
T H E  N A T I O N A L  A S S O C I A T I O N  O F  L A R Y N G E C T O M E E  C L U B S  N E W S L E T T E R

Issue No. 149 June 2019

Inside this issue 
Notes from the President  . . . . . . . . 2 
CR UK to Invest £45 million  . . . . . . 2 
Sickly Men!  . . . . . . . . . . . . . . . . . . . . . . . . . . 3 

Learning To Let Go  . . . . . . . . . . . . . . . . . . 5 

Pioneering Operation  . . . . . . . . . . . . 6 

Eat Chocolate!  . . . . . . . . . . . . . . . . . . . . . . . 6 

Crackdown on Travel Insurers  . . . . . 8 

Tonsil Cancer but No Tonsils! . . . . 10 

News from the Clubs  . . . . . . . . . . . . 12 
 
Plus lots of other news, thoughts, 
poems, letters and views

HOLIDAYS, HOLIDAYS, HOLIDAYS 
Some people think Mr and Mrs Editor are always away 
on holiday now both are retired. Nothing could be 
more wrong. There are often several weeks between 
holidays. But, on this subject, we have an article on 
how new rules should improve the position for those 
with cancer seeking competitive rates for their travel 
insurance. Hopefully this will help reduce some of 
those huge premiums.  

 

HOW YOU CAN HELP 
We have several articles on new research. One is on 

the significant benefits for some head and neck cancer patients of taking common 
painkillers such as aspirin. There’s also news of how surgeons are using cutting-edge 
robotic technology to get to hard-to-reach throat tumours. And there’s a brief item on 
how eating chocolate may ease throat pain and reduce coughing. 

And there’s an opportunity for you to assist with some research by completing a 
simple on-line questionnaire designed to help laryngectomees better manage their 
speaking valves. 

Ian Honeysett (Editor)

For all items for Clan: 
Ian Honeysett (Editor), 53 Combe Road, Farncombe, Godalming, Surrey GU7 3SL  
email: Honeysett@btinternet.com  
For all other matters (including requests to be added to or removed from the mailing list):  
Vivien Reed (Association Secretary), NALC, Suite 16, Tempo House, 15 Falcon Road, Battersea, London 
SW11 2PJ  Tel: 020 7730 8585  Email: info@laryngectomy.org.uk  Website: www.laryngectomy.org.uk  
The views expressed by the contributors are not necessarily those of the Editor or NALC. Great care has 
been taken to ensure accuracy but NALC cannot accept responsibility for errors or omissions. 

Deadline for issue No. 150: 1 August 2019

To make a donation please complete and 
return this form to: NALC Suite 16,  

Tempo House, 15 Falcon Road, Battersea, 
London SW11 2PJ 

o I would like to make a one off payment 
and enclose a cheque payable to NALC. 

 
o I would like to make a one off payment 

of £ ............................ by card. 

(A facility to do this will soon be available on the website) 

Name on card .................................................................                          

Start date                      Expiry date 

Security code (3 digits on back of card)  

o If you would like to make a regular 
donation, please set up a standing order 
through your bank account to: 
National Association of Laryngectomee 
Clubs 
Sort Code: 20-46-60 
Account No: 03376745     

If you are a UK Tax payer, may NALC Gift Aid 
your donation?   Yes o     No o 

I understand that I must pay an amount of 
Income Tax/Capital Gains Tax at least equal 
to the amount.  

NALC reclaim on my donation in the 
appropriate tax year. 

Name ................................................................................... 

Address .............................................................................. 

.................................................................................................. 

Tel. No. …………………………......................………… 

Email  …………………………...............………………. 

Signature …………….………………………………... 

#
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Speaking Valve 
questionnaire 
CLAN has been contacted by Ali Al-lami, an 
ENT Head & Neck surgeon, who is conducting 
a survey to see how laryngectomees are 
getting on and are managing their speaking 
valves. They will be using responses to get an 
idea of how they can improve managing 
valve related problems. There are ten 
questions and the survey should take about 
five minutes to complete. 
www.surveymonkey.com/r/KV32MYK
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Fundraising 
We have had a good 
start to the year, with 
some valuable 
contributions from 
trusts and individuals, 
which go some way 
to compensate for 
the loss of funding from Macmillan Cancer 
Support. Our need to find further support 
continues and we are very grateful for all 
the donations we have received from the 
laryngectomee community. 
 
Our Patrons 
Professor Martin Birchall, of University 
College London, and ENT consultants 
Nimesh Patel (Southampton) and Sam 
Majumdar (Dundee) continue to provide 
invaluable assistance. This has been in the 
form of providing a testimonial to encourage 
support for NALC, giving an expert opinion 
on concerns raised by patients and 
planning laryngectomee events. 

On behalf of our Officers and General 
Committee, I send thanks to them for 
their help and support. 
 
President on Tour 
Recently I have joined a meeting of our 
affiliated group in Wolverhampton and 
delivered a presentation at Liverpool 
University to radiotherapy students. In 
the pipeline are visits to Leeds, 
Middlesbrough and the head and neck 
oncology nurses’ conference in Glasgow. 

All of these occasions provide the 
opportunity to share experiences with 
patients and clinicians. The knowledge 
gained will assist NALC in planning how 
it can improve its services to the 
laryngectomee community. 

Malcolm Babb 

Notes from the 
President

This article was published by Cancer 
Research UK on 15 February 2018. 

Cancer Research UK has 
announced that £45 million will be 
invested into its network of clinical 
trials units across the UK, one of the 
charity’s largest investments in 
clinical research to date.  

“Our clinical research enables us to translate discoveries from the lab in order to improve 
cancer diagnostics and treatments, giving more patients the best chance of beating their 
disease." – Professor Charles Swanton, Cancer Research UK. 

Cancer Research UK’s clinical trials units (CTU) bring together world leading researchers 
and clinicians to find life-saving new treatments and tests for cancer patients.  

Clinical trials are the only way to find out if a new treatment is safe to use, and if it’s better 
than existing treatments. Each year, around 25,000 people take part in a clinical trial 
that’s supported by Cancer Research UK.  

The huge sum will be divided over five years across eight CTU in Cardiff, Birmingham, 
Glasgow, Southampton, Leeds and London (at The Institute of Cancer Research, London, 
UCL, and Queen Mary University of London).  

