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Next Meeting will be on Saturday June 30th, 2018 in the David Dunn Suite 
(next to the Boardroom), Addenbrooke’s Hospital, Cambridge.  Doors will be open at 
12.30 and the Presentation will start at 1.00. The speaker will be Rachel Knappett 
(Specialist Senior Audiologist, at Addenbrooke’s Hospital) and she will talk about:        
Audiology - Update.  The AGM will follow on from this talk. 

This meeting should have been held in the Board 
Room at Addenbrooke’s Hospital, but due to a    
critical incident in the hospital we needed to move 
to the Clinical Skills Training Room in the        
basement of the hospital.  As you can see we had 
some interesting “props” for our meeting this time!!   

We were really grateful for the outstanding help 
and efficiency of the hospital porters that day – 
they quickly found this alternative venue and helped 
us set up and clear away.  Because we were in the 
Basement of the hospital, they also made sure that 
our visitors and members were escorted safely to the 
right location.  
 
We were joined by Julie Dixon, Chief Executive of 
BANA and Gordon Waite, Leader of ANSOxford 
(the Oxford version of AMNET), seen opposite with 
Heidi Prachett. 

We started our meeting with a shared Christmas 
Lunch and a chance to socialize and then welcomed 
(our speaker, see box below):  

 
 
 
 

AMNET Meeting in Cambridge on Saturday 25th November, 2017 

Dr Jessica Ingham,  
Clinical Psychologist, from the 
Neuropsychology Department 
at Addenbrooke’s Hospital, 
Cambridge, who gave an        
extremely relevant talk to us on:                   

 

The Emotional, Social and    
Cognitive Behavioural Effects of 
Neurological Illness, Including 
Tumours.  
 
(Please see pages 4-11 for a full report).   
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Our member, Rachel Davies, kindly hosted a tea-
party in her home in November, 2017.  She wrote:  
 
 
 
 
 
 
 
 
 
 
 
 
 

“Unfortunately two participants were not around 
when I took the photo but you get the idea.  It was a 
small gathering but very pleasant and guests gelled 
beautifully.  They felt that it was a good idea and 
one said she would have found it helpful sooner after 
her op.” 

  
We are grateful to Peter Otley 
for holding a second local 
area support meeting at his 
home at Framingham Earl.  If 
you feel that you would like 
to host a local group meeting, 
please do contact either    
Heidi Pratchett or               

Alison Frank - see back page for contact details. 

Recently, I noticed that the following news was 
announced on FACEBOOK, about a new          
laboratory opened at Addenbrooke’s Hospital, 
which could be of benefit to those undergoing 
neurosurgery due to a brain tumour.  The account 
here is an edited version of the news article from 
the Addenbrooke’s Hospital Website, in the News 
Section (dated 25th January, 2018), and I am 
grateful to be able to report it here. 
 
“A state-of-the-art laboratory that will help 
neurosurgeons research brain tumours has 
opened at Addenbrooke’s. 
 
The lab, next to the neurosciences operating thea-
tres, has been named in memory of Lisa Wiles, 
who started fundraising during her 14-month bat-
tle with glioblastoma multiforme (GBM). 
Her parents, Mervyn and Rosalie Wiles, started 
the charity Red Wellies in 2012 to carry on her 
work and help patients in the region affected by 
brain tumours. Monies raised have helped to fund 
the new laboratory. 
 
Along with other trustees of the charity, Mervyn 
and Rosalie presented their latest cheque of 
£60,000 to consultant neurosurgeon Mr Stephen 
Price and neurosurgical registrar Mr Richard 
Mair, a clinical lecturer at the University of Cam-
bridge who will head the laboratory. 
The lab will primarily examine the genomics of 
brain tumours, in particular glioblastomas, and 
how understanding genomic diversity can further 
target treatments and identify treatment response. 
The proximity of the lab to the neurosurgical oper-
ating theatre makes it unique and ensures that any 
tissue samples taken are of the highest quality, 
which will aid the research. 
 
The charity is called Red Wellies because Lisa 
had a pair of red wellies as a child which she 
adored. 
 
To find out more about the charity or to donate, 
visit redwellies.org.uk.” 
 

