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We enjoyed a ‘bring and share’ lunch and had a chance to 

mingle and chat to fellow members of AMNET.  This was a 

grey day in November when the Eastern region was gripped 

by constant rain and local flooding, so it was gratifying that 

so many members turned out for this occasion. 

   

Our Chairman, Alison Frank, gave her grateful thanks to our 

retiring Editor, Chris Richards and to our retiring Treasurer, 

Joanne See.  She presented them both with a gift of an en-

graved silver photograph frame in recognition for their ser-

vices to AMNET, which she had hoped to present at our last 

meeting earlier this year on 7th July.  

 

Chris and Joanne have been on the AMNET Committee 

since the start of AMNET 16 years ago.  They have both 

given of their time willingly.  We hope that you will both 

accept our thanks for your invaluable endeavours in helping 

to establish AMNET (and the Newsletter) into the success-

ful self-help group that we all enjoy today.  We hope you 

will both continue to be members, and hopefully that you 

will be able to attend and enjoy forthcoming meetings.  We 

look forward to any continued input you both may still wish 

to give. 

 

Sally Taylor, Nurse Practitioner in Clinic 10, then gave an 

informal talk about the Role of the Nurse Practitioner in 

Clinic 10 – detailed in this issue.  Sally was relaxed and ap-

proachable and gave members the opportunity to ask ques-

tions.  She has sadly left this position as Nurse Practitioner 

since that talk.  We are very grateful for the time you gave 

up to come and talk to us Sally, and we wish you well in 

your new position. 

 

After the talk by Sally 

Taylor we were treated 

to a “Guess Who” quiz 

by Chris Richards.  She 

had cleverly grouped 

pictures of groups of 

people like sportsmen 

and women,  politicians 

etc. and set us the task 

of identifying as many 

as possible.  This gave 

us a further opportunity 

to mix with other mem-

bers.   

 

Alison then quizzed us 

on our knowledge of 

words to do with foot-

wear.  This prompted 

much discussion and 

brow-rubbing.  It was no surprise to have a clue related to 

Wellington boots, given the weather conditions! 

 

Thank you to Chris and to Alison for your fun efforts to en-

tertain us all and to all members who provided raffles prizes 

or bought raffle tickets.  Thank you to Joanne See for 

providing most of the raffle prizes.  Please see the comment 

by Carol Clothier about the proceeds from this.  Lastly, 

thank you to Heidi Pratchett for setting up the refreshments 

and for your generous provision of liquid refreshments. 

 

Christmas Meeting 
Held at Addenbrooke’s Hospital in the Board Room on  

Saturday 24th November, 2012. 

Figure 1.  Karen, one of our lucky 
prize winners 

 

 

Next Meeting 
The Committee will arrange something for the next meeting which will be on Saturday April 

13th in the Boardroom at Addenbrooke’s Hospital, Cambridge.  Doors will be open at 13.00 

hours. 
. 
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Our Chairman, Alison Frank, welcomed Sally Taylor to our 

Christmas social and thanked members for braving the local 

floods and for their support and interest at this busy, festive 

time of year. 

 

Introduction 
This is my first report, as Editor of AMNET NEWS, of a talk 

given to AMNET members and in an attempt to explain some 

medical terms or the role of personnel within the hospital, I 

have marked text with [ ] to indicate my own interpretation or 

understanding.  I trained as a nurse at Addenbrooke’s Hospital 

between 1993 and 1996 and have worked as a nurse in various 

other settings from that time until June 2012.  In 2011 I went 

through the process of diagnosis and surgery myself. 

 

 

Since the AMNET meeting on 24th November, 2012, Sally 

Taylor has left her position as Nurse Practitioner for the Skull

-based team within Clinic 10 at Addenbrooke’s Hospital.  We 

were very sad to hear this news.  I am sure as readers, you will 

wish to join me in thanking her for the time she gave up to 

come and talk to us on that cold November day.  She did read 

and edit this article and was assisted by Kate Burton and Mr. 

James Tysome.   

Juliette Durie-Gair has returned to her role as Nurse Practi-

tioner following her maternity leave and on behalf of AMNET 

Newsletter readers, I wish to welcome her back to Clinic 10.  

We look forward to maintaining and developing close links 

with Juliette and her new colleague, when appointed.  In fu-

ture Newsletters we hope to be in a position to let you know 

the name of the new Nurse Practitioner in the Skull-Based 

Team in Clinic 10. 

 

Overview of the role of Nurse Practitioner in  

Clinic 10 

Sally Taylor gave us a welcome informal and interactive talk 

about her role as Nurse Practitioner within the Skull Base 

Team in Clinic 10 at Addenbrooke’s Hospital, Cambridge.  

The Nurse Practitioners have developed their roles and spe-

cialist interest in specific medical and surgical areas.  They 

can be identified within the hospital by their dress/tunic top, 

which is navy blue with a red trim.  Within the Skull Base 

team, there are three Skull Base Nurse Practitioners:- formerly 

Sally Taylor, Juliette Durie-Gair and Indu Bahadur. The 

other person you may be in contact with is Kate Burton [see 

inset for contact details], who is a Consultant Radiographer in 

Neuro-Oncology and is responsible for patients having radio-

therapy treatment. 

 

Sally was a Nurse Practitioner in the Skull Base Unit, with 

specialist responsibility for the care of NF2 

[Neurofibromatosis Type II – a very rare genetic condition 

that features bilateral vestibular schwannomas, meaning they 

occur on both sides]. She was also responsible for patients in 

the ‘Watch, Wait and Rescan’ group at Addenbrooke’s Hospi-

tal.  Sally spoke of her interest in developing links with patient

-centred groups like AMNET.  She has a background in ENT 

and critical care at Addenbrooke’s and had been in her current 

position for just over one year.  Her colleague Juliette Durie-

Gair, also with a background of ENT, was on maternity leave, 

but returned to Clinic 10 in January 2013.  She will be work-

ing on a part-time basis and can be contacted at Ad-

denbrooke’s on Tuesdays and Fridays.  If you need to contact 

her on days other than Tuesdays or Fridays, please see insert 

for contact details. 

 

Within Clinic 10, Sally and Juliette have received referrals 

from Consultants and arranged for patients to have MRI scans.  

Before a consultation with a patient for diagnosis,  

Sally and Juliette then co-ordinate with team members within 

the multidisciplinary team, [see inset for an explanation of 

who is likely to be involved in a multidisciplinary team at 

Addenbrooke’s treating patients with a vestibular schwanom-

ma], who meet to discuss the MRI scan results and the recom-

mended treatment options for each patient.  Treatment options 

are then discussed with the patient and it will be up to each 

individual to decide their course of treatment. 

 

Sally and Juliette have been responsible for organising MRI 

scans and the support of patients in the ‘Watch Wait and Re-

Scan group’ and for patients with tumours that are not grow-

ing, and who are being followed up within Clinic 10.   

The types of problem that Sally has been able to offer advice 

about include: hearing, balance and tinnitus.  With her in-

depth knowledge and experience, Sally was able to give an-

swers to most of the problems patients asked her about, but if 

not then she would discuss the patient problem with the rele-

vant consultant and get back to the patient with advice.  [This 

is an invaluable service to patients and may be just the missing 

link that many readers have been unaware of previously.  Our 

The Role of the Nurse Practitioner in Clinic 10 at Addenbrooke’s Hospital, 

Cambridge.  A talk given by Sally Taylor on Saturday 24th November 2012 

 

Figure 2. Sally Taylor, centre front, with Heidi 

Pratchett on her left and Steve West on her right. 



3AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  

 
 

own GP’s are usually knowledgeable and supportive, but ves-

tibular schwanomma is a rare condition (1:100,000/per year), 

and some GP’s may only ever see one patient in their long ca-

reer, so access to support and answers to commonly occurring 

problems associated with this condition, by someone working 

in that speciality, is vital].   

Problems with balance will be different for each patient.  The 

majority of vestibular schwanommas do not grow and the re-

mainder are usually slow-growing tumours with a growth rate 

of 1-2mm/year.  Due to this slow growth pattern, the brain is 

usually able to compensate, whereas a faster growing or larger 

tumour will have a different effect on balance.  Sally and Juli-

ette have been authorised to refer patients to Audiology, Ves-

tibular Services, Physiotherapy or for psychological support, as 

needed.  After surgery, especially for the first couple of days, 

the patient is encouraged to move and exercise to enable the 

brain to relearn and the patient to regain balance. 