Professor Charles Swanton, Cancer Research UK’s chief clinician, said: “Our clinical 
research enables us to translate discoveries from the lab in order to improve cancer 
diagnostics and treatments, giving more patients the best chance of beating their 
disease. This is particularly important for patients with hard to treat cancers, including 
pancreatic, oesophageal, lung and brain tumours, where options for treatment are 
limited and survival rates remain poor.”  

Cancer Research UK’s CTU specialise in the design, delivery and analysis of trials that 
bring the latest scientific developments to patients all over the UK. They’re a vital part of 
the charity’s research network, helping shape the clinical research landscape in the UK 
and internationally.  

Each of the charity’s CTUs has a different specialist focus including children’s cancer 
trials, cancer screening, and population research. 

Cancer Research UK to Invest £45 million in 
Clinical Trials 

Liverpool University H&N Study Day 
Malcolm Babb, NALC President, was invited to contribute to a recent head and neck 
study day for Liverpool University radiotherapy students. 

Liverpool University is one of several that invite NALC to provide laryngectomee speakers 
to contribute to their relevant courses. These could be in the areas of speech and 
language therapy or radiotherapy. 

The student response to such contributions is invariably very positive. They welcome the 
opportunity to hear and question 
patients about their concerns 
regarding treatment and the problems 
they experience in what may be a 
complicated cancer journey. 

The recent study day in Liverpool 
provoked a wide range of questions 
and some thoughtful concerns 
expressed by the students. 

NALC is keen to extend its contribution 
to more institutions and will be working 
hard to use social media to raise 
awareness of what we can offer. 
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Painkillers Increase 
Survival Chances of 
Head and Neck 
Patients 
Research has recently been published 
that demonstrated a significant survival 
benefit for head and neck cancer patients 
who take common painkillers such as 
aspirin or ibuprofen (NSAIDs). Researchers 
from UC San Francisco have reported five 
year survival is increased from 25% to 
78% in some patients who take NSAIDs 
regularly for at least six months. Aspirin 
was the painkiller most commonly taken 
by patients in the study. 

However this benefit is not seen in all 
head and neck patients but only those 
with a mutation of a particular gene 
(PIK3CA) saw the increase in survival 
prospects. Around one quarter of head 
and neck patients have this altered gene. 

This news may not be as good as it first 
appears. There are many people who 
cannot take NSAIDs. The drugs can have 
some unfortunate side-effects. Aspirin can 
cause bleeding and others significantly 
increase risks of stroke and heart attack 
and raised blood pressure with 
prolonged use. The proportion of patients 
who are tested for the gene mutation is 
uncertain so it may be that very few 
patients would be aware if taking the 
painkillers would benefit them. 

It’s bad news for frequent sufferers of Man 
Flu who are prone to calling in sick. While 
pulling a sickie may work with employers, 
it is likely to leave your wife or girlfriend 
distinctly unimpressed. Women looking for 
a long-term partner find sickliness 
incredibly off-putting, a study has found. 
When it comes to the traits they find 
attractive, being tough in the face of illness 
is more important than a handsome face 
or even a good physique. Researchers 
from the University of Hawaii asked 86 
women to rate men based on 
photographs and descriptions including 
their attitude towards poor health. They 
saw one man photographed who 
‘candidly admits that he catches almost 
every cold’ and another who only admits 
to the ‘sniffles’ or feeling a ‘bit off’. Another 
man stayed in bed all day with 
headaches, while a second ignored them. 
The results, published in the Journal of 
Evolutionary Medicine, show women 
looking for a long-term relationship chose 
a man who ignored illness, even if they 
had a worse face or body. 

The authors, led by Professor Susan 
Brown, from the University of Hawaii, 
wrote: “Participants preferred stoic men 
who worked even though they were 
experiencing health problems as long-
term mates, disregarding the male’s facial 
symmetry and physique.” The study 
suggests women prefer less wimpy men 
because of our hunter-gatherer human 
past. Then men were needed to help with 
childcare and hunt for food, instead of 
placing ‘an additional burden on their 
mates through malingering’. 
 
More Sickly Men  
To test women’s view of illness, 
researchers used the minor ailments of 
colds and flu, headaches and symptoms 
caused by volcanic air pollution in Hawaii. 
They showed them a slideshow of men at 

random, who also varied in facial 
appearance, body size and clothing. Pairs 
of men had competing views of illness, 
with one description stating: “He admits 
that he often wakes up with headaches 
that are so bad that he must remain in 
bed for the day.” The opposite description 
for another man said: “Even when he 
wakes up with a headache, he ignores it 
and goes to school and (sports) practice.” 
Women looking for a long-term 
relationship found stoicism more 
important than facial attractiveness, when 
shown men with symmetrical or 
asymmetrical faces. It also came in ahead 
of physique, which was reflected in a 
picture of a man with broad shoulders 
compared to his waist. Status, reflected by 
a tie or a casual shirt, was also important 
for women choosing a long-term partner. 
However a bad attitude towards illness 
was not important to women looking for a 
short-term relationship, when asked to 
choose men from the slideshow. 

The research concludes with the serious 
point that men can often be tempted not 
to admit symptoms of ill health. The 
authors add: “If men have been selected 
to ignore, or are not conscious of their 
health problems, then their health services 
should emphasise how to increase men’s 
perceptions of their potential health 
problems.” 

This article was published by  
Victoria Allen, Science Correspondent in 
The Daily Mail on Saturday, 1 September 

2018 and is in The Voice newsletter.

Sickly Men! 

Free Guides 
I am happy to inform you that my books The Laryngectomee Guide and My voice, a 
physician’s personal experience with throat cancer are available now for free download 
from the American Academy of Otolaryngology Head and Neck Surgery website: 
www.entnet.org/HealthInformation/Laryngectomee.cfm and www.entnet.org/content/ 
ebooks 

Both are also available as a paperback and Kindle at Amazon.com 

I hope that you will find these books useful and informative. 

Itzhak Brook, MD, MSc, Professor of Pediatrics and Medicine,  
Georgetown University School of Medicine, Washington DC USA  

Board Member Head and Neck Cancer Alliance.
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Buchanan®

Is your Laryngectomy ‘Protector’ really  
protecting you or is it just a cover?