New State-of-the-Art Laboratory  
Opened Adjacent to the Neurosciences       

Operating Theatre at                                     
Addenbrooke’s Hospital 

Local AMNET Meeting 
Held in Horringer, Suffolk 

in November 2017 

 
Congratulations  
Alison Pannell 

 
 
 

 
I have just hosted another quiz night fundraiser, 
which raised £1220.  In the 5 years since my AN, 
this means I have now raised £8000 for various 
brain tumour related causes.  Next year, I am con-
tinuing my fundraising, but with a more personal 
challenge, yet to be determined.                       
                                                        Alison Pannell 
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Hitchin 
26th December 2017 

 
 
 
 

As many of you will know, I had radiotherapy for 
an acoustic neuroma back in 2006, as part of the 
follow up from this treatment I was given the 
chance to make use of a hearing aid in order to help 
me make the most of the limited hearing that re-
mained after the FSR treatment. 
 
After hearing a talk by Mark Smith at the Amnet 
meeting in November 2016, I realised that it was 
time for a review of my hearing aid. I wrote to both 
the Audiology department and my GP, after some 
months, I finally received an appointment to see the 
audiology team in clinic 10 at Addenbrooke’s.  
When I attended clinic 10 it was nice to see some 
familiar faces and receive a warm welcome again. 
My hearing was retested and the results compared 
with those taken just after the radiotherapy        
treatment.  To my surprise and relief, there has been 
little change to my hearing levels over the past  
eleven years. 
 
Even though my original hearing aid was still   
working, I was told that it could be updated to the 
latest model with a different type of ear mould 
which would give me a better sound. 
 
Just before Christmas, I collected my shiny new 
Oticon synergy hearing aid from clinic 10 and it 
was set up for me by one of the Audiologists,   
Richard Knight, who remembered me from back in 
2006. 
 
We discussed how to get the most out of the hearing 
aid and Richard made some alterations to the ear 
mould to try and make it feel more like the previous 
open dome type of earpiece. 
 
I am still getting used to the new hearing aid with 
its larger ear mould but it definitely is an improve-
ment and I am now more aware of some small and 
quiet sounds on my left hand side that I had         
previously been unaware of.       From Steve West 

 
This issue of AMNET News will be my last as    
Editor.  I joined the AMNET Committee and took 
on the role of Editor because I was so very grateful 
for the dedication and care I had received from 
Clinic 10 at Addenbrooke’s Hospital in the       
treatment of my tumour.  I felt I wanted to ‘give 
something back’ and be able to help and support 
others going through a similar journey.  After a 
number of years, and many Newsletters later, I feel 
the time is right now to step down and let someone 
else take on this role.  Apart from that I now have 
significant other health issues and will be starting 
treatment shortly. 
 
It has been my experience that each and every 
speaker we have had at our meetings has been ready 
and willing to share their presentation with me, 
which has made writing up their presentations a 
much easier task.  They have all read and edited  
reports and I have therefore been able to feel      
confident that details are accurate.  Besides this, 
there are a number of members who read the News-
letter before it goes to the printers, and this is      
invaluable.  I am truly grateful for all the help I 
have received from our trusted proofreaders.  I am 
also grateful for all the articles and suggestions I 
have received from members. 
 
Do you think this is something you could take on?  
This maybe a role you could share with someone 
else.  It would not mean you had to join the      
Committee, as communication can be done re-
motely, but you would need to attend the main 
meetings at Addenbrooke’s when a speaker was 
present.  It is hoped in the future, that there will be 
some sort of recording device, so attendance would 
then be    optional. 
 
Please contact Heidi Pratchett or Alison Frank if 
you feel you would like more information about 
what might be involved, or speak to someone at a 
future meeting. 