 

Treatment Options for Patients within Clinic 10 
Treatment options for patients with a vestibular schwanomma 

depend on the size and characteristics of the tumour and also 

on the age and health of the patient.  Within Addenbrooke’s 

Hospital, Cambridge, these options include the following: 

 

 Surgery 

 ‘Watch, Wait and Re-scan’ 

 Fractionated stereotactic radiotherapy 

 Referral for radiosurgery (gamma knife),  

     which tends to be either  

     St. Bartholemew’s Hospital in London or  

     The Royal Hallamshire Hospital in Sheffield. 

Sally discussed the basic physiology of the outer, middle and 

inner ear and where a vestibular schwanomma is likely to be 

found. 

[A vestibular schwanomma is the name now given for an 

acoustic neuroma.  It is a benign (non-cancerous) tumour, aris-

ing from cells lining the 8th cranial nerve, which is called the 

vestibulocochlea nerve, because the vestibular nerve 

(responsible for balance and equilibrium) and the cochlea nerve 

(responsible for hearing) unite before they pass through the 

Internal Auditory Meatus (IAM) - initials which you may see 

on your MRI request form. The Internal Auditory Meatus is the 

point where the 7th and 8th cranial nerves pass through the tem-

poral bone to enter the brain stem.  Vestibular Schwanommas 

are situated in an area of the skull known as the Cerebellopon-

tine Angle (CPA) –this is located in the posterior fossa of the 

skull.  Although this type of tumour is classified as a brain tu-

mour, it is actually a cranial tumour which occupies space 

within the skull, (another name sometimes seen here is ‘extra-

axial’, meaning outside the brain).  GPs sometimes refer to this 

as a Space Occupying Lesion (SOL).  Due to the size of the 

tumour within this location, it may press on or adhere to other 

vital structures in the surrounding area including the brain 

stem, cerebellum and the 7th cranial nerve, the facial nerve]. 

In the case of a smaller tumour, there will be less risk with faci-

al function following treatment.  If the tumour is pressing on 

the brainstem, then surgery is more likely to be encouraged. 

 

The Surgical Option 
Patients having surgery for removal of a vestibular schwanom-

ma at Addenbrooke’s Hospital will be seen in a Pre-admission 

Clinic by Indu Bahadur, Nurse Practitioner to the Neurosurgi-

cal team [see Inset for contact details].  With her background of 

nursing in neurosurgery, Indu will discuss what the surgery 

will involve, and will assess the patient’s fitness for surgery.  

The Multidisciplinary Team  
 

called this because it comprises professionals from dif-

ferent disciplines and is likely to include the following:- 

Mr Patrick Axon MD FRCS (ORL), Consultant Skull 

Base and Hearing Implant Surgeon 

Mr Neil Donnelly MSc (Hons) FRCS (ORL-HNS), 

Consultant Skull Base and Hearing Implant surgeon 

Mr James Tysome MA, PhD, FRCS (ORL-HNS), 

Consultant Skull Base and Hearing Implant Surgeon 

Mr Robert Macfarlane MD FRCS, Consultant Neuro-

surgeon 

Mr Richard Mannion PhD FRCS (SN), Consultant 

Neurosurgeon 

Dr Sarah Jefferies PhD MRCP FRCR, Consultant 

Clinical Oncolgist 

Mr Richard Price, MD FRCS (Plast) Consultant Plas-

tic and Reconstructive Surgeon 

Kate Burton MSc, DCR(T) AHP Consultant Radiog-

rapher in Neuro-Oncology 

Daniel Scoffings MBBS MRCP FRCR, Consultant 

Neuroradiologist 

Katie Morgan MSc CS Clinical Scientist (Audiology) 

        Phil Gomersall MSc CS Clinical Scientist  

        (Audiology) 

        Rachel Knappett BSc Senior Audiologist  

        Indu Bahadur RN Skull Base Nurse Practitioner 

        Juliette Durie-Gair RN Skull Base &NF2 Nurse 

        Practitioner 

Contact with a Nurse Practitioner in  

Clinic 10 
 

Contact can be made by phone, where Juliette, Indu 

and the newly appointed Nurse Practitioner 

will be able to answer patient-centred questions/queries.  

[Please note the Nurse Practitioners and Consultants 

Secretaries work together and have adjacent rooms in 

the same corridor so passing messages between them is 

straightforward.  Juliette has asked me to point this out] 

 

Juliette Durie-Gair - 01223 348672 

Tuesday and Friday only. If you need to contact Juliette 

on other days please try: 

Anne Moralee ( Secretary to Mr. Axon and  

Mr. Tysome) - 01223 256051 

anne.moralee@addenbrookes.nhs.uk 

Bianca Saunders  (Secretary to Mr. Donnelly) - 01223 

586638 bianca.saunders@addenbrookes.nhs.uk 

Helen Innes ( NF2 Secretary) – 01223 217471  

helen.innes@addenbrookes.nhs.uk 

Indu Bahadur - 01223 245151 (main hospital 

switchboard);  Minicom: 01223 274 604 or bleep 154-

175 

Kate Burton - 01223 216580 (Mon – Fri 08:30 – 

16:30) 

Tel:01223
mailto:anne.moralee@addenbrookes.nhs.uk
mailto:bianca.saunders@addenbrookes.nhs.uk
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She liaises with Audiology and is responsible for support and 

advice of the patient whilst an in-patient at Addenbrooke’s.  

She is also responsible for support and advice from the point 

of discharge from hospital until the patient is discharged back 

to the Skull-Based team in Clinic 10.  During this post-

discharge interval patients may have concerns about their 

recovery or side effects from surgery.  She is able to discuss 

problems with Consultants and get back to the patient as re-

quired.  [As with Sally and Juliette, Indu is also involved 

with patients in the Watch, Wait and Rescan group, so you 

may come into contact with her even if you are not having 

surgery]. 

 

Watch, Wait and Rescan 
Monitoring the size of the tumour over time, can be a suitable 

course of action for many patients, as most tumours do not 

grow/ may be growing slowly, or may not be causing unac-

ceptable symptoms.  Patients may have many other medical 

problems which would make a prolonged surgical procedure 

or radiotherapy very difficult or unacceptable to them.  Some 

patients just want the tumour removed and this decision is 

acceptable by the surgeons, either at the time of diagnosis, or 

during the monitoring period, if the patient is unable to cope 

with waiting. 

Patients in this group are scanned by MRI at diagnosis.  They 

are then re-scanned after 6 months, 1 yearly for 3 years and 

then 2-yearly for 6 years.  If the tumour does not change in 

size then the interval for re-scanning is changed to 3-yearly. 

Measurement of vestibular schwannoma tumours at Ad-

denbrooke’s Hospital, Cambridge, are all done by a neuro-

radiologist, to ensure a specific and uniformed measurement.  

The neuroradiologist is responsible for presenting his meas-

urements at the multidisciplinary meeting.  Patients who are 

new to Addenbrooke’s Hospital, but who have been diag-

nosed elsewhere, will have their MRI scans measured and 

compared by the same neuroradiologist. 

 

Radiotherapy and Radiosurgery 
Since this informal session was about the role of the Nurse 

Practitioner within Clinic 10, we did not discuss stereotactic 

radiotherapy or radiosurgery. 

 

 

Interactive Questions and Answers 
Sally concluded her talk to us by answering questions from 

AMNET members.  These included the following, which 

may be of interest to many readers:-  

 

How is the tumour measured, especially if it is not a regular 

shape?  Is the measurement three-dimensional or is it by vol-

ume? 

 

Is there a cut-off point in the Watch Wait and Rescan option 

when Gamma Knife surgery might not be appropriate, given 

that it can lead to a 1mm size growth in the first year, due to 

swelling? 

 

What percentage of tumours do not grow? 

 

Tumours that are situated within the IAM [Internal Audito-

ry Meatus – the point where the 7th and 8th cranial nerves 

pass through the temporal bone to enter the brain stem] are 

known as intra-canicular (IC) tumours.  If the tumour ex-

tends outside of the canal and into the Cerebellopontine An-

gle (CPA), we measure the maximum diameter of the com-

ponent that sits outside the bony ear canal, in order to deter-

mine the size (this method of measurement has been set na-

tionally in order to aid accurate comparison of vestibular 

schwanommas).  This enables us to monitor any change or 

growth.   