Buchanan®
Lite

Buchanan® Lite  - 
with dual layer  
microfibre core

Buchanan® - Cotton 
mesh with Hydrolox® 

foam core

Stoma covers 1 
and 2  

-3D mesh fabric

Buchanan® Stoma Cover
2

Stoma Cover
1

0

20

40

60

80

100

81%

54%
48%

% 
of Airborne 
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by each product.

97%

4 layers 3 layers 1 layer

The filtration ability of Buchanan® and Buchanan® Lite stoma protectors were tested against two competitor stoma covers 

in a laboratory1). The graph below show the percentage of particles which each product was able to filter. Airborne particles 

equivalent to the size of mould spores, dust and some bacteria were tested (4.5 microns). These are small enough to be inhaled 

and reach the middle of the lungs.

The Buchanan® range is proven to filter up to 49%  
more airborne particles than the competition(1)

Kapitex Healthcare Ltd, Unit 1, Erivan Park, Sandbeck Way, Wetherby, West Yorkshire, LS22 7DN, UK

Tel: +44 (0) 1937 580211  Fax:  +44 (0) 1937 580706  Email: sales@kapitex.com  Website: www.kapitex.com

Scientifically proven protection, filtration 
and humidification for tracheostomy and 
laryngectomy.

For a FREE SAMPLE please email  
sales@kapitex.com or call (01937) 580211

(1) Laryngectomy Protector Filter Media Tests - Report No. 17398 - Particle Technology Ltd - 24th May 2018

Buchanan®

Buchanan® DeltaNex

For more information visit www.kapitex.com

Buchanan® Lite
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Cancer can bring some tough decisions, 
but it is important to let go of regret. This 
article was published by Kim Johnson for 
CureToday.com on 7th March 2018. Kim is 
a nursing student who is hoping to find 
her place amongst the phenomenal 
oncology nurses and doctors who cared 
for her sister. She loves reading, 
volunteering and enjoying the outdoors of 
Colorado.  

“Although many who have been through 
cancer face regrets afterward, it is only 
recently that studies and research have 
begun to look at these same traits in 
caregivers and family members. As I fall 
into both of those categories, I can 
certainly speak to the truth behind some of 
the statistics.  

“While everything is unfolding, and it feels 
like you’re going at warp speed, there’s 
little time do anything, let alone stop to 
catch your breath and truly breathe. Day-
in and day-out, many questions are asked 
of you. And all of them require an answer. 
Some are obvious, and thus easier to 
answer. Others are more complex and 
require time, but as those who’ve been 
through cancer know, cancer doesn’t wait 
for anything. And when there is so much 
happening, thinking is hard, let alone 
thinking clearly.” 

“At bigger junctures during cancer, such 
as lingering between treatment options, 
you’re required to stop. Not because you 
want to or even because you feel like you 
can. It is because cancer demands it of 
you. It was in these moments that I feel 
that my family and I struggled the most. 
Doctors were consulted, opinions were 
given and so-called ‘options’ were 
presented. Our Dad provided advice and 
was always a sounding board. I 
discussed some pretty off-the-wall and, 
quite honestly, insane ideas with him. No 
matter what though, the final choice was 
always mine to make.” 
 
Not Her Choice 
Initially, the choice was made by her 
oncologist. Her treatment was aggressive, 
but standard. It was cut and dry, and she 
received the same regimens as so many 
other patients. It was only after her 
baseline treatment failed and she 
refracted that things became complicated. 
It was at that time she decided that she no 
longer understood her care well enough 
and turned over her medical choices to 
me.  

“I remember sitting in her doctor’s office so 
clearly. She had been given a scan and 
had learned that her treatment regimen 
hadn’t resulted in the success we all 
hoped it would. I use the word ‘option’ 
lightly, because when faced with failing 
cancer treatments, that word seems 
inadequate. Nonetheless, the options 
were set between two separate drugs. To 
this day, I do not off-hand recall the 
second one because after the choice of 
chemotherapy was made, the other drug 
didn’t matter any more.  

“Sadly, while receiving her second dose she 
had a seizure. As she lay in an 
unresponsive state, all of her choices were 
left up to me. Questions came faster than I 
could complete a single breath. My parents 
were out of state and even with my fiancé 
beside me, I couldn’t have felt any more 
alone than I did during that time.” 

“While my sister recovered and went on to 
gain remission, those choices that I made 
continued to haunt me. The decision to 
use that medication was mine, and it 
possibly was a contributing factor for her 
future health. In hindsight, I know that it 
turned out OK and that she’s in remission. 
But that doesn’t change the immense guilt 
that I continue to feel over that time in her 
cancer journey.  

“I have worked better to accept that the 
choices I made were done so with 
knowledge that I had during that time. I 
am certain that I am not alone in my 
feelings about the choices that I made for 
my sister during cancer. I think most of us 
who have gone through cancer can think 
about specific moments that we regret. I 
think one of the hardest things to do 
regarding cancer is to let go. I can’t go 
back and change what happened, I can 
simply move forward and let go of the 
emotions associated with some of the 
more difficult choices of cancer. I 
encourage others to try and do the same.” 

(from Plymouth RHNC Newsletter) 

Learning to Let Go Clinical Trials are 
Vital 
In Birmingham, there will be dedicated 
funding for finding new treatments for 
children with cancer.  

Professor Pamela Kearns, Director of 
Birmingham's Cancer Research UK Clinical 
Trials Unit and Cancer Research UK’s 
children’s cancer expert, said: “Clinical 
trials are vital to test new treatments and 
improve the care of children with cancer. 
For example, within my team, with support 
from Cancer Research UK, we run the 
International BEACON trial, testing new 
combinations of therapies for children and 
young people with a type of childhood 
cancer called neuroblastoma, at a stage 
where they have failed to respond to 
standard treatments.  

“One question this trial is trying to answer 
is if a drug called bevacizumab can help 
treat their neuroblastoma. Bevacizumab is 
a type of biological therapy called a 
monoclonal antibody that targets the 
tumour’s blood supply. Doctors already 
treat adult cancers with this drug and we 
want to see if it works for children with 
neuroblastoma.”  