Sally Hardy 

Update from our AMNET Member 
Steve West 

New Editor Needed for AMNET News 
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Dr Jessica Ingham, a Clinical Psychologist in the Neuropsychology Department at Addenbrooke’s        
Hospital, Cambridge, kindly agreed to come and talk to AMNET members and their partners about: 
 
  Exploring the emotional, social and cognitive difficulties that individuals can experience  

 due to brain tumours and associated treatments 
  Ways of managing stress, anxiety and low mood 
  Strategies for managing fatigue and memory difficulties 
 
There was an almost palpable sigh of agreement before she commenced by those present, as if to say ‘this 
is exactly what we all need to hear!  Throughout the presentation, both Heidi Pratchett and myself noticed 
a lot of nodding of agreement coming from the audience.  I therefore apologise in advance if this issue of 
the Newsletter is lengthy, as I personally feel that the content of the presentation needs to be as full as  
possible so that we are able to relay the beneficial effects that were offered to enable each and every reader 
to benefit too.  We are thankful to Dr Ingham, who has edited this report and has kindly allowed us to re-
produce the presentation to you by reproduction of the slides used on the day.  I have needed to remove 
artwork for reasons of space, but I have left the slide about fatigue intact, as it makes a good point. 
 
This presentation also contains my own observation, based on many years of dialogue with AMNET mem-
bers at meetings and conversations with Committee Members, which I feel may add relevance. 
 
Dr Ingham began by explaining what the Neuropsychology Department at Addenbrooke’s Hospital offers 
to patients.  Clinical Psychologists in the department study the relationship between the brain and behav-
iour.  They are concerned with the cognitive, behavioural and emotional effects of neurological illness, 
including tumours.  They can provide detailed assessment to understand the nature of cognitive difficulties 
that a patient may experience.  
If required, they can also pro-
vide tailored strategies and re-
habilitation. 
 
The “Y-shaped Adjustment 
Model” was shown (see slide) 
to explain how the bigger the 
change we experience, the 
more difficult feelings may 
manifest and they can help to 
reduce the distance and de-
velop a more realistic sense of 
self.  This is probably a journey 
that we will all travel, but with-
out acceptance of change and 
adjustment, it is easy to get 
stuck at any one stage. 

 

The Emotional, Social and Cognitive Behavioural Effects of Neurological 
Illness, Including Tumours.  

 
Dr Jessica Ingham, Clinical Psychologist, Neuropsychology Department,  

Addenbrooke’s Hospital, Cambridge 
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The next slide was more   
specific to AMNET members 
following diagnosis and asso-
ciated treatments.  All these 
issues can contribute to stress 
levels. For example, in social 
circumstances, changes in 
roles within relationships can 
sometimes mean that we are 
less able to be the ‘person’ 
we were before.  It might be 
that we may need to change 
our job or no longer be able 
to work.  We may opt to so-
cialise less due to perceived 
physical, cognitive change.  
It may be that our partners/
family/friends view us differ-
ently and may be overprotec-
tive as a result.  It is certainly 
a fact that a hearing impair-
ment has an impact in social situations, it impacts on the ability to engage in busy and loud environ-
ments, e.g. at the pub, shopping or concerts, and can be very tiring.  So what can we do to help manage 
stress, anxiety or low mood? 
 
It can be helpful to            
understand anxiety and low 
mood by using the Cognitive 
Behavioural Therapy Model 
(CBT) shown here.   

To make this model easier to 
understand Dr Ingham gave 
an everyday example: 

Imagine seeing someone 
coming towards us and then 
seeing them cross the road.  
How we interpret that action 
will depend on lots of things 
and our feelings at that time 
will affect how we interpret 
what we have seen.  Clinical 
psychologists refer to the  
cycle in the diagram below as 
the “Hot Cross Bun” and 
sometimes, through no fault of their own, people get ‘stuck’ in vicious cycles: the things they do to solve 
a problem can inadvertently keep it going.  Cognitive Behavioural Therapy can help to challenge those 
thoughts and to exit the cycle, by asking questions like –  

 What evidence is there that the thoughts are true?  
 Is there evidence that the thoughts are not true?  
 On the balance of evidence, is there a more objective or balanced view of the situation?   (Cont)  
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  If it is true, does it actually matter? What is the worst that could happen? What is the most likely 
outcome? How will I cope if it is true? 

If you now stop to think how you might interpret seeing someone cross the road you may be able to see 
how this thought process could help.  The key idea behind Cognitive Behavioural Therapy is that what 
you think and do affects the way you feel.  It is ‘present focused’ which means that it works with 
thoughts and feelings in the here-and-now.  

The ideas here may help in finding out what is keeping us ‘stuck’ and in making changes in our thinking 
and actions in order to improve the way we feel.  It is a collaborative therapy and needs active participa-
tion in order to be helpful. 