 

Referral for radiosurgery (commonly called Gamma Knife) is 

not usually recommended at Cambridge if the extra-meatal 

component of the tumour [see above answer where Clinic 10 

tell us that about tumours that extend outside of the canal and 

into the Cerebellopontine Angle (CPA) –the “extra-meatal” 

component would refer to this part of the tumour] is greater 

than 2cm and / or touching the brain stem. 

 

Two-thirds of tumours do not grow. Of the remainder, the 

average growth rate is up to 2mm/year. 

 

I am very grateful  to Sally Taylor, Juliette Durie-Gair, Kate 

Burton and Mr. James Tysome for all your help in  checking 

the detail of this article and for your help and clarification 

about the answers to our members’ questions. 

 
At Addenbrooke’s Hospital, the Audiology Department has managed to secure some funding to enable patients with single-sided 

deafness, following surgery for a vestibular schwannoma, access to wireless hearing aids.  There is currently a waiting list of pa-

tients who would like to try out the new hearing aids, but a limited number of patients have now been fitted with the new wireless, 

digital hearing aids.  It is advisable that you have tried out the CROSS-aid first. 

 

Are you one of these fortunate patients?  It would be very interesting for all our readers to hear of your experiences with the new 

wireless version of the CROSS-aid.  Please do write in to either Alison Frank or myself, Sally Hardy, Editor. I have been amongst 

the first to be provided with a Phonak Behind-the-Ear hearing aid and wear it on a daily basis.  I will add to feedback from other 

readers in the next edition of AMNET News about my experiences with this new technology.  It is very comfortable and easy to 

wear, with one slight disadvantage that the device is currently ‘power-hungry’: the noise receiver part of the aid requires battery-

change every two days and the hearing-aid side requires battery-change every seven days (with different batteries needed for each 

side).  This is simple to get used to and I manage this by carrying a set of spare batteries.  I have fed this information back to Audi-

ology (as has at least one other patient), so hopefully this will be a managed development issue, by staff at the Clinic. Perhaps some-

one from Audiology could come and speak to us about these new hearing aids at a future meeting. Would this be of interest to you? 

Wireless Hearing Aids -Developments for patients with Single -Sided Deafness due 

to vestibular schwannoma surgery at Addenbrooke’s Hospital, Cambridge.  
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An article by Jill Somerwill, Mother of our Member Caroline Shepherd. 

I had an acoustic neuroma removed on May 21st 1958, when I was 38, at Atkinson Morley Hospital, Wimbledon, London, by 

the neurosurgeon, Sir Wylie McKissock.  I had spent some days in the General Hospital in Southampton having investigations (I 

can only remember the lumbar puncture).  I was told that I was to be sent to either The National Hospital, Queen’s Square, Lon-

don, or to Atkinson Morley’s in Wimbledon, whichever could first have a bed available, “because it was thought I had a tumour 

in my head”. 

 

I was in Hawkins Ward, at Atkinson Morley’s Hospital. I remember it as very large, with about 17 beds and down the centre 

were long tables at which nurses were always present.  I then had more “tests”.  I was sent in an ambulance one day to The Na-

tional Hospital, Queen’s Square to see a certain eminent surgeon, whose name I forget.  He and other doctors looked at a screen 

picture of my head but all of them seemed puzzled! “There’s something  there” said the eminent one, pointing, but they came to 

no conclusion. I had at one stage to lie on a table and gaze at a white spot on the ceiling, whilst water was poured into my ears.  

(It made me feel nauseous, I remember). 

   

Back at Atkinson Morley’s, Mr. Taylor (a resident surgeon) told me that they “knew there was a tumour but could not locate it”. 

Mr. McKissock (as he was then) came to the ward to see all patients with Mr. Taylor present and said to me that he himself 

would be operating on me at 7 a.m.  I had every hair shaved off my head and I was wheeled into the operating theatre. 

Mr. Taylor steadied my head with both hands.  Mr. McKissock stood behind me and drilled through my skull.  I had no anaes-

thetic of any kind during this procedure.  It was not painful, but it was extremely alarming, a grinding noise became louder and 

louder!  It was soon over and Mr. McKissock loomed up beside me and said “you’ll be all right”.  I then knew no more until the 

next day. 

 

A few days later I asked the Senior Nurse why it was necessary to drill through my skull without anaesthetic and she replied that 

they needed to pump air into the skull and monitor my reaction.  At one point, in the days that followed, I was aware of Mr. Tay-

lor stitching up my left eye, which was a painful procedure. 

 

I was taken to Haslemere Hospital for some time and then back to Southampton General, then on to St. Peter’s Convent, Wo-

king.  I only gradually realised the awful disfigurement of my face with its severed facial nerve, as people’s reaction to the sight 

of me became apparent.  The only thing I recognised about myself, was my voice, which I had to use to reassure people that I 

was still quite sane! 

 

After some weeks, I had two sessions at Odstock Hospital, near Salisbury, where Mr. Baron, a plastic surgeon, helped me great-

ly.  A strip from my thigh has held up my face for over half a century, though it is sagging now.  My left eye has been a painful 

trial;  I implored Mr. Baron to open it, which very reluctantly he agreed to do, but saying that it was at my own risk.  I have re-

gretted this – Mr. Baron was quite right.  There have been two operations to try to close it up again, one in Africa by an Israeli 

Eye Surgeon and one at The Eye and Ear Hospital in New York.  Neither was successful.  As Mr. Baron had remarked to me at 

Odstock: “The force of gravity is immutable”!  Owing to the facial paralysis and despite the operation to support it, the eye is 

now pulled open. 

 

Extreme fatigue was a problem for many years.  This did improve, enabling me to lead a normal life in interesting circumstanc-

es, in other parts of the world.  I could not have done this without the wonderful support and loving kindness of my husband and 

children.  Without them and other members of my beloved family, I could not have come through what was (and still remains) a 

devastating experience. 

Jill Somerwill 

 

Thank you Jill - Your article will generate lot of response from our readers. (Sally Hardy, Ed) 

 

Thankfully, surgery for the removal of an acoustic neuroma (vestibular schwannoma) is very different today, as I am sure you 

will be pleased to hear Jill.  As Editor, I feel it is necessary to make this comment to reassure and encourage any readers who 

are contemplating or awaiting this type of surgery.  Every individual will have a different experience and slightly different reac-

tion to whatever type of treatment choice they opt for.  My personal experience of surgery in 2011 was very different to that ex-

perienced by Jill.  After 9.5 hours of surgery by Mr.Tysome, Mr.Axon and MrMacFarlane, here at Addenbrooke’s, Mr MacFar-

lane was able to phone my husband and tell him how things had gone - something we were both very grateful for.   We felt this 

showed a holistic and personal approach to patient care by the Hospital, that acknowledged the needs of loved ones at what can 

be a very anxious time of waiting.  After a welcome and dreamless sleep, I awoke sufficiently enough whilst in Recovery to ask a 

recovery nurse to phone my husband and was able to tell him I was ok.  He was then allowed to come to the hospital, with my 

daughter, and visit me that evening on Ward A5. - Maybe my own response will also generate comments from readers]. 

The Way Things Were  
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Will take place on a Saturday later in the year from  10.30 -15.00 hrs  

at Addenbrooke’s Hospital (Boardroom)  

(Lunch will be provided)  

The aims of the workshop will be to consider what people are looking for when they contact us, communica-

tion skills that will help us to support other with a diagnosis of acoustic neuroma/vestibular schwannoma and 

to discuss writing a set of guidelines  for talking to people who contact us for help.  The workshop will aim to 

build the skills needed to communicate with and provide support for people who contact the organisation.  

 

However, while this workshop is for anyone who is interested in the skills required to support enquirers, at-

tending does not assume any commitment to do this, the decision to become involved and the level of involve-

ment is up to each individual.  

 

 

Free Communication  Workshop 

Are you interested in attending this free workshop and developing your skills so that you are in a position to help other patients 

and their families who have been recently diagnosed with an acoustic neuroma?   As we can all remember, this is a time when it 

can be difficult to understand some of the information given to us at hospital.  No two people will have the same experience or 

expectations, but to be able to speak to someone who has the same condition, can be very reassuring, at time when an individual 

patient can feel very isolated (even if they have a loving and supportive family).  Alison has a number of names of people who 

have expressed an interest in the past, but please could you contact either Alison on: 01953 860692, or Sally on 01954 231363 

(Sally.Hardy3@BTinternet.com), so that we have some idea of numbers for catering and preparations. 