Trials are also helping us to find kinder 
treatments with fewer side effects. Oliver 
Waugh, aged 54 from London, was 
diagnosed with tonsil cancer in 2009. As 
part of his treatment, he took part in a 
Cancer Research UK funded clinical trial 
which investigated a new type of 
radiotherapy called Intensity Modulated 
Radiotherapy (IMRT). Researchers wanted 
to find out if IMRT caused fewer side 
effects and if it worked as well as 
standard radiotherapy for head and neck 
cancers. 

He said: “I was really pleased to have 
joined because I know the side effects 
from regular radiotherapy could have 
been far more severe. My mouth started to 
produce saliva again not long after 
treatment, and I slowly started to put 
weight back on. Now I eat what I want, 
including curries and other spicy food and 
feel lucky that the high quality of my 
treatment has helped me lead a regular 
life again and I can honestly say I’m fitter 
than I’ve ever been. I feel fortunate to have 
been offered the chance to help medical 
research and I hope that many more 
patients like me will get to lead full and 
healthy lives because of these 
improvements in treatment.”
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Pioneering Operation  
This article was published by Fiona Macrae for  
The Daily Mail in March 2019 
British surgeons are using a cutting-edge robot to remove 
difficult-to-reach throat tumours… through the mouths of 
patients. The pioneering operation is designed to dramatically 
reduce the need for gruelling radiotherapy and chemotherapy, 
which can leave patients unable to swallow and dependent on a 
feeding tube for life. With growing numbers of people developing 
throat cancer, it is more important than ever to have a range of 
effective treatments that lessen the impact on quality of life, says 
Asit Arora, consultant head and neck surgeon at Guy’s & St 
Thomas’ NHS Trust in London. 

Once most common in elderly people with a history of drinking 
and smoking, rates of HNC have soared by 31% in the past 25 
years and are now as common in people in their 50s as in those 
in their 80s.  

Much of the rise is attributed to HPV… a range of viruses that can 
be passed on during intimate and sexual contact. At least 80% of 
the adult population carries some kinds of HPV on their skin, 
although most will never know it.  

In some cases, HPV can cause skin or genital warts, and other 
types are a known cause of cervical and anal cancers. HPV can 
also infect the mouth and throat and is now to blame for at least 
half of throat cancers in the UK. Until a tumour occurs, the 
infection is typically symptomless. Conventional treatment for 
early-stage throat cancer involves either powerful radiotherapy 
and chemotherapy to destroy the tumour, or laser surgery to cut it 
out. Courses of radiotherapy and chemotherapy are time-
consuming… some patients make up to 30 trips to hospital over 
a few months. The treatment can also damage the jaw and the 
swallowing muscles, meaning patients cannot eat without the 
help of a feeding tube.  
 
Laser – Gentler on Body 
Laser treatment is gentler on the body but it can be difficult to cut 
out a hard-to-reach cancer completely and most patients need 
radiotherapy afterwards. Some also need chemotherapy. Using 
the robot, the surgeon can zero in on the tumour and cut it away 
precisely. With the patient under general anaesthetic, the surgeon 
controls the robot with his hands and feet. One of the robot arms 
holds a 3-D camera, while two others wield tiny instruments that 
can be passed through the mouth and into the throat and turned 
and twisted in ways impossible with the human hand alone. 

“Surgery in the mouth and throat can be challenging because you 
are working in very small areas, manipulating surgical 
instruments in a tight space where there are important nerves 

and blood vessels to be avoided,” says Mr Arora, who has 
pioneered robotic surgery for throat cancer in the UK. “With the 
latest robotic systems, we can be more targeted than ever before 
in how we treat these throat conditions in order to reduce 
unwanted side effects, particularly related to swallowing.” Studies 
suggest that trans-oral robotic surgery (TORS) is at least as good 
as conventional surgery, although a definitive comparison has yet 
to be carried out, says Mr Arora. But importantly, by cutting out 
the tumour so precisely, it may reduce the amount of 
chemotherapy and radiotherapy patients need.  
 
90 Minute Operation 
A £4.5 million Cancer Research UK trial into the procedure is now 
being carried out at Guy’s and hospitals around the country. Mr 
Arora has used the method to remove about 30 throat tumours in 
the year since setting up the service with Jean-Pierre Jeannon, 
Guy’s clinical director for cancer. The operation takes 90 minutes 
and patients are usually discharged after two days.  

They then undertake rehab, including speech therapy. Retired 
policeman David Wonfor, 60, chose to take part in the trial after 
being diagnosed with early-stage throat cancer last summer. 
After his operation, David, 60, of Petts Wood, Kent, started on five 
weeks of low-dose radiotherapy. Although he lost weight and his 
sense of taste at first, he has now largely recovered, and says he 
is convinced that his recovery would have been very different if he 
had had chemotherapy.

Eat Chocolate! 
This article was published by The Daily Mail 10 March 2019 
As if we needed any more reason to eat chocolate, doing so may ease throat 
pain and reduce coughing. A study from the Hull Cough Clinic suggested a 
syrup containing cocoa was more effective than standard cough linctus. 
Experts also suggest letting a square of chocolate melt in the mouth as it will 
coat the throat, soothing discomfort and reducing the urge to cough. 

(from Plymouth RHNC newsletter) © Getty Images
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Stoma Bu琀ons 
Severn Healthcare Technologies are proud to introduce new  

solu琀ons for Laryngectomy care from Fahl. 
**Now available on prescrip琀on** 

 
The LARYNGOTEC® stoma bu琀ons, made of so昀, 昀exible silicone, are designed to help comfortably keep the stoma open and can be used 
with a Heat and Moisture Exchange (HME) casse琀e e.g. the Brand-New next genera琀on  
series of LARYVOX® EXTRA HME casse琀es or a Hands-Free valve such as the Blom-Singer® ATSV II. 

Fahl stoma bu琀ons are ideally suited for people who are unable to tolerate laryngectomy tube systems or  
self-adhesive baseplate systems.  

Bene昀ts of the Fahl LARYNGOTEC® Stoma Bu琀ons: 

 
-The LARYNGOTEC® stoma bu琀ons are provided with fastening eyelets (FIX). 
-The LARYNGOTEC® stoma bu琀ons are supplied in individual, sterile packaging. 
-The LARYNGOTEC® stoma bu琀ons are available in various sizes and lengths.  