Dr Ingham suggested that a useful way to begin to help is to try keeping 
a diary for a few days to try to start to notice the kinds of unhelpful 
thoughts you may have.  On a handout at the session about “Unhelpful 
Thinking Habits”, there were details of different unhelpful thinking 
habits, and it is suggested that once we can identify our unhelpful think-
ing style we can start to notice them and challenge or distance ourselves 
from those thoughts, and see the situation in a different and more help-
ful way.   
 
Some examples of unhelpful thinking habits include: being judgemental; using mental filters (like only 
noticing what the filter wants or allows us to notice, and when we then dismiss anything that doesn’t ‘fit’; 
catastrophizing - imagining or believing that the worst possible thing will happen; being self-critical; 
black and white thinking - rather than anything in-between or ‘shades of grey’; mountains and mole-
hills - exaggerating the risk of danger, or the negatives; mind-reading - when we may assume we know 
what others are thinking (usually about us); emotional reasoning - I feel bad so it must be bad! I feel 
anxious, so I must be in danger; prediction - believing we know what it going to happen in the future; 
compare and despair - seeing only the good and positive aspects in others, and comparing ourselves 
negatively against them; critical self - putting ourselves down; should and musts - thinking or saying ‘I 
should’ or ‘I must’ puts pressure on ourselves, and sets up unrealistic expectations; and finally memories 
- worrying about things from the past.   
 
It may be possible to let you 
have a copy of the handout 
and if you think this would 
be useful, please do contact 
Alison Frank or Heidi 
Pratchett, as we were able to 
obtain some for members’ 
use. 
 
It is important to recognise 
strategies that we each find 
helpful, to give some respite 
if these thoughts become 
problematic – they very often 
occur just before and during 
distressing situations.  Ideas 
of helpful stategies include: 
distraction, mindfulness and 
problem solving. 

 
?? Maybe keep a 
diary for a few 
days to notice 
unhelpful 
thoughts 
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Especially when considering exposure, and in trying the things that make you anxious, it is 
important to set small steps and objectives, like on the rungs of a ladder.  At this point we 
were shown a diagram of an “Avoidance Hierarchy” (which can be accessed from         
http://psychologytools.com) and we have copies available at meetings.  This looks like a    
ladder of places or situations that you avoid.  At the top of the ladder put those which make 
you most anxious.  At the bottom of the ladder put places or situations you avoid, but which 
don’t bother you as much.  Overcome your anxiety by approaching these situations, starting 
from the bottom of the ladder.  Dr. Ingham was open and honest with us and told us how this 
model helped her overcome her fear of public speaking – clearly no longer a problem! 

Most of us will have heard of Mindfulness 
– a practice which encourages us to attend 
to the present moment.   

Mindfulness meditation practice is a key 
ingredient in a variety of evidence-based    
psychotherapies including Acceptance and 
Commitment Therapy (ACT). There is 
good evidence that mindfulness  practice 
can help people cope with a wide variety of 
feeling states such as depression and       
anxiety, but also physical health conditi-
tions, including pain and chronic illness.  

Acceptance and Commitment Therapy is 
helpful in coming to terms with what we 
can’t change and to focus on what we can 
do.  This can help us stop from being stuck.  
By ‘riding with the wave’, rather than against it, then less energy is used.  In an example of looking about 
“what matters” – maybe something important to you – it helps to step back from our thoughts and through 
mindfulness, rather than worrying about the past or the future, sit with the difficult feelings.  Can we be ok 
just sitting with these difficult feelings or do they need action?  If so, form a plan. 

 
Cognitive consequences that may be experienced due to brain tumours and associated 
treatment. 
 
Memory difficulties are not always linked     
directly to the tumour or the associated        
treatment, but short-term capacity may well be 
limited.  The slide opposite shows an example 
of how a memory is formed and the one that fol-
lows gives examples of issues that can affect our 
short-term capacity and attention.  