 
 

Eye Ointment -To those of you who have to use eye ointment  at night – when you get up in the morning, 

use saline (contact lens solution) to wash your eye out.              (Janice Pettitt)  

Dry Mouth-  For a dry mouth : I find that Boots mouth spray with glycerine is very good.  I also keep a box 

of Tic Tacs in my bag (not only are they lubricating, but due to having a dry mouth, I feel I may have bad 

breath).                          (Janice Pettitt)  

Hearing better in a public building -  Try to sit with a wall/window or something solid behind you.  Sit 

where you can see anyone who will be speaking to you and preferably on your hearing side.     (Sally Hardy)  

Balance -  Pilates -  I had been going to pilates lessons for several years before I was diagnosed with an 

acoustic neuroma and already a fan.  It had certainly  helped me to relieve back pain and work stress.  I re-

turned to pilates about four months after my operation and, as a lot of the exercises are geared to improve 

balance, I found it very helpful.  Pilates is not high energy exercise, it is lots of stretching and toning, and 

can suit everybody. The only cautionary note I would make is to ensure that the teacher is registered and 

that the classes are not too large.  There are only 6 people in our classes and I would think that 12 should be 

a maximum.                    (Carol Clothier)  

The following are the aims of the pilates class that I attend: - 

Improve Body Awareness, Focus and Co-ordination   Reduce the Risk of Injury 

Increase and Create Balance Between Strength and Flexibility  Improve Posture 

Tone, Flatten and Strengthen Your Abdominal Muscles   Learn Good Movements Skills 

 

Do you have any Helpful Hints which might be useful to other readers?   

Please share your experiences with us. 

Helpful Hints 

mailto:Sally.Hardy3@BTinternet.com
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It was great to meet up with people at the Pre Christmas AM-

NET meeting. For those of you that are new readers of the 

AMNET newsletter, my name is Stephen West and I was diag-

nosed with an acoustic neuroma that was affecting hearing on 

my left side back in the Autumn of 2005. I was offered the 

choice of having either Surgery or Radiotherapy as my treat-

ment options at Addenbrookes.   

 

I found it very helpful to be able to speak to other AMNET 

members as well as the healthcare professionals that I met, so 

that I could ‘weigh up’ the pros and cons of the  treatment 

options before making my final decision.  

 

After a great deal of deliberation over the two treatment op-

tions, I decided to go for FSR- (Fractionated Stereotactic Ra-

diotherapy) treatment, in the Spring of 2006.  As many readers 

will know, after having the FSR treatment; the neuroma is still 

there but hopefully not growing anymore.   

 

Since treatment, I have had several follow up MRI scans 

which have indicated that the treatment has been successful 

and that the nucleus of the tumour is not growing any more. 

 

I had a scan at Addenbrookes during 2012 and I was pleased 

to hear that the neuroma has reduced in size by 1mm.  This 

was very reassuring to know, because even with successful 

radiotherapy treatment, it is good to know that I am still ‘in the 

system’ and that ‘my’ acoustic neuroma is still being moni-

tored, so that any potential problems can be picked up early. 

As I have done after my previous scans, I asked for a print of 

my MRI Scan.  

 

At the last AMNET meeting, I was able to compare this with 

another image when I met up with one of the other AMNET 

members. This sparked off a discussion about how the meas-

urements of acoustic neuroma’s size are arrived at because of 

the irregular shapes and sizes of the tumours. In many of the 

articles that I have read, the size of the acoustic neuroma does 

seem to feature quite a lot.  Although we didn’t get to the bot-

tom of this question at the meeting, it is something I will raise 

at my next follow up appointment or if anyone else knows the 

answer, it would be very interesting to read about it in the 

newsletter.  

 

Happy New Year wishes to all,   From Stephen West 

 

(Please see question and answer section at the end of the Sally 

Taylor article.  Sally did seek clarification from one of the 

Neurosurgeons about this question.  It will be interesting to 

know if readers can follow and understand that answer, and 

indeed if this helps you Stephen.  If not, then I feel this is just 

the sort of issue we could try to seek further details about and 

(perhaps) an easier  description of what is involved.  We will 

only know if you get back to us about this.  Ed) 

 

 

Brain Tumour UK and The Brain Tumour Charity have 

joined forces to become the second largest brain tumour char-

ity in the world.  The merger will be completed by 1st March 

2013, to coincide with the start of the UK-wide Brain Tu-

mour Awareness Month.  The new charity will be known as : 

The Brain Tumour Charity  

and will use its recently-created branding.  Andy Foote, cur-

rently Chair of Brain Tumour UK, has been appointed as 

Chair of the Board of the new charity.  He is quoted as say-

ing: “Despite brain tumours killing more children and adults 

under the age of 40 than any other cancer, research receives 

less than 2% of the UK’s total cancer research funding”.  The 

investment by the merged charity into brain tumour research 

will initially total £1.5m p.a. and it is planned to significantly 

increase this in the coming years.  The new charity has reaf-

firmed the commitment by The Brain Tumour Charity, to 

membership of the Association of Medical Research Charities 

(AMRC) and is currently funding a range of research pro-

grammes and projects at 10 universities and research insti-

tutes across the UK.  For further details, please visit their 

website: www.braintumouruk.org.uk.   

[This information was released on 10.01.13 and it is possible 

that by the time you read this article, that the website address 

may be different. Ed]. 

Brain Tumour UK and  

The Brain Tumour Charity  

have joined forces 

Fundraising 

 

AMNET Christmas Meeting held on Saturday 24th 

November 2012 at Addenbrooke’s Hospital. 

 

Thanks to Joanne See for organising the raffle, which raised 

£32.00 and to Chris Richards for making her lovely Christ-

mas Cakes and Sally Hardy for the delicious homemade 

jams and chutneys for sale.  Their culinary expertise raised a 

further £35.30.  Many thanks to all the members present, 

who gave their support by buying raffle tickets and goodies. 

 

Thank you. 

Carol Clothier, Treasurer 

Progress Update by Stephen West  
(see picture on p.2 of this Newsletter) 

http://www.braintumouruk.org.uk
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 face the person so you can be lipread and speak 

clearly, using plain language, normal lip move-

ments and facial expressions. 

 install a hearing loop in reception for hearing 

aid wearers, and regularly check that it’s work-

ing and staff are trained how to use it.  Don’t 

raise your voice as it’s uncomfortable for hear-

ing aid users. 

 provide a registered sign language interpreter 

for people who communicate by British Sign 

Language (BSL). 
 

On a lighter note, you might find it interesting to hear 

why some celebrity Action on Hearing Loss supporters have 

chosen to support this charity: 

 

Richard Wilson (actor), who is now partially deaf in both 

ears and Anne Diamond (presenter), who now has some 

form of hearing loss after 25 years of wearing a television ear-

piece, both urge anyone with hearing problems to get their hear-

ing checked out.  

Annette Crosbie (actress), who now wears hearing aids in 

both ears and says “I know what it is like to go slowly deaf, and 

I know what a difference it can make to your life to have a hear-

ing aid”. 

  

Locally, Action on Hearing Loss is funding re-

search in the University of Cambridge into improving 

hearing aids.  Professor Brian Moore is a leading 

hearing scientist and is being supported by Dr. Julian 

Heppert, a Cambridge MP (and former local scien-

tist), in a pioneering project which aims to improve 

hearing aids for people with severe hearing loss.  If 

you would like to read more about the research please 

visit their website: www.actiononhearingloss.org.uk 

and click on the link for ‘biomedical research station’ 

to read about key researchers and PhD student studies 

into: restoring hearing; preventing hearing loss, im-

proving medical devices and silencing tinnitus. 