Severn Healthcare Technologies Limited 42 Kingfisher Court, Hambridge Road, Newbury, Berkshire RG14 5SJ 

Telephone: 01635 887640  Fax: 01635 552684  Email: service@severnhealthcare.com 

severnhealthcare.com 

In March, Clinical Co-ordination Centre (CCC) North staff at the 
Trust’s Bicester Headquarters were visited by Tony Hudson, Vice 
President of the National Association of Laryngectomee Clubs 
(NALC). 

Tony is leading NALC’s campaign to promote awareness of the 
needs of patients who have had a laryngectomy when they 
require emergency aid and particularly resuscitation. Tony talked 
openly to staff about his laryngectomy which he needed to have 
following radiotherapy in 2009. 

Laryngectomee patients are relatively rare and many of the staff 
confessed to having very limited knowledge about the condition. 
Tony explained that laryngectomees are people that have had 
their voice boxes removed, usually because of cancer. He 
explained that he now breathes through a stoma in his neck and, 
like all patients who’ve had a laryngectomy procedure, cannot 
breathe through his mouth or nose. So standard mouth-to-mouth 
resuscitation would be completely ineffective for him. 

Tony is very keen to raise 
awareness of people like him 
and he has been working with 
SCAS for some time; a video 
has been created by NALC and 
piloted on some training 
courses for our volunteer 
community first responders and 
an emergency resuscitation 
leaflet can be downloaded 

from NALC’s website 
(details below). All 
members of the local 
Laryngectomee Club 
have been given the 
option to have an 
alert put on their 
home address so that 
CCC staff are aware 
that someone at the 
address is a neck 
breather. 

Work is also being done to provide more in-depth training and 
awareness for our volunteer community first responders and CCC 
staff. It is really important to remember that it may not be 
immediately obvious that a patient is a neck breather because 
many patients wear clothing or jewellery over their stomas. Most 
laryngectomee patients will carry some kind of medical alert 
identification so it is really important to get aid givers to look for 
these. 

If you would like to find out find out more visit: 

www.laryngectomy.org.uk 

This article was in the South Central Ambulance Service staff 
magazine and is re-produced in CLAN by kind permission of 
SCAS who are supporters of the NALC Safety and Awareness 
Campaign.

Working Together To Raise Awareness Of Laryngectomee Patients

7
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Crackdown on Travel Insurers 
This article was published by Sarah Smyth for The Daily Mail on 
25 June 2018. 

l Cancer survivors are currently charged huge premiums on 
holiday insurance.  

l Under new rules from City watchdog firms have to let people 
know if they can get their insurance cheaper from a rival firm 
which is offering a specialist service.  

l The change could save patients and those in remission 
hundreds of pounds.  

Travel insurers which hit cancer survivors with rip-off premiums 
face a crackdown that could save holiday-makers hundreds of 
pounds. Millions of patients and survivors – many of whom have 
been cancer-free for years – are charged extra despite being 
declared fit to travel by doctors. 

The 59-year-old spends hours calling around as many as 14 or 15 
firms and can be quoted £1,000 for a two-week trip. She was 
diagnosed with pancreatic cancer in 2010 and had successful 
surgery to remove a tumour. The only effect now is that Mrs Stead 
has to take a daily tablet to help her digestion. The year after her 
treatment, she was forced to pay £700 insurance… as much as 
her air fare… to visit daughter Sarah in Miami.  

Seven years on, 
Mrs Stead and 
her husband 
Michael, now 74, 
love to visit their 
grandson Leo, 
four, who lives in 
Texas. “Even now, 
if I phone 14 
firms, I will be 
rejected by 
around nine,” she 
said. “The highest 
price I received 
this year was 
£970. It can be 
hard because 
people can be 
quite robotic on 
the phone. When 
you’re asked, 
‘Has the cancer 
been surgically 

removed?’ there’s no empathy. It’s terrible that after all these years 
you are still penalised.”  

 
Best Deal? 
One customer who had recovered from bowel cancer was 
refused cover by 20 insurers and then told the best deal for a 
two-week trip was £676. Yet Money Mail found a specialist firm 
which conducted a more detailed risk assessment and offered 
the same cover for just £134. The Financial Conduct Authority 
found that many who would benefit from using a specialist 
insurer did not know they existed or struggled to find them online.  

Up to 15 million people with long-term illnesses could gain from 
plans to make mainstream insurers alert customers to these 
offers, the FCA said. Christopher Woolard, of the FCA, said: 

“People with pre-
existing medical 
conditions feel poorly 
served by travel 
insurance. There are 
specialist services but 
often people don’t 
know where to find 
them. We’ll work with 
industry to point people 
in the right direction 
and help dispel myths 
and mis -
understandings.”  

Macmillan Cancer 
Support said people 
who have had cancer 
are penalised by ‘one-
size-fits-all’ policies, 
some costing 
thousands. It hears from people every day who have been 
quoted off-putting prices, refused cover, are baffled by complex 
exclusions or had to deal with endless phone calls and 
mountains of paperwork. Often prices quoted by mainstream 
firms are higher than the cost of the trip.  
 
Risk Assessment 
Such quotes have made many give up and cancel their plans, 
charities say. In contrast, specialist insurers use programmes 
assessing risk in more detail and can offer much cheaper prices. 
The FCA investigation found these providers cannot compete with 
well-known brands with large advertising budgets so customers 
miss out if they only look at well-known providers. Cancer 
sufferers are also regularly subjected to intrusive or irrelevant 
questions and insensitive treatment from big insurance firms, 
added the FCA. Last night Macmillan’s Fran Woodard welcomed 
the FCA proposals but said they did not go far enough to ensure 
‘fair and affordable cover’.  

Many mainstream insurers quote high costs because they do not 
want to cover those with medical problems, or are unwilling to 
assess them individually, explains This is Money. However, that 
doesn't mean that being a cancer sufferer, having diabetes, or 
any other medical problem can stop you travelling. Instead, you 
need to seek out a high quality specialist insurer.  
 
Specialist Insurers 
There are a handful of specialists offering cover for those with a 
cancer diagnosis or pre-existing health condition. These include 
the likes of Avanti Travel Insurance, All Clear, Insurancewith, 
Insurecancer, Freedom Insurance, JD Travel Insurance, Staysure 
and Worldfirst. Our sister company, Mail Finance's Travel 
Insurance was specifically designed to be able to help those who 
may find standard cover prohibitive due to medical reasons. It 
provides a market leading medical screening service and a 24/7 
emergency helpline all at competitive rates. Find out more about 
Mail Finance Travel Insurance.  