In the slide that follows on page 8, the bubble on 
the right is an example of aspects in our lives 
that mount up and together can affect our short-
term memory capacity and stress levels, adding 
to the effects of fatigue.   
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 From many years of listening to AMNET 
members at meetings and from correspon-
dence (without being personal or disclosing 
confidences), I would like to add to that   
bubble the following stressors that may have 
impeded on the recovery from treatment, by 
causing adverse affects in mood.  These have 
included: bereavement and grief; other     
neurological conditions (including stroke); 
other complex health issues; living alone;  
being a visiting foreign national; family     
demands – e.g. caring for elderly parents,  
sibling illness and demands of caring for 
grandchildren;  isolation – whether from    
living in a remote area or other reasons;     
divorce or problems within a 
personal relationship; pre-
existing mobility issues;   
effects of ageing.  The list 
could go on, and I am sure 
you are well aware of stress-
ors in your daily life. 

However, it really is benefi-
cial to meet with others in a 
self-help group and find out 
you are not alone and to find 
out what may have helped 
others. 

The more that is in the   
bubble on the right the more 
difficult it may be for us to 
take in and process every-
thing going on around us.   

Add to this the problems 
one may have with balance – a conscious 
process that takes up effort, or the effects of 
hearing loss and adjusting to hearing loss  
apparatus, especially when bits of detail are 
missed in conversation - and it is under-
standable to then realise why fatigue may 
set in. 

Dr Ingham discussed how the effects of fa-
tigue in the early days after treatment can 
lead to a decrease in concentration and 
drain your brain of energy faster than be-
fore.  You may well be irritable, distracted 
and have a lack of co-ordination and all this 
can be tiring, especially if sleep is            
disturbed. 
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The picture says 
it all!!  We were 
asked to think of 
a computer and 
liken that to our 
minds – 
download to free 
up the system, 
which seems to 
make a good 
analogy. 

 

 

 

 

 

 

 

 

 

 

 

We discussed as a group what we found useful 
to aid memory, whether it be using a white 
board, post-it notes or lists.   

Whatever works for you is the answer, but the 
adjacent slide and the slide on the next page 
may be helpful and give you some fresh ideas. 
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It was interesting that it did 
not seem to occur to any of 
us present at this talk to ask 
how we could access the ser-
vices of a Clinical Psycholo-
gist in the Neuropsychology            
Department, should any of 
us feel the need.  Heidi and I 
discussed this surprising fact 
following the talk and so I 
asked Dr Ingham on behalf 
of AMNET members.   

Dr Ingham kindly answered 
this question and is happy 
for this information to      
appear here: 

 

It is important if you are 
feeling overwhelmed that 
you speak to someone,     
especially if you are         
experiencing low mood, 
anxiety or symptoms of   
depression.  The first point 
of professional contact 
should be your GP.  It might 
be difficult to access      
treatment on the NHS,   
however it is worth asking, 
and help is also available 
privately.  This slide and the 
one on the next page may 
provide you with some  
helpful suggestions.  (Please 
note: IAPT stands for:      
Improving Access to       
Psychology Therapies). 

“With regards to referrals, our department offers assessment and input specifically around cognition. If 
any of your members had concerns regarding their memory or other cognitive functions they would need 
to be referred to us by a consultant. We don’t typically accept referrals directly from GPs. If, however, the 
main difficulties are with regards to adjustment or mood, I would direct members towards mental health 
services (such as their local wellbeing or IAPT service). People can either be referred into these services by 
their GP or they can self-refer quite easily online”. 



AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  
AMNET is a registered Charity  No 1073908 

11 
 

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

In the questions and answers 
that followed, our visitor,     
Gordon Waite from Oxford, 
spoke of some research being 
undertaken about hearing loss 
and cognitive ability.  We will 
keep in contact with him about 
the availability of this informa-
tion.   
 
Julie Dixon, Chief Executive of 
BANA spoke of a project called 
“the listening ear project” and 
also a project containing infor-
mation for families which is 
being worked on by BANA. 
 
One member pointed out how 
“perception” by those who do 
not have hearing loss, can be 
problematic, especially when they get irritated when we may not respond.  This can be distressing for the 
person with the hearing loss – who didn’t respond simply because they didn’t hear!  This can be perceived 
as a more difficult problem than blindness as hearing loss is a “hidden” problem. 
 
Our Chairperson, Heidi Pratchett, thanked      
Dr Ingham for a thoroughly interesting and        
relevant presentation (and for managing to find 
us tucked away in the basement!) and presented 
her with a delightful floral arrangement made 
by our member Bronwyn Lummis.  Many 
thanks Bronwyn.  

