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HELP US OR LOSE US! 
This may be the final issue of CLAN: 39 years after it 
was first published in May 1982. As you can see 
elsewhere in the Newsletter, NALC is facing a financial 
crisis. In 2013 MacMillan decided to phase out its 
financial support but a mixture of grants, legacies, 
fund-raising and donations enabled NALC to continue 
its work supporting laryngectomees. Then COVID-19 hit 
and charities, like everyone else, felt the financial 
impact. As our President, Malcolm Babb, explains, 
what is now very much at stake is our London office 
and staff: Vivien and Kerry. 

100 Ideas on Fund Raising! 
So we’re appealing for your help. As we continue (hopefully) to emerge from 
Lockdown, we need you to start fund-raising in every way you can. Perhaps 
inspired by the Captain Tom 100 campaign, you, your friends and families, can 
walk or cycle 100 miles (or yards), knit 100 scarves, make 100 face masks (just in 
case), bake 100 scones and so on. And publicise your efforts in local newspapers, 
social media etc. If you tell us what you’re doing, we’ll publicise it too. And then, 
hopefully (again), there may even be an August issue! 

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. 158: 1 August 2021

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 …………….………………………………... 

#

The easiest way to donate to NALC is via the Justgiving page: 
www.justgiving.com/laryngectomy-clubs 

Typing ‘Justgiving NALC’ in Google also works well
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NALC Future 
As can be seen from 
other pages of this 
edition of CLAN, our 
future is uncertain. The 
pandemic has cut off 
many sources of funds with the 
restriction there have been on 
gatherings. Charitable trusts have 
provided much of our recent income. 
However, they have been unable to 
meet requests for funding from the many 
charities, which like NALC, are running 
out of money. 

What is at stake is our London office and 
staff, which have been a unique 
resource for larynegctomees for over 40 
years. I hope every reader will feel able 
to respond in some way. 
 
Audio Logo 
We reported in a previous edition about 
this project which aims to develop an 
alert to users of the telephone that they 
are speaking to someone with a speech 
impairment. The project has made good 
progress, despite COVID-19, and a 
website will shortly go live. There has 
been a very positive response from 
many charities, not just NALC, which see 
great benefits if the project is successful. 
 
Voice Banking 
The campaign to get the same level of 
support for patients with speech 
problems as is available in Scotland has 
now got under way. Members of 
Parliament have been contacted and we 
are awaiting an initial response from the 
Department of Health. 

Malcolm Babb

Notes from the 
President

Thank you for your newsletter. I always 
make sure I have copies available in the 
hospital for my laryngectomy patients and 
I always enjoy the articles myself. I hope 
you don’t mind me making a couple of 
comments?  

Regarding voice banking – this is 
something I have looked into for my 
patients but there is an obstacle of time 
(as well as money) specifically for cancer 
patients due to the necessary imminence 
of their surgery. Unfortunately it takes 
hours of work to bank someone’s voice 
and this would be difficult following a 
cancer diagnosis major enough to require 
a laryngectomy. It’s not to say it can’t be 
done and I don’t want to rain on any 
parade but rather inform you of the 
process. For a person with MND or 
something similar, voice banking would 
take place over several sessions 
spanning a few weeks. For the 
laryngectomy population, we would have 
to put something much more timely in 
place. Just food for thought….. 
 
Augusta Speech Therapy 
Also, I looked up the Augusta Speech 
Therapy Programme with interest. I 
wonder how much they would charge for 
a consultation? They seem to offer similar 
to what the NHS (should) offer here for 
free (well not free – for your NI and tax 
contributions!) and describe the typical 
head and neck MDT we get here but may 
not be so easy to get in the US? Interesting 
to hear how it is done differently over the 
Atlantic. 

Thank you so much for including 
information about the Can you hear my 
voice? documentary. I was fortunate to 
watch it the other week and it was a very 
moving piece of journalism. I look forward 
to it being screened more widely. 

Best wishes and keep up the great work! 