 

[I looked up Professor Moore on GOOGLE – he is 

listed as Professor Brian Moore, MA, PhD, FMedSci, 

FRS.  Professor of Auditory Perception at the Depart-

ment of Psychology.  He is a Fellow of Wolfson Col-

lege, University of Cambridge.  His interests include: 

the perception of sound; mechanisms of normal hear-

ing and hearing impairments; relationship of auditory 

abilities to speech perception; design of signal pro-

cessing hearing aids for sensorineural hearing loss; 

methods for fitting hearing aids to the individual; de-

sign and specification of high-fidelity sound-

reproducing equipment; perception of music and mu-

sical instruments.  Perhaps he is someone we should 

consider inviting to talk to us at one of our meetings] 

 

RNID (Royal National Institute for the Deaf) has changed its name 

and is now called Action on Hearing Loss.  This change hap-

pened on 9th June, 2011 to coincide with the 100th anniversary of 

the founding of RNID by Leo Bonn in 1911.  I must apologize if 

this is not news to you, but as it was to me, I have included this 

article here.  I have also changed the listing for RNID on our back 

page.  

  

Action on Hearing Loss pledge that they are “working for a 

world where hearing loss doesn’t limit or label people, where 

tinnitus is silenced and where people value and look after their 

hearing”. 

 

On 17th January 2013, Action on Hearing Loss made a statement 

that they are “calling on GPs to substantially improve their com-

munication with patients with hearing loss” following research 

which found that 28% of respondents had been unclear about a 

diagnosis during a GP appointment.  A new report, entitled 

“Access all areas” found that some patients who felt unclear after a 

consultation, reported that their GP may not have been facing them 

and not always speaking clearly.  Action on Hearing Loss are 

therefore urging GP surgeries to have clear procedures in place to 

record details of patients’ hearing loss and their individual commu-

nication needs. 

 

Chief Executive of Action on Hearing Loss Paul Breckell said 

“with deaf awareness training and simple changes, GPs can pro-

vide a much better service for patients who are deaf or hard of 

hearing and help avoid unnecessary follow-up appointments or the 

risk of exacerbated poor health”.   

 

You can find out more information by following a link about 

‘improving deaf awareness and access for people with hearing 

loss’ on the www.actiononhearingloss.org.uk website, but for 

those of you without a computer or access to the internet, here are 

the basic recommendations that Action on Hearing Loss are en-

couraging GP surgeries to follow: 

 

 keep a note that the patient has a hearing loss on 

their record and check how they would prefer to 

make an appointment.  The surgery should enable 

patients to contact them by email, textphone or 

SMS as well as by telephone 

 ensure GPs and staff are trained in basic deaf 

awareness and realise that they may need to ap-

proach patients to let them know it’s time for the 

appointment. 

 make sure there is good lighting (so that you can 

be lipread) and little or no background noise in 

your consultation room. 

 make sure you have the patient’s attention before 

you speak and check whether they understand 

what you’re saying.  If not, say it in a different 

way. 

RNID change their name to  

Action on Hearing Loss 

http://www.actiononhearingloss.org.uk
http://www.actiononhearingloss.org.uk
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Information released on 22.11.12 on the Brain Tu-

mour UK Website - www.braintumouruk.org.uk re-

ported that Professor Sir Mike Richards, the Depart-

ment of Health’s National Cancer Director, said that 

ways of collecting data in the NHS could help the 

diagnosis of brain tumours and improve the treat-

ment that patients receive.  He told a meeting in Par-

liament that the NHS had to better equip GP’s to 

spot the signs of brain tumours and reduce the num-

ber of patients who are only diagnosed when they 

are taken to A&E.  He said we have to work at ways 

of lowering the threshold at which GPs can investi-

gate and refer patients with symptoms for an MRI 

scan.  Professor Richards was speaking at an event 

hosted in Parliament on 19th November by the All-

Party Parliamentary Brain Tumour Group and the 

Brain Tumour Consortium and answered questions 

from MPs, health professionals and representatives 

from leading brain tumour charities. 
 

[Information taken from the currently named Brain 

Tumour UK Website: www.braintumouruk.org.uk 

from information released on 22.11.12] 

 

 

 
 

DJ and Producer Eddy Temple-Morris is currently 

trying to produce a downloadable and hopefully 

physical album with tracks donated by artists with 

tinnitus.  The aim is to raise awareness of the condi-

tion, how it can affect anyone, and to raise funds for 

BTA (British Tinnitus Association).  So far he has 

received pledges from: 

 

Coldplay – An exclusive, unreleased remix by 

Mirror City (Chris Martin from Coldplay is a 

tinnitus sufferer. 

Black Eyed Peas – An Adam Freeland produced 

bomb 

DJ Fresh – A rare remix by Sub Focus 

Embrace – An unreleased remix of their hits 

Have a look on the Tinnitus Website: 

www.tinnitus.org.uk  for details of many more art-

ists who have pledged their interest.  There is cur-

rently enough interest for a double album, but he is 

just waiting for a record label to put this out, but 

with one condition: the label boss or contact there 

has to have tinnitus.   

[If you know of one, do get in touch and play your 

part in this venture]. 

Eddy points out that one in 1.2 million people/year 

badly burn themselves on a firework and the govern-

ment has spent millions on public information and 

advertising.  1 in 10 people are affected by tinnitus, 

yet there seems to be little awareness or recognition 

by Government and no investment. 

The CD would be a beautiful possession, a self-help 

guide, with advice from every artist on how they 

cope with tinnitus. 

[Information from www.tinnitus.org.uk,which was 

updated 23/1/13]. 

 
 

Creation of “Facial Palsy UK” 

In the Winter 2012/13 edition of BANA Headlines, 

Jackey Weightman gives an account of how she and 

Alan (her husband) were invited to attend the offi-

cial press launch of  Facial Palsy UK at Guy’s Hos-

pital in London.  The founders of this new charity 

are: Mr Charles Nduka (Consultant Plastic Recon-

structive and Cosmetic Surgeon); Vanessa  

Venables (Principal Speech and Language Thera-

pist); Sean Cupley (Chartered Accountant) and  

Fiona Hawthorne (note-worthy artist). 

Mr Nduka explained the Aims of the new charity - 

 

 To increase awareness of facial palsy and its 

social, physical and psychological conse-

quences 

 To provide information and support for 

people living with facial palsy, their relatives, 

carers and medical professionals 

 To promote diagnosis, acute and long-term 

management and rehabilitation of people liv-

ing with facial palsy 

 To train and help establish support groups 

throughout the UK 
 To raise funds to support research and train-

ing for professionals involved in the diagnosis, 

management and treatment of facial palsy. 

Help for GPs to spot the signs  

of brain tumours 

“I am the One in Ten” 

News from BANA 

http://www.tinnitus.org.uk
http://www.tinnitus.org.uk
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Facial Palsy UK have one branch so far, which is 

based at the Queen Victoria Hospital in East Grin-

stead.  Their next meeting will be on 16th March 

2013.  For further information, please see: 

www.facialpalsy.org.uk. 

 

(Thank you to BANA for your kind permission to 

print this information for our readers) 

 

This will be held on Sunday 23rd June, 2013 at the 

Forever Green Conference Centre in Mansfield 

(opposite the BANA Office).  This year BANA will 

feature Mr David Moffat (formerly Consultant in 

Otoneurological and Skull Base Surgery, here in 

Addenbrooke’s Hospital, Cambridge).  He will be 

speaking about his 30 years in Cambridge.   

 

We were very fortunate to hear Mr Moffat give a 

talk entitled “The outcome of Vestibular Schwanno-

ma surgery, 1000 cases in three decades” at our 

meeting on 26th November 2011, and for those of 

you who were unable to be present at that lecture, 

this opportunity may be of interest to you.  

Mr Moffat set up the Otoneurological Department 

here in Addenbrooke’s with Mr David Hardy in 

1981 and it has now become the biggest Otoneuro-

logical Department in the UK.  (Please see our AM-

NET News Issue 53, Summer 2012 Newsletter for a 

full report from Chris Richards about the lecture he 

gave to us in Cambridge). 

 

There is likely to be a second speaker at the National 

Meeting who will speak about the subject of Cyber-

knife (no details available yet).   

 

BANA will be providing a buffet lunch.  This will 

provide a chance to meet other members from 

Branches all over the country.  The venue is set in 

70 acres of woodland and there will be ample oppor-

tunity for a walk in the beautiful grounds.  They ask 

that if anyone is interested, you should contact  

BANA Office with the names of those attending.  

The telephone number is: 01623 632143 and their e-

mail address is: admin@bana-uk.com. 