The presentation was followed by a raffle,    
organised by Charlie and Bronwyn Lummis.  
Many thanks Charlie and Bronwyn and thank 
you to all of those who kindly donated raffle 
prizes. 

Bronwyn also treated us to her delicious warm 
home-made punch, which was very welcome 
and something special to offer to guests as they 
arrived.  Many thanks Bronwyn for all your  
creativity and the generosity of your time in all 
the preparation of these goodies. 
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Please note the Office at  
CAMBRIDGESHIRE HEARING HELP will be 
MOVING - 
From MONDAY 11TH DECEMBER 2017    
Their New Address will be: 
 
153 ST NEOTS ROAD,  
HARDWICK,  
CAMBRIDGE,  
CB23 7QJ 
 
The Telephone Number will remain the same: 
01223 416141 
  
There is now also a New Mobile Phone Number so 
you can now contact them by text message via 
their new mobile. This is specifically for those who 
due to their hearing loss find it difficult to speak to 
them on their landline: 07852 699196  

The above details have been changed on the       
Directory on the back page of this Newsletter. 

If you think you may be interested in forthcoming 
performances at the Cambridge Arts Theatre do 
please have a look at their website on: 

https://www.cambridgeartstheatre.com and click 
on whats-on/assisted-performances.  They offer 
captioned, audio-assisted and BSL performances 
too. 

The next captioned performance will be:  

“A Streetcar Named Desire”                              
on Thursday 3rd May at 7.45 

The Booking Office Telephone Number is: 

01223 503333 

A number of us have thoroughly enjoyed open-air 
captioned Shakespeare performances at the George 
Hotel in Huntingdon (PE29 3AB)  in previous 
years.  They have an atmospheric, open-air        
Jacobean courtyard, which offers audiences the 
chance to enjoy Shakespeare’s work much as audi-
ences would have enjoyed it at the time it was  
written. 
 
The performance this year will be Richard III and 
will run from Tuesday 26th June to Saturday 7th 
July, 2018 at 7.30 p.m.  Tuesday 3rd July is a  
captioned performance by Stagetext.  It is a 
sheer delight to see a live performance and to read 
the captions, so not even miss any asides.  For a 
real treat you can even indulge yourselves in a pre-
theatre meal, which you should pre-book. 
   
To book tickets online go to:  
 

https://www.satg.org.uk/tickets  
 
or telephone: 07716 993693 
 
Pre-theatre suppers must be booked through The 
George Hotel (01480 432 444).  

The Acoustic Neuroma Association is a US organi-
sation and one that several of us follow on FACE-
BOOK.  Having just typed “Acoustic Neuroma 
Association into GOOGLE, it was interesting to 
see that they recognised and promoted BANA – 
our national organisation.  For any members who 
wish to read technical reports about research into 
acoustic neuroma, there appeared to be many on-
ward links to pursue, all around the US. 

On 2.3.18 I saw review of a book on FACEBOOK 
by the Acoustic Neuroma Association, which 
seemed particularly relevant to us in view of the 
content of this current Newsletter. The book listed 
above was reviewed as such: (see next page)/...   

News 
from  

Are you interested in 
Captioned Performances 
at the                          
Cambridge Arts Theatre? 

Shakespeare at the George 

Book Review by                                       
Acoustic Neuroma Association 

“Smiling Again” – “Coming Back to Life 
and Faith After Brain Surgery”                    

by Sally Stap. 
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It is available to buy in paperback, Kindle or audio 
from Amazon.com and I have asked that we buy a 
copy to have at meetings for our members to       
borrow. 
 
What I found relevant to this issue of the Newsletter 
was Sally Stap’s openness about depression.  She 
wrote: 

 
 
 
 
 
 
 
 
 
 
 
 
 
And very helpfully she also says: 
 
 
 
 
 
 
 
 
 
 
If any of you would like to recommend a publication 
that you have found useful, please do get in touch 
and let us know.  Alison Frank always takes a      
selection of books and publications to meetings for 
members of AMNET or their relatives to borrow. 
 
