.uk/ )
Or facebook
page?

(https:www.facebook.com/
AMNETcharity/ )
Please go and look and let
me know what you think.
Any contributions or
discussion on the web page
would be welcome, and if
anyone would like to run a
closed group for discussion
that would be great!

Using your Smartphone
This link takes you to a
useful link from Action on
hearing loss:
Using mobiles and smartphones
when you have hearing loss

However, my hearing remains seriously depleted in the left ear. I have slight
intermittent tinnitus and, on occasions, noticeable – but not debilitating –
light-headedness. This is what I jokingly call my ‘half bottle of wine
syndrome’ with the consequence that my wine consumption and costs are
kept to a minimum! My everyday life has pretty well fully adjusted to all
these symptoms. In consequence, I am now able to concentrate all my
energies on combatting other potentially more serious health problems of
older age – was it ever thus?
AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
AMNET is a registered Charity No 1073908
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Editorial
Hello Everyone
Welcome to our Autumn
newsletter.
I have temporarily taken
over the editor’s chair
from Sally Hardy, who
has done such a wonderful
job with the newsletter
over the last 6 years, but now feels she needs to step
down. We are all very grateful for her work as we are
aware how important the newsletter is to AMNET as
it reaches all our members. Having said that I would
welcome some help with gathering items for the
newsletter, so if you would like to be the editor or
work with me on producing the newsletter, or if you
have an article or a subject you would like us to
include do let me know. I am particularly interested
in ‘good news’ stories for the newsletter and the
website as I think it will be reassuring and
encouraging for people who find us through these
mediums at a time when they may be feeling very
anxious.
Carol Brunt, who has very efficiently sent out the
newsletters for the last ? years, has also resigned as
she is moving to Sunderland to be closer to her
family. We would like to say thank you for all her
hard work and wish her all the best for the future.
This is another job which only takes a few hours
twice a year, but is invaluable to the running of
AMNET. If you feel you could help do get in touch.
In this edition we have included an article by Rachel
Knappett covering her talk at our last meeting on
developments in the Audiology Department over
recent years, a report of the AGM, a report from the
BANA Conference held in Bristol on 13th October,
an update from Peter Ostler one of our Trustees.

A warm feeling?
Various online dictionaries define a warm
feeling as “a good, pleasant, or friendly feeling.” We can all think of instances of these,
perhaps our children at school prize giving
day or seeing a friend pass an exam etc.
AMNET can now add an extra example to
this – “Getting some money back from
HMRC (the Taxman) for nothing!” We have
finally achieved our aim of being registered
for Gift Aid and have just received our first
payment of £241.57.
Gift Aid is a scheme where we can claim
back the tax that you have paid on the
money that you have given to us, both subscriptions and donations. Around half of
you have been able to sign a gift aid declaration form so a sincere thank you to all of
you.
The registration process was time consuming and very thorough – I don’t suppose that
should come as a surprise to anyone
though? The taxman must find it hard to
give away money!
Remember – you must tell us if you change
your name or address and, more importantly, if you stop paying income or capital
gains tax. If you are a tax payer and we
have your current name and address , we
can continue to get a “warm feeling” every
year!
If anyone would still like to sign a declaration, please contact our Treasurer Alan Gosling alan.gosling26@btinternet.com or
01502-565385 and he will be happy to send
you a copy.

I hope you enjoy the newsletter and as I have
suggested think about what you could contribute to
the next one. If you wish to make any suggestions,
ask me anything or send something for newsletter, or
liketo help in any way, I can be reached on
amnet.chris@gmail.com

Regards
Chris
AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
AMNET is a registered Charity No 1073908
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BANA National Conference 2018 held at Future Inn , Bristol
Saturday 13th October 2018
I was very pleased to have the opportunity to
attend the BANA conference in Bristol on behalf
of AMNET. It was an interesting and enjoyable
day attended by over 100 people.
The day opened with a welcome from Karen
Frampton, vice chair of BANA and she introduced
the first speaker, Mr David Moffat, who is
Patron of BANA.
Mr Moffat gave a
fascinating talk describing
his experience as a
Consultant Neuro-otologist
and Skull Base Surgeon at
Addenbrooke’s Hospital
over 35 years, illustrated
with data collected from the
1180 patients that had been operated on at the
hospital in that period. He talked about the
history of acoustic neuroma surgery and his team
in Cambridge, and outlined the outcomes
demonstrated in the data he has carefully
recorded during his career. The results
demonstrated the changes in management of
acoustic neuromas over the years and also the
improvements in outcomes for patients.(A more
detailed report of the talk will be available in the
next newsletter).
The second speaker of the day was Doug Jones a
physiotherapist who is BANA’s newest
Ambassador. He has worked as a physiotherapist
with rugby players in teams such as Sale Sharks,
London Wasps and England Rugby for over 17
years. Three years ago he was diagnosed with an
acoustic neuroma and underwent surgery. This
became a turning point in his life and as he had to
give up his job he decided to form his own
company, Altius Healthcare, which offers a range
of wellness services.
https://www.altiushealthcare.co.uk/