Cheryl Davidse 
Speech and Language Therapist 
The Great Western Hospital NHS 

Foundation Trust

Voice Banking and 
Augusta Speech 
Therapy

PEN Podcasts 
In case you missed it, we recently 
launched our Patient Experience Radio 
where we have featured podcasts from 
our national awards. So far we’ve had 
hundreds of downloads and are 
delighted with the responses. Our most 
recent editions have looked at: 

l the success of a children’s takeover 
challenge in Northamptonshire 

l some work in Birmingham providing 
emotional support for siblings and 
their families at a time of loss or 
illness 

l the in-patient information and support 
rounds for patients with cancer in 
Leicester 

l a mobile app for communication 
between home enterally tube fed 
patients and home care nurses 
(which is also this month’s featured 
case study) 

l what art brings to the world of 
experience in Derby 

At only 10 minutes each, they are 
definitely a great listen with so much 
transferable learning. 

Just visit: patientexperiencenetwork.org/ 
resources/patient-experience-radio/

Chesterfield Club 
Last year we resumed outdoor meetings 
after the lockdown from August through to 
October. Since then we have had to use 
Zoom, which not all of our members can 
access. 

Hence it was a great relief in May to get 
back to meeting face to face again, 
though still outdoors. There was much 
news to catch up with! We hope to be 
back to or usual meetings in a couple of 
months or so.

They say one glass of wine in the 
evening is good for your health, but 
how many should I be having in the 

morning? Steff Todd (@SteffTodd)

CLAN online 
We all enjoy reading the CLAN newsletter, 
but did you know you can have it sent 
straight to your inbox. By having an 
emailed copy you will be saving NALC £5 
per year which is the cost of printing and 
posting the CLAN. If you would like to 
receive your CLAN via email either go 
online and sign up via the link or contact 
the office and we will add you to our 
mailing list – don’t forget to cancel your 
paper copy.   

www.laryngectomy.org.uk  
info@laryngectomy.org.uk 

020 7730 8585



Connection hub: Stay connected to those who know and understand.

• A dedicated Customer Care Representative
• Personalised service - you choose how and when you hear from us
• CQC Registered Nurses to support you in your daily routines, in close partnership 

and communication with clinicians 
• Educational events in the community for people with similar experiences
• Atos MyLife app to provide inspiration and information on living well after a 

laryngectomy

Care delivered: Bringing the right products and care your way.

• Easy and convenient ordering
• Optional convenient monthly reminders
• Electronic Prescription Service
• Rapid, reliable delivery
• Discreet packaging
• Convenience orders by subscription

Best Start: Get off to the best start in life after a laryngectomy.

• Enhanced support for your first six months from our Welcome Team of CQC 
Registered Nurses

• A welcome pack and a welcome call
• Practical tools and equipment to make life easier, including a complimentary care 

bag containing a range of helpful items
• Regular liaison with clinicians for joined up care

The only integrated care and distribution service 
for people with a laryngectomy in the UK. 

At Atos Care, our mission is to help make life easier 
for people living with a neck stoma. We want to be 
here to support you every step of the way.

We understand that after your operation, you need 
more than just products to help you live your life 
fully. Trust, time and care are more important than 
ever. The Atos Circle of Care is our comprehensive 
support service to help you.

Contact us to find out more about how we can support you on your laryngectomy journey:
Call: 0800 783 1659 Text: 0780 014 0059 Email: info@atos-care.co.uk Web: www.atos-care.co.uk

The Atos Circle of Care 

Welcome to Atos Care 
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2021 sees NALC facing a significant 
challenge in securing the funding needed 
to continue its support for laryngectomees 
at the level it has provided since 1975. 
There is a real risk that before the end of 
the year, we may have to close our London 
office and lose our experienced staff. 

Initially, NALC was an associated charity of 
Macmillan Cancer Support, who provided 
the funds for all of NALC’s work. As 
Macmillan’s activities grew and its way of 
working changed, it took the decision in 
2013 to phase out its support for NALC. At 
a stroke NALC had to change its focus to 
include fundraising. The laryngectomee 
community is a relatively small but 
significant community, many of whom 
benefit greatly from the help and support 
that NALC can give to them. We are not 
able to attract the scale of resources that 
other cancer groups can attract. 

However we have been able to continue 
our work with the benefit of grants from 
charitable trusts, legacies, support from 
manufacturers of laryngectomee items 
and donations from laryngectomee clubs 
and individuals. But in 2020, the arrival of 
COVID-19 drastically changed the situation 
for the worse. The lockdown restrictions 
meant fundraising activities such as coffee 
mornings or sponsored events could not 
happen. Charities, large and small, across 
the UK faced an immediate loss of funds. 
Inevitably, charitable trusts saw a massive 
increase in request for grants and have 
been unable to meet the increased 
demand. 