 
 

 
At a meeting on 8th February 2018, Heidi Pratchett 
represented AMNET as a Patient Representative at 
Addenbrooke’s Hospital, Cambridge, with the Skull 
Base Team (Clinic 10).  Unfortunately, I was not 
able to accompany Heidi that day as the other      
Patient Representative for the Skull Base Team.  In-
formation received before the meeting from Juliette 
Durie-Gair has been included here and my report is 
based on information received from both Heidi and 
Juliette. 
 
The meeting comprised an External Review as re-
quested by NHS England who are reviewing all 
skull base services across England (all 23 units) as 
part of a rolling quality surveillance programme.   
 
This External Review was attended by Mr James 
Tysome, Dr Sarah Jefferies, Dr Dan Scoffings 
(neuroradiologist), one of the neurosurgeons, Juliette 
Durie-Gair and staff from the cancer operations 
management team, (Holly as PA and Aimee for the 
quality surveillance team, supported the meeting in 
terms of admin). They will receive a report after the 
review from NHS England.  
 
After the meeting Heidi commented that she tried to 
see if Skull Base Team had anything written up on 
their website following this review. The External 
Review inspectors were very thorough in their ques-
tions. “It was very interesting in my role as Patient 
Rep, Chair of AMNET and as a patient, to hear the 
questions and answers that were presented, but also 
to be part of their review and to give something back 
to the team and Hospital for all they have done and 
continue to do for us.”  The next day Heidi received 
the following email from Mr Tysome:   
 
“I wanted to thank you again for taking the time to 
attend the external review of our skull base unit yes-
terday. We really appreciated you being there and 
one of the main points from the feedback we re-
ceived was how impressed the review team were 
with the support that AMNET give patients as well 
as your support of our skull base service.  
 
Kind regards                     James Tysome MA, PhD”. 

“written with a poignant blend of honesty, 
dry humour, faith, and inquisitiveness.   
Smiling Again is a story of the persistence of 
life and beauty in spite of pain.  Sally       
recounts the shock of diagnosis, a long and 
painful recovery from invasive brain        
surgery, her eventual retirement due to     
disability, and ultimately contentment and 
acceptance of a new life journey”.   

“depression is one of those paths that each 
person takes – ranging from mildly set-back 
to debilitating and clinical.  We are de-
pressed that we got a brain tumour – but 
grateful to be alive.  We are depressed to lose 
our old selves and each take our own time to 
return to ourselves – or more commonly 
come to terms and acceptance of a new self.  
One with different limitations wrapped into 
an old self who remembers” 

“One misconception about depression is that 
we want to stay there. We really don’t.  What 
is helpful from those around us is acceptance 
and grounding.  Acceptance that we are go-
ing through a rough process that nobody can 
shortcut for us.  Grounding that those who 
surround us are walking beside us”. 

Patient Representative Meeting/
Addenbrooke’s Skull Base Team  

(Clinic 10) Meeting  



AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  
AMNET is a registered Charity  No 1073908 

14 
 

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

The Acoustic Neuroma and Meningioma Network  
(AMNET) Charity Number: 1073908 

 
AMNET AGM 
 
Notice is given of the Annual General Meeting (AGM) of AMNET for 2018, to be held at:  
Addenbrooke’s Hospital, in the David Dunn Room (adjacent to the Board Room), on: 
Saturday 30th June, 2018 at 13.00 hours. 
 
The minutes for the last AGM appeared in Issue 67 (Autumn 2017) of the AMNET Newsletter.  The   
accounts for the last financial year are included on the adjacent page.  The full auditor’s report will be 
available at the meeting, on request. 
  
Please make every effort to attend the AGM.  If you are unable to attend, then a proxy form is included 
on the adjacent page. 

AGENDA 
Apologies 
Minutes of the last meeting 
Chairman’s Report 
Treasurer’s report and accounts for last year 
Election of Trustees 
The following Trustees are prepared to stand again: 
 
 
 
 

Any other business which may be transacted at an AGM 
 
If a member wishes to ask a question, this must be submitted in writing to the Secretary, at the address, 
given below, to arrive a minimum of seven days before the AGM. 
 

By order of the Trustees 

 

 

 

 

Secretary            14th April, 2018. 
c/o The Old School House, 
The Green, Old Buckenham, 
Norfolk, NR17 1RR. 