Doug described his shock at the diagnosis, as
someone who had always been very fit, and also
how he felt after surgery. He said he had to
acknowledge the importance of rest but also
talked about the importance of setting a goal and
having a realistic plan. He gradually worked his
way back to fitness and took up mountain
climbing in order to reach his goal which was to
climb the Matterhorn, and he raised £7000 for
BANA. Through his company he is dedicated to
helping people regain fitness and wellbeing.
The third speaker was Tim Seabrook who is a
trustee of BANA. Tim works in the property &
infrastructure consulting industry as a Director
within a FTSE 250
business, working with a
range of public and private
sector clients to improve
organisational capability
and effectiveness by
transforming performance
across supply chains,
multiple enterprise
partnerships and strategic alliances. He has
worked across a range of industry sectors for
nearly 3 decades, having held a variety of senior
management roles along with international
experience across Europe, America, Asia &
Australia.
Tim was diagnosed with an acoustic neuroma
three years ago following symptoms of dizziness.
He described his journey with a decision to have
Gamma Knife and his recovery, highlighting some
of the emotional as well as physical outcomes of
his experience and recovery. He now feels he is
well, and is pleased to be able to support the work
of BANA, who were there for him when he
needed help.
The final speaker was Jackie Hawken who is a
highly trained mindfulness expert who has been
in practice for 30 years. She is based in Bristol but
also travels frequently to New York to teach. She
described mindfulness as ‘paying attention in
particular way, in the present moment, and non
judgementally’ (L Kabat Zinn) and says it

AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association
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involves learning how to settle your
mind, follow your breath and relax.
She teaches a set of mindfulness tools
that can be used at any time including
when sitting, standing, lying down,
eating ,walking, driving. She described
walking her dog and being in the present
with him as a good mindfulness exercise
She maintains that mindfulness can help you:






Become more proactive, effective and inspired
in the workplace
Improve your ability to process information,
increasing clarity and insight
Improve the overall quality of your life,
becoming happier and healthier
Strengthen your immune system and improve
emotional regulation
Cope with stress, depression, rumination, worry
and anxiety.

She describes the constant stream of thought that goes
though our minds as the ‘undercurrent’ and suggests that
mindfulness enables us to push this to one side for a time to
focus on the moment.
She taught us 4 exercises, two of them very brief exercises
that can be carried out anywhere and anytime. They both
involve taking three deep breaths. In the first you say as you
are breathing in ‘Now I am breathing in’ and as you breathe
out ‘Now I am breathing out’. Doing this for three breaths
enables you to put yourself in the present moment and
quieten what is going on in your brain. The second similar
exercise involves breathing in a colour that represents calm
to you and breathing out all the black smoke that is the
things making you anxious or stressed.
Jackie was very enthusiastic and inspirational and if you
would like to know more, visit her website at https://
www.mindfulnessbristol.co.uk/
The day also included a very nice lunch and an exhibition
which included information from BANA, home safety, and
hearing aids and of course the opportunity to meet and share
with other members.
Thank you to the BANA team for organising such a
successful and enjoyable day.
Chris Richards

Could you be a Trustee?
As you may know charities are run by groups of
people known as Trustees. They are elected by
the members of the organisation or co-opted by
elected trustees.
Trustees do have an important role in ensuring
the charity is accountable to the authorities and
to its members. With a small charity such as
ours, that will entail attending a few meetings
during the year and possibly taking on
responsibility for overseeing a part of the
organisation’s activity.
The Charity Commission set out the role of a
trustees, as a group, as:

Ensure your charity is carrying out its
purposes for the public benefit

Comply with your charity’s governing
document and the law

Act in your charity’s best interests

Manage your charity’s resources
responsibly

Act with reasonable care and skill

Ensure your charity is accountable
More detailed information can be found in the
charity Commissions booklet:
‘GUIDANCE The essential trustee: what you
need to know, what you need to do’
https://assets.publishing.service.gov.uk/
government/uploads/system/uploads/
attachment_data/file/734288/CC3_may18.pdf
AMNET has some trustees, but in order to
continue as a charity, we need more people to
help with the running of the organisation. If you
feel you could help in any way, either as a
trustee, or by volunteering take on a role please
contact one of the Trustees (Contact numbers on
the back page)

Local Social Groups
You may have noticed reports of some small social
groups we have been arranging around the region.
These are meetings which aim to be informal, no
speakers, just a few people gathering over tea and
cake in each other’s homes. They are predominantly
aimed at people who find it difficult to get to the
main meetings in Cambridge, but are open to anyone
who would like to attend. If you feel you would be
willing to host such a meeting by providing a venue,
where members can come together and share
experience and support, please let us know.
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Forthcoming Meetings
Next Meeting: The next meeting will take place in the David Dunn Suite at Addenbrooke’s Hospital,

Cambridge on Saturday 1st December 2018, doors open 12. noon. The speaker will be Ilse Patterson, Lead
R&D Radiographer. Refreshments are a bring and share lunch, drinks will be provided.
Future meeting: The summer meeting will be on Saturday ? Speaker 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.
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

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

Cambridgeshire Hearing Help
(CAMTAD)
enquiries@cambridgeshirehearinghelp.org
.uk
Tel: 01223 416 141
(Mon - Fri 9.30am - 12.30pm)
153 St Neots Road, Hardwick, Cambridge
CB23 7QJ
Mobile: 07852 699196

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

A Basic Overview of Diagnosis & Treatment of Acoustic
Neuroma

The Facial Nerve & Acoustic Neuroma

Headache after Acoustic Neuroma Surgery

Eye Care after Acoustic Neuroma Surgery

Effects an Acoustic Neuroma can have on your memory,
emotions, behaviour, executive functioning and energy

Balance following Acoustic Neuroma
All these booklets are available from Alison Frank The Old School
House, The Green, Old Buckenham, Norfolk, NR17 1RR

Necessary Note
AMNET News is very appreciative of the opportunity to
publish items relevant to the interests of 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 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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