 

[Is anyone from Cambridge interested in attending 

this meeting.  Please speak to us at our next Meet-

ing.  There might be someone to share a lift with] 

BANA  AGM and 

National meeting 

Many of you will remember Ray Maw, who for many years act-

ed as Librarian for AMNET.  He moved to Ireland where he set 

up and has been running the Craft Centre at the Shehy Mountain 

Centre in Kerry with his son.  Ray has now moved back to the 

UK and is living in Lewes, East Sussex. 

 

As Ray is still a member of AMNET, I wrote to him as Editor of 

the Newsletter to catch up with him and to ask him whether he 

may have any relevant data from his surveys and archives.  Ray 

has responded by saying that he carried out a number of surveys 

of members’ problems ten years ago, and that where appropriate 

he sent out information to members that he had accumulated.   

 

When he moved to Ireland, Ray took all his files with him, and 

although he is now back in the UK, the files remain in Ireland.  

Ray feels the information is probably largely out of date now 

and will have been replaced by more up-to-date information.  

He added that “while my health is reasonable for my age, my 

hearing and my sight problems would make it very difficult for 

me to resume acting as ‘Information Officer’.  However if any-

one is willing to take on the job, I would be happy to explain 

how I did it”.  He offered his best wishes to anyone who might 

remember him.  He gave his permission for me to print his new 

email address, which is: raymaw@btinternet.com.  I am sure he 

would love to hear from you. 

 

On behalf of AMNET News readers, I would like to take this 

opportunity to thank Ray Maw for the outstanding research, 

support and information he has provided us with and wish him 

well in his new home.   

 

This move back to the UK is a permanent one for Ray, but he 

still has some sorting out to do in Ireland.  The Shehy Mountain 

Centre is still functioning and currently in the capable hands of 

his son.  Ray is looking for someone to take this over and run it.  

He wonders if you know anyone who might be interested in 

this.                                                                                       [Ed] 

News of 

Ray Maw 

 

 

 

TuneWiki is a free App which lets you see the song lyrics on the 

screen at the same time as listening to a song.  If this would be of 

help to you, search for TuneWiki on the Internet and see what you 

think. 

 

[This information was from the Emmeline Centre website.  The Em-

meline Centre for Hearing Implants is a service within Ad-

denbrooke’s Hospital, which provides surgically implanted hearing 

technology to adults and children for whom hearing aids do not pro-

vide benefit.  A patient there had recommended the above App]. 

Free App for your Android mobile phone, Blackberry, IPod 

Touch or IPod 
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On their website: www.camtadcambs.org.uk, CAM-

TAD list details of lip reading classes available in the 

Cambridgeshire area which are published by Ad-

denbrooke’s Audiology Department. The classes are 

not run by Addenbrooke’s themselves, so for more in-

formation such as ability range, course fees and start-

ing dates, please get in touch with the individual con-

tacts listed.  I am including these here for your infor-

mation, especially as they detail classes in the commu-

nity, which might be near where you live: 

 

Mondays 

Addenbrooke’s Hospital 

10.30-1.30 and 13.30-15.30 

Contact: Joy Badcock/Jan Harmer, 01223 217797 

Tuesdays 

Trinity Methodiust Church, Wisbech 

10.00-12.00 

Contact Jenny Holding, 01354 740894 

Wednesdays 

Self-help group: 

Mayfield School, Warwick Rd, Cambridge 

Contact Astrid Whiskin, 01223 703530 

Huntingdon Library 

14.00-16.00 

Contact Jenny Holding, 01354 740894 

Fridays 

Chatteris, Quaker Way (please phone to confirm loca-

tion) 

10.00-12.00  Jenny Holding, 01354 740894. 

 

Also featured in their ‘News’ Section, CAMTAD  gave a 

report of an interesting programme called Music and Si-

lence that was broadcast on Radio 4 just before Christmas in 

part of the series “It’s My Story”, presented by the compos-

er Michael Berkeley.  Two years ago he suffered a cata-

strophic loss of hearing triggered by an ordinary cold virus. 

 

The programme followed his story over the course of a year, 

as he came to terms with his partial deafness and talked to 

other musicians who had suffered similar loss. He described 

his frustration at trying to assess the sound balance at a per-

formance of his own organ concerto at the previous year’s 

Proms, and demonstrated at the piano how sounds were dis-

torted for him.  

 

However, during the course of making the programme, he 

found that his brain started to fill in the gaps, and he began 

to enjoy listening to music again. This was explained by a 

specialist at the University College London Ear Institute, 

who described how the connections between the ear and the 

brain can, in certain cases, ultimately help to compensate for 

this type of hearing loss.   

 

Unfortunately the programme is not available on iPlayer, 

but some background information is available at 

www.michaelberkeley.co.uk/and www.bbc.co.uk/ 

programmes/b01p41h6.  If you take a look on Michael 

Berkeley’s website listed here, you will find that he has 

been composing music since he was a child and that he sang 

for Benjamin Britten, who was his godfather.  He has been 

commissioned to write a work for the Enthronement of the 

new Archbishop of Canterbury on 21st March, 2013.  What 

an inspiration for us all. 

[Thank you Frances Dewhurst CAMTAD, for permission to 

print this information, it helps to add to our musical theme 

which seems to be happening in this edition]. 

Have you taken the time and effort to make a trip to a 

CAMTAD equipment session?  There are sessions available 

in the community and there may well be one near you. 

Here are details of community sessions for 2013: 

Tuesday 22nd February 2013 Equipment Information Ses-

sion at Brampton Hearing Help Session 

Thursday 28th February 2013 Training for new volun-

teers starts 9.30-12.30 at CDA (next door to CAMTAD), 8 

Romsey Terrace, Cambridge 

Thursday 21st March 2013 Equipment Demonstration 

10.00 -  12.30 Drop-in at Scotsdales Garden Centre, 120 

Cambridge Road, Great Shelford, CB22 5JT 

Tuesday 28th May 2013 Equipment Information Session at 

Ely Methodist Church Hearing Help Session 

Tuesday 4th June 2013 CAMTAD AGM Abbey Meadows 

Community Wing, Galdfrid Road, Cambridge, CB5 8ND.  

Refreshments available from 6.00 pm. Formal meeting at 

7.00 pm. 

Thursday 26th September 2013 Equipment Demonstra-

tion.  The Priory Centre, St Neots 

Tuesday 1st October 2013 Equipment Information Ses-

sion, Buchan Street, Cambridge at Hearing Help Session. 

Friday 29th November 2013 Equipment Demonstration.  

Huntingdon Community Church, Huntingdon.  

CAMTAD 
Cambridge Campaign for Tackling  

Acquired Deafness 

Are you making the most of your hearing 

 - could you use a little help? 
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Would you like a little distraction, a breath of fresh air?  

I would like to take this opportunity to share with you a 

place that is very special to me.   No matter what time of 

the year - Spring, Summer, Autumn or Winter, there is 

always something different to see and experience at Fen 

Drayton Lakes.  This nature reserve was established by 

the RSPB in early 2007 with the purchase of a privately-

owned nature reserve, some adjacent lakes and wash-

land. 

The reserve is open every day and at all times.  There is a 

network of public and permissive footpaths and bridle-

ways. Dogs are welcome when kept under close control.   

Motorists can reach Holywell Lake car park from the re-

serve entrance between Swavesey and Fen Drayton 

(follow the brown road signs, there is also a disabled car 

park clearly marked).  The Cambridgeshire Guided Bus 

service has a stop in the heart of the reserve and buses 

run at 10 minute intervals Monday-Saturday, and at fre-

quent intervals on Sundays between St Ives and Cam-

bridge.   

 

For further information about this reserve, you can con-

tact the RSPB: Tel: 01954 233260 or email at: 

fendraytonlakes@rspb.org.uk.  To read their blog about 

events and see pictures taken by some very professional 

photographers, go to www.rspb.org.uk/fendraytonlakes.   

You will not be disappointed - the only problem can be 

that footpaths, bridleways and byways are all liable to 

flooding.  Be sure to wear suitable footwear. 

 

Some of the trails are made of crushed stone, some 

are grassy, some follow bridleways, some go paral-

lel to the Guided Busway.  You can walk under a 

canopy of trees to keep the sun or rain off, or by the 

riverbank (Great River Ouse) and watch boats of all 

kinds go by.  

 

 

Have you visited 

Fen Drayton Lakes? 