Check with any charity related to your illness. For example, 
Cancer Research has a helpful list here as does mental health 
charity, Mind.  

With most of them names you may not have heard of, you may 
want to check with the BIBA to make sure a company is properly 

Karen Stead’s daughter Sarah Turner, 34, 
who lives in Texas with son Leo Ralphie 

Turner, 4

Karen Stead
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regulated. It is also always worth searching 
the web for reviews of the company.  

Online forums are a useful resource, 
enabling you to find out about companies 
which other survivors have had positive or 
negative experiences with. Try 
Macmillan’s online community here.  
 
Check your existing policies  
If you have a packaged bank account you 
may already be paying for insurance. You 
will always need to disclose any pre-
existing conditions but often you will be 
able to cover these with an extra 
premium.  

After cancer treatment or a serious illness, 
you may struggle to get annual cover, 
with most companies only willing to take 
on the risk for single trips, but policies 
through your bank account often have the 
benefit of year-long multi-trip cover. 
 
Read the small print  
One of the most important things to 
consider is the small print with any 
insurance policy but it is even more 
important when you have a pre-existing 
condition. Insurance firms are notorious 
for wriggling out of paying up with the 
help of pesky terms and conditions. Some 
insurers may try to relate any health 
issues while travelling to your existing 
condition if you have excluded it from your 
policy, so you may want to ask for 
clarification on what's covered and what's 
not.  

When choosing your policy, you should 
also factor in the excess. If the deal looks 
too good to be true, it may be that you will 
be expected to cover a large chunk of the 
cost yourself. Don’t forget to check who 
your insurer will pay-up for. If you get 
stuck in a foreign hospital you will likely 
want loved-ones close by so make sure it 
will cover replacement flights and 
accommodation for others you are 
travelling with.  

While it's unclear what will happen to this 
after we leave the EU, until then make 
sure you take your EHIC card with you 
while travelling within Europe. But you 
may find other countries including 

Australia and New Zealand have similar 
agreements in certain circumstances such 
as inpatient treatment in an emergency. 
You can find out more on the NHS 
website.

I Wanted to Curl Up and Die! 
This article was published by Eleanor 
Fleming, Multimedia Journalist for 
Surrey Live on Saturday, 10 November 
2018 

A mother from Surrey has described how 
she ‘went into meltdown’ after being 
diagnosed and treated for advanced HNC. 
Soula Demetriou, 47, hopes her story will 
help raise awareness of the disease, its 
symptoms and the importance of early 
detection. After finding a lump in her neck 
on Christmas Eve in 2017, she decided to 
book an appointment with her GP, who 
said the lump was probably a harmless cyst due to her non-drinking and non-smoking 
habits.  

"I came home on Christmas Eve and leaned forward on my chin and noticed something 
there. I thought it was strange as I hadn't noticed the lump before. Since I'd had a 
stressful week with my mum in hospital, we all assumed it was probably swollen glands. 
It hadn't even crossed my mind that it could be cancer," she said.  

After undergoing dozens of tests, she was diagnosed with advanced HNC on Thursday, 
1 February 2018. The following day, she had her first operation. She said: "The time 
between my diagnosis and my first operation was less than 24 hours. I had no time to 
digest anything. It was an absolute rollercoaster. I don't think my feet touched the 

ground. 

“You're leading a normal life and the next 
thing you know, you have cancer."  

Her treatment included a six-week course of 
radiotherapy, in an attempt to eliminate the 
cancer and stop further growth. She also 
underwent four different surgeries within 
eight weeks.  

Mrs Demetriou explained that the official diagnosis wasn't the worst part for her. The 
side effects of her aggressive treatments affected her the most severely. "At the end of 
my treatment was when I had time to process what I'd been through, and it hit me like a 
ton of bricks, both emotionally and physically.”

Only Us Robots! 
I received a phone call the other night and naturally 
(or un-naturally, depending on the ear of the 
beholder!), I answered in my best lary (Servox) voice! 
The caller, one of those intrusive solicitors, asked to 
speak to the woman of the house. I told the caller 
there was no woman of this house… (Sally, my wife, 
was listening over the speaker phone). The solicitor 
then asked to speak to the person who is head of 
the household. I told the caller there are no 'human 
beings' living here – only us 'Robots'. The caller 
thanked me very politely and said to have a wonderful evening! 

(Herb Simon on WebWhispers)
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Tonsil Cancer but No Tonsils! 
This article was published by Lucy Elkins for the 
Daily Mail on 19 March 2019 

Janice Atkinson initially thought the pea-sized swelling that 
developed on the left side of her neck last summer was no 
more than a swollen gland… a sign of an impending cold 
or sore throat. But, unusually for a swollen gland, it wasn’t 
sore and, two weeks after it appeared, it was getting 
bigger. ‘That’s what made me think, “Hmmm, perhaps I 
should get this checked out,”’ says Janice, an independent 
MEP for South East England. 

She saw a doctor at the European Parliament who urged her to 
have tests quickly. Back in the UK she saw a private ear, nose 
and throat specialist, who performed a needle biopsy of the 
lump, when a needle is used to withdraw some cells. A few 
days later, on a sunny Friday afternoon in June last year, he 
called a horrified Janice and told her the initial results pointed to 
tonsil cancer. 
 
Always So Healthy! 
‘For the next two hours I was stunned. I had always been so 
healthy… and, yes, I did cry,’ says Janice, 56, a mother of two 
sons, aged 23 and 27, who is married to Simon, 51, a banker. It 
might seem a surprising diagnosis given that, in 2012, following a 
bout of tonsil stones… where debris collects in the crevices in the 
tonsils and calcifies… she’d had her tonsils removed. But while 
having your tonsils out reduces the risk of cancer… by about 
85%... tumours can develop in the remaining tonsil roots.  

The following week, after further tests, including a biopsy, there 
was more bad news: the cancer had spread. The swelling in her 
neck was where the cancer had spread to a lymph gland, and a 
dot-sized sore on her tongue, which Janice put down to a 
chipped tooth for months, was a cancerous lesion. There was 
another patch of cancer in her throat as well as the original 
tumour in the left tonsil root.  