 

Alison Frank     Peter Otley 
Heidi Pratchett     Steve West 
Bronwyn Lummis    Alan Gosling 
Charlie Lummis 
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The Acoustic Neuroma and Meningioma Network  
           (AMNET) Charity Number: 1073908 

 
Income and Expenditure for the year 1st February 2017 to 31st January 2018 
 
 
Income    2017/18 2016/17 Expenditure  2017/18  2016/17 
Membership Subscriptions 1766.00 1775.00 Postage and Stationery   326.78    310.70 
Bank Interest       15.55       0.00 Printing     674.36    749.15 
Donations/Grants     175.00     66.00 Website     117.00  1747.00 
Gift Aid          0.00       0.00 Meeting Room Hire     99.00      63.00 
Fundraising     103.00   236.00 Insurance     123.50    120.58 
     2059.55 2077.00 Refreshments      93.16    450.69 
         Sundry Expenses    253.09      13.25 
Bank Account           1686.89  3454.37 
Brought Forward   4858.61 6235.98 
Carried Forward   5231.27 4858.61 Deficit/Surplus 
         for the Year    372.66 -1377.37 

 
 

AMNET AGM: Proxy Form 
 
To: The Secretary 
The Old School House,  
The Green, 
Old Buckenham,  
Norfolk  
NR17 1RR 
 
 
I will be able/unable to attend the Annual General Meeting 
 
I wish to give my discretional proxy to the Chairperson  
 
I wish to give my discretional proxy to ………………….. 
(insert name), who will attend the meeting 
 
I confirm I am a member of AMNET 
 

Signed: …………………………..      Name (Please Print) ……………………… 

Date: ………………………………. 
 

If you are using this proxy form, please send to the Secretary, at the address given 
above, to arrive a minimum of seven days before the AGM. 

 

 

 



AMNET is a sister organisation of BANA, the British Acoustic Neuroma Association  
AMNET is a registered Charity  No 1073908 

16 
 

 
Newsletter of The Acoustic Neuroma and Meningioma Network 

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/about-
us/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 
 
Action on Hearing Loss  ( RNID) 
www.actiononhearingloss.org.uk 
Email:  
informationline@hearingloss.org.uk 
Tel: 0808 808 0123  
Textline: 0808 808 9000 
 
British Tinnitus Association 
www.tinnitus.org.uk 
Email info@tinnitus.org.uk 
Freephone Helpline: 0800 018 0527  
Ground Floor, Unit 5, Acorn Business 
Park, Woodseats Close, Sheffield S8 OTB 
 
Cambridgeshire Hearing Help 
(CAMTAD)  
enquiries@cambridgeshirehearinghelp.org
.uk 
Tel:  01223 416 141 
(Mon - Fri 9.30am - 12.30pm) 
153 St Neots Road, Hardwick, Cambridge 
CB23 7QJ 
Mobile: 07852 699196 

Changing Faces 
www.changingfaces.org.uk 
Email support@ changingfaces.org.uk 
Tel: 0300 012 0275 
 
Facial Palsy UK 
www.facialpalsy.org.uk 
Email: info@facialpalsy.org.uk 
Tel: 0300 030 9333 
Eventus, Sunderland Road, Market 
Deeping, Peterborough PE6 8FD 
 
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/contact-
outpatient-clinics/all-clinics/clinic-10-ear-
nose-and-throat-ent 
Tel: 01223 217588 
Appointments: 01223 216561 
 

Forthcoming Meetings 
The next meeting and AGM will be on Saturday 30th June 2018 in the David Dunn Suite (next to the 
Boardroom) Addenbrooke’s Hospital, Cambridge.  Doors will open at 12.30, Presentation at 13.00 by 
Rachel Knappett (Senior Specialist Audiologist at Addenbrooke’s Hospital, Cambridge). 
The Christmas Meeting will be on Saturday 1st December, 2018, when Rhys Slough (MRI Manager at 
Addenbrooke’s Hospital) will talk about MRI Scanners and What They Do. 

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. 

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 

Honorary President - Alison Frank 01953 860692.   Chairman - Heidi Pratchet 07818 421555                                        
Treasurer - Alan Gosling 01502 565385                     Newsletter Editor -   
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: - to be announced when the next Editor is 
appointed. 

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. 