Hoar frost on the lakes in 

Winter at Fen Drayton Lakes 

The joy of seeing young 

Oak leaves opening in Spring 

One walk that might be of particular interest to you 

is the Elney Lake walk, which offers great views 

over the lakes.  This walk is 4.5 km (3 miles) and 

has benches and picnic tables for public use.  There 

are open hides for viewing birds and Coucher Hide, 

which is covered with seats and overlooks Moore 

Lake.  This next picture is typical of what you 

might see from that hide. 
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The Elney Lake walk is accessible by wheelchair if 

you approach it from the Guided Busway.  This is 

one of the crushed stone trails and will take you to 

Coucher Hide, beyond that the trail is on grass, so 

only useful for wheelchairs when the ground is dry 

and your helper is strong. I have seen many push-

chairs on that route.  One point to note is that there 

are two public toilets - one in the Holywell Lake car 

park and the other at the Discovery Zone. 

 

During the Winter the lakes are visited by many dif-

ferent wetland birds and you may see “twitchers” 

when news gets out an unusual bird has been sight-

ed.  One of the most spectacular sites from late Au-

tumn is the evening display by starlings as they set-

tle to roost.  The patterns they make in the sky as 

they swirl and try to avoid birds of prey is magical.  

Then all of a sudden they will drop down on to reeds 

to roost for the night.  This is a good time to see 

owls too - I once saw a family of 3 barn owls quar-

tering over one of the fields.  You may be lucky to 

see short-eared owls.   

 

In the Spring, the birds start their courtship and there 

are many swans, geese, crested grebes and lapwings, 

to name but a few.  These are followed by visiting 

hobbies, when the dragonflies emerge.  Then we 

know Spring has sprung when the swallows and 

swifts arrive.  Their navigational skills are  amazing.  

I have been walking there when there are hundreds 

of swallows dipping to catch flies or a sip of water 

and sometimes they come so close you can almost 

feel a draught from their wings.  They never fly into 

you though.  At this time you can see many different 

dragonflies and damselflies - and if you are there at 

the right time the air can seem blue with their almost 

luminous colour.  This is a place where you might 

see a scarce chaser dragonfly, a rare species.   

 

Underfoot in the Spring the lush grass is full of 

primroses, cowslips and wild flowers of all shapes 

and colours.  The trees will be unfurling their new 

leaves and catkins, pussy willow and blossom wher-

ever you look.  There is a lot of blackthorn (so later 

a good place to gather sloes), blackberry, wild roses 

(and later rosehips), elderflower (elderberries).   

 

Whenever the sun is shining you will see the magic 

of diamond-like features as the light from the sun is 

caught on the surface of the water.  I defy anyone to 

see the sunlight twinkling on the water and not feel a 

smile on your face or warm feeling inside. 

 

A different walk is the Ferry Lagoon walk, which is 

4 km (2.5 miles).  This is the largest lagoon and the 

trail goes along a bank which faces the Great River 

Ouse.  You may have seen on the TV News or in the 

local papers during the Winter, how a seal was spot-

ted breaching the bank of this lagoon.  It had swum 

from the river along a drainage ditch and entered the 

lagoon (probably searching out the carp living 

there).   

 

The RSPB have a mobile in the Holywell car park 

on Saturdays and Sundays from Spring until Au-

tumn.  There is always someone available to give 

you advice or offer leaflets.  They usually have a 

board with details of what you might expect to see 

that day (as seen by the Warden or other walkers).  

Throughout the year they organise events to suit eve-

ryone.  The sort of events include: Stargazing, Deco-

rating Nestboxes, Dawn Chorus walks, Pond-

dipping.  Organized events are usually priced £4 for 

adults or £2 for children, and RSPB members are 

half-price.   

 

Fen Drayton Lakes are very special to me.  When 

recovering from surgery, I yearned to go there to 

smell the fresh smells, hear the birdsong and see all 

the magic.  Each time I visited I could walk a little 

further.  Now that I have retired, I walk there daily 

with my dog.  Every day it is different in some way 

and together we have many adventures and meet 

very interesting people. 

 

It would be lovely to hear about your special place, 

or places, whether local or further afield.  Hidden 

gems like this one, especially when open and free to 

all, are to be treasured.  In a future issue I hope to 

show you pictures of Summer and Autumn! 

 

Pussy Willow, as it opens to  

release pollen in Spring 
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Would you like to join AMNET? 
 

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 living with an acoustic neuroma 

(now called vestibular schwanomma) 

Regular meetings, providing an opportunity to listen to expert speakers and 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 a £15 annual subscription 

to: 

 

AMNET, The Old School House, The Green, Old Buckenham, Norfolk. NR17 1RR     OR: 

  

e-mail our Treasurer, Carol Clothier: @ mandcclothier@tiscali.co.uk (please mark your e-mail as AMNET, New Member, 

so that Carol is aware whom she is opening an e-mail from).  We are currently changing our bank account and it will soon be 

possible for on-line banking for those that choose to pay that way.  This will involve quoting your membership number (for 

existing members), but as you will be a new member, we will confirm your payment with your new membership number). 

    

Please tick one of the following: 

 

Are you currently deciding on treatment option?                          If you have already opted for a treatment option,  

                                                                                                       which treatment did you choose? 

 

Microsurgery  Radiotherapy 

 

Radiosurgery  Watch, wait and rescan 

 

I enclose a Cheque/would like to pay on-line, the sum of £15 

for my yearly subscription to AMNET. 

If you would welcome the chance to speak to another AM-

NET member on a one-to-one basis, please could you tele-

phone our Chairman, Alison Frank, (Telephone: 01953 

860692) who will be able to put you in contact with one of 

our members.  

Name: 

Address: 

 

 

E-Mail: 

Telephone: 

 

EDITORIAL 

Hello to all readers and welcome to the Spring 2013 AMNET Newsletter.  Hopefully, by the time this reaches you all, we will 

have past the long dark nights of winter and the hopeful signs of Spring will be obvious in your gardens and the countryside.  

My first Newsletter as Editor, a daunting task – to try to step into the role vacated by the very professional Chris Richards!  

Chris has been involved with producing and editing the Newsletter for many years now and has produced a first class means of 

communication for members of AMNET.  She has reported details of talks given to members at meetings held at Ad-

denbrooke’s Hospital and liaised with the speakers to ensure accuracy.  She has managed to keep us informed and up to date 

about relevant support networks and include articles of interest.  I only joined AMNET in Spring 2011, but have enjoyed re-

ceiving my copy of the Newsletter (in a paper form) and sitting down with a cup of tea to read it from cover to cover.  I hope to 

be able to enable the production a Newsletter that will allow this communication of news to continue.  It would be really appre-

ciated if there is anyone (or more than one), who might be prepared to help me, even on an occasional basis, with articles for 

the Newsletter, or in searching for literature/items on the internet/specific addresses, for interesting features.  We are a self-help 

registered Charity, with the sole aim to help and support each other, as a group of patients (and their families) who have re-

ceived a diagnosis of vestibular schwannoma or meningioma.   

For those of you who don’t yet know me, I retired (early) from my position as Practice Nurse in a local GP Surgery in June 

2012.  I trained at Addenbrooke’s Hospital from 1993-1996 and have worked as a nurse since then at Papworth Hospital; as a 

Marie-Curie Nurse/Hospital at Home; Rapid Response (out of hours nurses) and as a District Nurse, before taking up my last 

job as Practice Nurse in 2005.  Hopefully my medical experience will help me to understand and explain through the Newslet-

ter, details of the presentations we have at Addenbrooke’s and also to interpret some of the information from articles that may 

be too technical for some to understand.  Before having my children, I worked as a Secretary in various University Departments 

in Cambridge and at the Medical Research Council. 

On a personal level, I am married and live in a rural village 12 miles from Cambridge.  We have two children, a daughter 

(married and living in St. Ives with our two grandchildren) and a son, who currently lives in Sheffield.   I was diagnosed with a 

vestibular schwannoma in March 2011 and had microsurgery in June 2011.  It was not until after my surgery that I learned that 

http://www.amnet-charity.org.uk
mailto:mandcclothier@tiscali.co.uk
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I had a Facial Nerve Neuroma, something that the surgeons find in 1:100 cases of this type of surgery.  I joined AMNET in 

March 2011 and have found the friendship, support and information which is available through the organisation, to be invalu-

able.  I am passionate to keep this going.   