‘Finding out I had cancer was one thing, but discovering it had 
spread was scary,’ says Janice, from Chislehurst in Kent. ‘All sorts 
of things run through your mind, but you have to shut them off. 
Initially, I only told my husband and my father-in-law… I didn’t 
want to worry my sons.’ A painless lump in the neck is a textbook 
symptom of this type of cancer. Others include a persistent sore 
throat, one tonsil becoming bigger than the other and difficulty 
swallowing. ‘This kind of cancer starts to spread quite early on, 
but we don’t know why,’ says Christopher Nutting, a professor of 
oncology at the Royal Marsden Hospital in London. ‘The lump in 
the neck occurs when the cancer has spread to a lymph gland in 
the area.’  
 
Subtle Symptoms 
Tonsil cancer is easy to miss, as symptoms can be quite subtle. 
‘There is not good awareness of this cancer,’ says Professor 
Nutting. ‘The actor Michael Douglas is probably the most famous 
person to have it, and even he had to go to four or five doctors 
before he finally got a diagnosis. ‘The problem is the symptoms 
are similar to many things. There are many instances where 
patients have been given several courses of antibiotics for a sore 
throat, when, in fact, they had cancer.’  

Alwyn d’Souza, an 
ear, nose and throat 
surgeon at University 
Hospital Lewisham, 
who treated Janice 
privately, says, ‘I do 
see cases where I 
think, “How did this 
not get picked up until 
now? That’s not 
necessarily due to a 
GP not spotting it,’ he 
adds. ‘It might be 
patients not getting 
their symptoms 
checked.’ ‘I saw a 
dreadful case recently 
where a man had a 
huge swelling in his 
neck… it was so big it 
was making him 
breathless… but he 
didn’t seek medical advice before because he was scared.’ In 
rare cases, left untreated, the cancer can spread to the liver or 
lungs, when it is harder to treat. Tonsil cancer typically occurs in 
those in their 40s and 50s, and cases have doubled over the past 
ten years, according to Cancer Research UK figures.  

Every year, 1,600 new cases are identified. Some are linked to 
smoking and drinking, but tonsil cancer cases are rising sharply 
because of an increase in the prevalence of HPV, or human 
papillomavirus, a sexually transmitted virus that’s so common, 
says Professor Nutting, ‘virtually all of us will have been infected at 
some point. HPV is a highly infectious agent and typically causes 
a transient illness when people are infected in their teens or 20s,’ 
he adds. ‘This might be a sore throat but may be so mild that 
people are unaware that they have the virus. However, in one or 
two per cent of cases, the infection seems to be able to persist in 
the tissue of the tonsils and then, in some cases, 20 to 30 years 
later, it can cause tonsil cancer,’ says Professor Nutting. Why is 
unclear. Many develop the infection as teenagers, so it may be 
related to some unhealthy element of their lifestyle at the time… 
perhaps a bad diet… which has a knock-on effect on the 
immune system.  

HPV is now thought to cause around half of all tonsil cancer 
cases. The virus is also linked to cervical cancer, which is why 
teenage girls have been offered a vaccination against HPV since 
2008… and the vaccination of boys will start later this year. ‘But 
there are still many people who were infected before the 
introduction of the vaccine and who may go on to develop tonsil 
cancer, so I would expect cases to continue to grow for the time 
being,’ adds Professor Nutting. Janice had been infected with 
HPV as a young woman. This came to light after an abnormal 

smear test in her 
twenties led to follow-
up checks. The fact that 
it had led to cancer so 
many years later was 
hard to bear. ‘I didn’t 
know it, but HPV was a 
ticking time bomb,’ she 
says.  

10

HPV virus
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Only Good News 
The only good news was that, in around 
90% of cases, the cancer is highly 
treatable… with radiotherapy, and usually 
chemotherapy, too… but as Professor 
Nutting concedes ‘the treatment is pretty 
hideous’. After an initial single dose of 
chemotherapy, Janice then had six weeks 
of targeted radiotherapy… with treatment 
five days a week. This began last August 
and involved having her head locked in 
place with a cage to ensure she didn’t 
move during each five-minute 
radiotherapy session. ‘Because it’s 
targeted, your cage is made to fit you, so 
you must not lose weight from the neck 
area during treatment. If you lose more 
than 1cm, the treatment would be 
stopped… which was the most 
frightening thing,’ she says.  

But after two weeks of treatment her 
mouth was so sore from the radiotherapy 
that eating became very difficult. ‘Trying to 
eat solid food was like eating glass,’ she 
says. ‘After four weeks, I was on 
supplements such as meal drinks, or 
yoghurt and porridge. I stuck to a milk-
based dairy diet. Even with pain 
medication, any seasoning on my food 
caused agony. After three weeks, the 
radiotherapy had damaged my taste 
buds and my saliva glands, so it felt like I 
was eating cotton wool. However, my 
taste buds are now about 80% of what 
they were and my saliva is starting to 
come back… but not as before… it’s 
frothy. If I eat chocolate, it just congeals in 
my mouth.’ Yet Janice knows in many 
ways, she is lucky. A scan in January 
found her to be cancer-free and she has 
recently returned to work. But the 
experience has changed her. ‘I’m more 
accepting and calmer. I don’t have too 
much to prove. I’m still driven, but I’m 
more laid back, and I don’t worry about 
work or the future like I used to.’ But she is 
passionate that teens should have their 
HPV vaccine. 

‘Now we know the virus stays in your 
body, it is so important that girls and boys 
get this vaccine… it is also important that 
people become more aware of the 
symptoms of this cancer,’ she says. ‘If you 
have a lump in your neck or a sore throat 
that won’t go away, just ask yourself, 
“Could it be something else?” If I hadn’t 
asked that question, I could be in a very 
different situation now.’ 

(from Plymouth RHNC Voice Newsletter)
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New Voice in 3D! 
People who underwent larynx surgery face a necessity of a voice prosthesis 
implantation, but such artificial windpipes are only produced abroad. SUSU 
scientists are developing a Russian analog of such an apparatus which will be 
several times cheaper than the imported products. 
 
Import Substitution for Vocal Rehabilitation 
The problem of vocal rehabilitation after larynx is removed has been an issue ever since the 
surgery itself was developed — laryngectomy. This surgery allows to prolong life of cancer 
patients, but unfortunately such patients are not able to speak anymore. A surgical method 
of vocal rehabilitation is by implanting a voice prosthesis. 