Currently NALC provides assistance to over 
50 hospital trusts, supporting their 
laryngectomy patients with the provision of 
information packs and emergency items 
such as wristbands and car stickers. We 
distribute 3000 copies of our newsletter 
CLAN and a similar number are 
downloaded from our website. Our 
YouTube channel streams over 1000 videos 
each month. Our office is a unique 
national resource. By way of example, 
care homes about to admit a 
larynegctomee frequently contact us as do 
laryngectomees experiencing difficulties 
whilst on holiday abroad or in the UK. 

We need the support of the laryngectomee 
community if we are to be able continue 
our work into 2022. The Captain Tom 
100campaign has shown how, despite 
COVID-19, fundraising can be adapted to 
continue to support vital causes. To 

celebrate what would have been his 101st 
birthday, they recommend finding a 
challenge around the number 100, 
whether it is baking 100 cakes, running 100 
metres or anything similar. Please consider 
how you might employ a similar approach 
to support NALC, with the help of club 
members, family and friends. NALC would 
be happy to publicise any efforts on our 
social media to generate support if you are 
able to let us know in advance. 

This is an urgent appeal for your help and 
we hope you will be able to assist us. 

Malcolm Babb 
NALC President

A Significant Challenge for NALC

EmergencySMS 
The emergencySMS service lets deaf, 
hard of hearing and speech-impaired 
people in the UK send an SMS text 
message to the UK 999 service where it 
will be passed to the police, ambulance, 
fire rescue, or coastguard. Simply by 
sending an SMS message to 999 you 
can call for help and the emergency 
services will be able to reply to you.  

You will need to register your mobile 
phone before using the emergencySMS 
service. To register using SMS text 
messages you must: 1. Send the word 
’REGISTER’ in an SMS message to 999. 2. 
You will then receive SMS messages 
about the service. 3. When you have 
read these SMS messages reply by 
sending ’YES’ in an SMS message to 999. 
4. You will receive a SMS message telling 
you that your mobile phone is registered 
or if there is a problem with your 
registration. 5. In an emergency contact 
the service by texting 999. Your message 
should include Police Service required, 
details of incident and location. 

For further information consult 
www.emergencysms.net or RNID, 9 
Bakewell Road, Orton Southgate, 
Peterborough PE2 6XU. 0808 808 0123 
or 0808 808 9000. SMS: 0780 000 0360. 

Cancer Laryngectomee Trust 

Early Detection of 
Cancer 
This article was published by Lynn News 
Reporter for newsdesk@lynnnews.co.uk 
on Sunday, 20 December 2020. 

A new clinic at Lynn's Queen Elizabeth 
Hospital will help with early detection of 
head and neck cancer (HNC). The Rapid 
Access Neck Lump Clinic has been added 
to the Ear Nose and Throat (ENT) 
department. HNC is the eighth most 
common cancer in the UK with over 
12,000 new cases recorded every year.  

One of the initial symptoms is a neck lump. 
Sharon Cotton, Macmillan Cancer Support 
HNC Nurse Specialist at QEH, said: “This 
life-saving clinic targets the early signs of 
cancer and reduces the time from referral 
to treatment plan. There is good evidence 
that early detection of HNC improves the 
chances of surviving this disease.” 

 
One-Stop Clinic 
In the one-stop clinic, patients will have a 
full assessment and can also have tests to 
determine if a lump is benign or 
malignant. In the latter case, patients can 
be fast-tracked for further tests to be swiftly 
diagnosed and appropriate treatment can 
commence. Lead consultant for the clinic, 
Mohamed Alfiky, said: “We’re so pleased 
to finally be able to offer this service. The 
one-stop clinic can provide early diagnosis 
and reduce waiting times by an average 
of three weeks, which is crucial when 
investigating cancer.” 

This item was contributed by  
Geoffrey N. Read 

Just a quick note to say thanks 
to everybody for all the 

wonderful birthday cards and 
money yesterday.  

And to the Royal Mail  
for giving me the job.  

Ben Turner (@benturnercomedy)



Kapitex is very proud to introduce the comprehensive Labex 
electrolarynx range to the UK for the first time. There really is 
something to suit the needs of everyone:

Labex Inspiration: 

Change your intonation while speaking with intuitive Touch 

Technology by sliding the finger on the Control Panel. 