I have reported the talk by Sally Taylor and added details of the staff currently working in Clinic 10 as Nurse Practitioners.  

As you will see from the presentation of Sally’s talk, she has since left her position as Nurse Practitioner in Clinic 10, but it is 

expected that a new member of staff will be appointed.  We will let you know in a future Newsletter the name and contact 

details of the new Nurse Practitioner.  I do hope that this change of events has not made the wording of my report of Sally 

Taylor’s talk difficult to follow, if so, I apologize.  We have also enclosed names of professionals who attend the 

‘multidisciplinary meetings’ about newly diagnosed patients and those needing follow-up.  Hopefully you will find this infor-

mation helpful—and for those of you needing less regular hospital input now, it might help keep you informed about new/

different personnel.  As contact details are noted, I have checked that relevant individuals are prepared to have their details 

included here. 

Changes to the Committee 

Besides my new role as Editor, we are pleased to welcome Carol Clothier as Treasurer.  One of the first changes Carol will 

bring about is to change the AMNET Bank Account to Barclays.  This is likely to enable payment for renewal of membership 

by on-line payment, for those that choose to pay that way.  When this does happen it will be essential that you include your 

AMNET Membership Number when making your payment.  In future your Membership Number will be included with the 

renewal letter from Rachel Pearson.  We are also pleased to welcome Carol’s husband, Mick Clothier, on to the Committee.   

Trophic Stimulators 

The Committee has decided to contact Diane Farragher or BANA about recycling the 3 trophic stimulators that we currently 

hold.  There has been no call for their use in the past year and we felt they should be available for use by someone who might 

need them.  At a recent Clinic 10 meeting, which included the Nurse Practitioners, Kate Burton and members of the Audiolo-

gy team, Alison asked if any of them had been approached about the use of trophic stimulators, but they also responded that 

there had been no enquiries about their use.  

  

If you have a facial palsy as a result of your tumour or treatment and feel that you want to know more, please see the Autumn 

2009 Edition of AMNET News or follow the link to: http://www.dianafarragher.co.uk/WordDocs/AMNETNews1.doc.  Janice 

Pettitt is currently responsible for the hire of the trophic stimulators, and should you wish to consider using one then we may 

need to hold one of the three back from recycling.  You would need to be under the care of a specialist physiotherapist who 

can direct you on how to use if safely and effectively.  Janice can be contacted on: 01763 243998. 

Future of the Newsletter 

At the last Committee Meeting, we discussed the future of the Newsletter and agreed that we should ask you, as readers, for 

feedback about what you would like to see included in the Newsletter in the future.  In view of this, we will be including a 

questionnaire in the next Newsletter and would ask that you return it to Alison.  This will give you the opportunity to com-

ment on editorial style, without seeming personal. It is important that we understand how many of you are able to refer to in-

ternet references, rather than just assuming that everyone can.  We will therefore be asking you a question about your access 

to a computer and how easy it is for you to access information via the internet.  It might be that you would prefer us to repro-

duce details from websites/internet references here in your Newsletter. 

 

In the meantime, please be thinking about what type of articles/advice/support you would like to see featured.  Are there any 

particular topics you would like to see featured/investigated through the Newsletter?  Are there features from past Newsletters 

that you would like to see updated?  As you will see, we have had an update about his progress by Steve West (who opted for 

radiotherapy), in this issue.  It would be really interesting to hear about the experiences of members who are in the Watch, 

Wait and Re-scan Group.  Are there coping mechanisms that you would like to share with readers, which may help someone 

else in the same situation?  Our ‘Helpful Hints’ feature is starting to generate contributions, please do keep these coming.  I 

am hoping the article by Jill Sommerwill will prompt some response from readers.  Thank you to Caroline Shepherd for help-

ing your Mum put her words to paper.  I found it personally interesting that the “Access all Areas” report by Action for Hear-

ing Loss found that Practice Nurses rated higher than GPs in their ability to communicate clearly. 

 

This edition of the Newsletter may be longer than normal.  As I have looked at all the websites on the back page, there has 

been so much information that is new and news to me, that it felt important to include as much as possible to keep you in-

formed too.  Also, there is a quick turnaround between this Newsletter and the next Meeting, meaning that the next Newsletter 

will probably be shorter.  My grateful thanks go out to Chris Richards for her patience in teaching me the ropes and in helping 

me to format this issue. 

     

Best wishes for 2013,   Sally Hardy, Editor. 

  

http://www.dianafarragher.co.uk/WordDocs/AMNETNews1.doc
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Directory 
AMNET 

W. www.amnet-charity.org.uk 

E. contact.amnet@btinternet.com 

T. 01953 860692 

A. The Old School House, The Green, 

Old Buckenham, Norfolk, NR17 1RR 

British Acoustic Neuroma Association 

(BANA) 

W. www.bana-uk.com 

E. admin@bana-uk.com 

T. 01623 632143 

F. 01623 635313 

Freephone. 0800 6523143 

A. Oak House B, Ransomwood Park, 

Southwell Road West, Mansfield, Notts, 

NG21 0HJ 

Meningioma UK 

W. www.meningiomauk.org 

E. support-enquiries@meningiomauk.org 

(Patient information & support) 

meningioma@ellapybus.greenbee.net 

(Meningioma UK) 

T. 01787 374084 

The Brain Tumour Charity 

W. www.braintumouruk.org.uk 

T. 0845 4500386 (10am-1pm, Mon-fri) 

A. PO Box 27108, Edinburgh, 

EH10 7WS 

Action on Hearing Loss (formerly 

RNID) 

W. www.actiononhearingloss.org.uk 

T. 0808 808 0123 (Info line - Freephone) 

Textline. 0808 808 9000 

Tinnitus Helpline 

T. 0808 808 6666 (Freephone) 

Textphone. 0808 808 0007 (Freephone) 

A. 19-23 Featherstone Street, London, 

EC1Y 8SL 

Cambridge Campaign for Tackling 

Acquired Deafness (CAMTAD) 

W. www.camtadcambs.org.uk 

E. admin@camtadcambs.org.uk 

T / Text / Fax. 01223 416 141 

(Mon - Fri 9.30am - 12.30pm) 

A. 8A Romsey Terrace, Cambridge 

CB1 3NH 

 

 

Changing Faces 

Support for people with temporary or long 

term facial disfigurement problems 

W. www.changingfaces.org.uk 

E. info@changingfaces.org.uk 

T. 0845 4500 275 

British Tinnitus Association 

W. www.tinnitus.org.uk 

E. info@tinnitus.org.uk 

T. 0800 018 0527 

Minicom. 0114 258 5694 

A. Ground Floor, Unit 5, Acorn Business 

Park, Woodseats Close, Sheffield, 

S8 0TB 

Entific Medical Systems 

Info about bone conducted hearing aids, 

particularly for single sided deafness. 

W. www.entific.com 

Addenbrookes Hospital 

Neurotology & Skull Base Surgery Unit 

http://www.addenbrookes.org.uk/serv/clin/

surg/neurotol_skullbase/

surgery_profile1.html 

Forthcoming Meetings 
The Committee will arrange something for the meeting which will be on Saturday April 13th in the Boardroom at 

Addenbrooke’s Hospitall, Cambridge.  Doors will be open at 13.00 hours. 

 

The Summer Meeting will be on Saturday 22nd June, 2013 which will be our AGM  Doors to the Boardroom at 

Addenbrooke’s Hospital will open at 13.00 and the Meeting will start at 13.30 hrs.  This will be followed by a presentation by 

Helen Hewlett, Senior Physiotherapist, Neurosciences Department, Addenbrooke’s Hospital, Cambridge. 

AMNET Advisory Panel at Addenbrooke’s Hospital, Cambridge 
Mr David Baguley MSC MBA Principal Audiological Scientist. Kate Burton Advanced Practitioner in Neuro-Oncology. Indu 

Bahadur Skull Base Nurse Practitioner. 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. 

 

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 

There is a £2 charge for all books. 

Facial Stimulators 
AMNET has some Facial Trophic 

Stimulators which are available to 

members for a 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: 

Janice Pettitt Tel: 01763 243998 

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. 

Chairman-Alison Frank 01953 860 692. Treasurer–Carol Clothier 01525 404266 

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. 