A student of the SUSU Institute of Sport, Tourism and Service Nikita Dubrovsky is working on 
development of a Russian voice prosthesis, which will help solve the problem of the 
absence of audible speech of larynx removal surgery patients. At the SUSU's Research 
Center for Sport Science developed a project on "Creation of a Russian Analog of a Voice 
Prosthesis and Tracheostoma". The project's academic advisor is Vitaly Epishev, Director of 
SUSU Research Center for Sport Science, Associate Professor at the Department of Theory 
and Methods of Physical Education and Sports. 

"Everywhere in the world, the method being chosen for vocal rehabilitation of the patients who 
underwent laryngectomy is the voice prosthetic care. Most often abroad-manufactured 
apparatus are used which allow patients to recover their voice. But the big minus here is that such 
an apparatus is due for replacement after approximately just one year. Imported prostheses are 
quite expensive, so we decided to come up with our own development, which will feature similar 
technical characteristics, but will be much cheaper," explains Nikita Dubrovsky. 
 
Creating a Voice Prosthesis by 3D Printing 
Voice prosthetic care was invented in 1980 and became a regular practice in all oncological 
clinics in the developed countries of the world. The method's principle is that a shunt 
(aperture) is made between trachea and the upper esophagus at the level of tracheostoma, 
and after that a specially designed valve is implanted. The construction of this valve (voice 
prosthesis) allows to exhale and forward air from trachea to esophagus, and in this process 
the walls of esophagus and lower pharynx start vibrating. Thus a loud voice is generated. 

"The abroad-manufactured prostheses mostly use plastic, which is very inconvenient 
because it's hard. We're planning on using food silicones, which will make the prosthesis 
softer, and patients will less suffer from pain. The forms for drip molding, which we will be 
filling with silicone, will be manufactured using 3D printing," shares SUSU student. 

The 3D computer model of the voice prosthesis has already been created, and it will be 
possible to use it in 3D printing. Many modern 3D printers use laser technology, and the 
produced models result to be quite accurate. Within the frameworks of the project 3D 
models have already been created for the end-products, as well as drip-molding forms for 
food silicone. Using a stereolithographic 3D printer, scientists of the SUSU Research Center 
for Sport Science have created a model and a prototype of the apparatus, which will be sent 
for clinical testing in Chelyabinsk Regional Center for Oncology and Nuclear Medicine. 
 
Work Will Continue under the Master's Program 
"Unfortunately, when we were working with 3D printing, we faced damages that occurred in 
the drip-molding tank in the process of the model creation. Moreover, such process of 
production may take 12 to 24 hours, which is a very long time. Since 3D printing turned out 
to be not that accurate, we will probably have to give it up in the future and turn to lathe 
operators instead, as they are in command of high-accuracy equipment. But first we need 
to improve our computer model," notes Nikita Dubrovksy. 

Moreover, the scientists are planning on selecting food silicone of optimum hardness, as 
this is the main condition of comfortable use of a voice prosthesis. Once an improved model 
is obtained, testing will be held, what will allow to account for its use in medicine. 

This year Nikita Dubrovsky has obtained his Bachelor's Degree in Physical Education and is 
planning to continue his research work under Master's program of the SUSU Institute of 
Sport, Tourism and Service. The research results have already been presented at a science-
to-practice conference for young scientists on Academic Readings: Fundamental Sciences 
and Clinical Medicine, as well as allowed student Nikita Dubrovsky become of the winners 
of an authoritative program UMNIK aimed at supporting commercially oriented scientific 
and engineering projects of young researchers. 

Taken from the Medical Life Sciences website: www.news-medical.net/ and www.susu.ru 
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Chesterfield Club 
The past few months have been unusually 
difficult, with the passing of valued 
members and others receiving the worst 
possible news about their prognosis. Our 
work continues nonetheless and in April 
we had a stall at Chesterfield Royal 
Hospital to raise awareness of head and 
neck cancer and raise some funds. 

At our meeting this month we will welcome 
clinicians from Nottingham University 
Hospitals Trust Late Effects Team to share 
what they can contribute to our members’ 
continuing patient journey. We are also 
looking forward to a Summer Evening Meal 
and trip to a local stately home. 
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Plymouth HNC 
Their Newsletter is as full as ever with news and articles: many of which appear in CLAN! 
Just a couple of items are:  

l On 28 March they held an informal, interactive half-day to explore ways to make 
some small lifestyle changes to your lifestyle to support your health and wellbeing 
during and after treatment.  

l On 10 April some members attended a 
Tour of the Theatre Royal, Plymouth.  

l On Thursday, 16 May, the Plymouth 
Bladder Cancer Support Group hosted a 
Boat Trip to Calstock.  

l There is a proposed PACS Network Walk 
on 13 July involving members of all 
cancer support groups in Plymouth 
under the title of Turning the Tide. 

News from the ClubsNews from the Clubs

The club enjoyed their annual Christmas 
meal at the Tredegar Arms Bassaleg in 
December 2018. It was a particularly 
special meal, as we were saying goodbye 
to Speech and Language Therapist, Jane 
Beckinsale. Many of the club members 
brought gifts and some had even made 
their own, including a special dormouse 
house made by Ron, and an owl garden 
ornament created by Tony.  

Colin has been in the club for 15 years. The club wished Jane well with beautiful flowers 
and chocolates.  

Ron is very creative and a 
keen handyman.  

The garden owl 
ornament was created 
by Tony, he had been 
keeping his talent very 
quiet!  

The club take a summer 
day trip. Last year they 
went to Weston-Super-
Mare, and had a lovely 
sunny day walking along 
the promenade. The club 

members welcome friends and partners to come along too!  

The Gwent Laryngectomy club meets on 
the first Wednesday of every other month. 
The club is very welcoming to new 
members. If you would like some 
information about the next meeting, please 
contact the clubs Speech and Language 
Therapy contact: lucy.powell@wales.nhs.uk   

Gwent Laryngectomy Club

Thank you! 
NALC continues to rely on the very 
kind donations given. We would like 
to share your generosity with our 
readers. 

We would like to thank: 

Glan Clwyd Laryngectomy Club Rhyl 
for their donation of £100.
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