Incredible talk time and USB charging. With integrated battery.

LALAB0001 Labex Inspiration Speech Aid

Labex Harmony

High-performing elegant electrolarynx with a simple 

interface. Including two fully customisable voice buttons.  

An integrated battery, with USB charging provides 30 to 45 

hours of talk time.

LALAB0002 Labex Harmony Speech Aid

Labex Comfort

The two-button design of the Labex Comfort electrolarynx 

can help make communication seamless. Small, lightweight, 

durable and simple to set up. It is compatible with all 

rechargeable 9V Li-ion batteries.

LALAB0003 Labex Comfort Speech Aid - Grey

LALAB0004 Labex Comfort Speech Aid - Black

 
Labex Digital

Designed for maximum convenience, the Digital is simple 

and easy to use and with only one speech button it is ideal 

as a back-up speech alternative. It is compatible with all 

rechargeable 9V Li-ion batteries.

LALAB0005 Labex Digital Speech Aid - Grey

LALAB0006 Labex Digital Speech Aid - Black

Visit www.kapitex.com for more information  
Kapitex Healthcare Ltd, Unit 1, Erivan Park, Sandbeck Way, Wetherby, West Yorkshire, LS22 7DN  Tel: 01937 580211 Email: sales@kapitex.com

®
® E L E C T R O L A R Y N X  R A N G E
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    NALC   -  What we do 
Pa琀ent INFORMATION packs are supplied to over 昀昀y        
hospitals and other ins琀tu琀ons. The NHS website has a   
download link for our handbook. 

We distribute thousands of copies of our quarterly 
NEWSLETTER and many more are downloaded 
from our website. 

Our sta昀 respond to TELEPHONE calls from pa琀ents,  
family members, hospitals, care homes and social     
workers. This is a unique na琀onal resource. 

We provide free SAFETY ITEMS such as emergency cards, 
wristbands and car s琀ckers so that laryngectomees can      
adver琀se their  vulnerability when out and about. 

ONLINE every month around 1500 videos are viewed  
on our Youtube channel and over 2000 lea昀ets          
downloaded from our website. 

We have over 50 a�liated GROUPS around the UK 
which support laryngectomees in their locality. 

Since autumn 2020 our monthly ZOOM Mee琀ngs have 
a琀racted an audience from around the country. 

As part of our EDUCATION Programme we deliver 
presenta琀ons to universi琀es and hospitals to raise 
awareness of the needs of laryngectomees, to help 
keep them safe. 
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Jim Kennedy,  a Laryngectomee, says: 
“NALC quite simply gives Voice to the 
Voiceless, a backbone to hard working 
‘Larry’ clubs as well as a vital resource and 
a real world focus for dedicated health 
professionals all over the UK and beyond. 
NALC acts as a focus for local groups, many 
of which are very small, with just a handful 
of members. They are very active at: 

l raising public awareness of the issues 
faced by Laryngectomees,  

l engaging with organisations such as 
Public Health England (and equivalent 
groups in Scotland and Wales).’  

l lobbying for change, interfacing with 
peer groups in the wider cancer support 
network.” 

 

 

 

 

 

 

 

 

 

 

 

Sarah-Jane Ketterer, Lecturer in 
Radiotherapy at the University of 
Liverpool, says: “I teach head and neck 
oncology and have had the pleasure of 
working closely with the NALC over recent 
years. They have provided a number of 
sessions to our students regarding the 
patient experience.  These sessions are 
always positively evaluated by students, 
and are often the highlight of the module.  
NALC gives invaluable insight into the 
patient perspective that we as lecturers 
simply cannot provide.   

The delivery of these sessions is always of 
the highest professional standard, but also 
has a very human element. I cannot over 
emphasise how much I value NALC.” 

Joanna’s Big Jump 
Over the last 25 years through different 
roles, I  have worked with laryngectomy 
patients. A condition that is rarely spoken 
about in the media. A group of patients 
that have lost their voice and become neck 
breathers. I have met so many amazing 
people. The support given by NALC is 
invaluable.  

NALC support laryngectomy patients and 
their families around the country.  

The charity was established in 1975 and 
have been self-funding since 2015. Up until 
the start of the lockdown last March they 
managed to keep their head above water 
however once the country went into 
lockdown all fundraising stopped. The 
Charity’s funds are now at a point that if 
they are unable to secure enough to keep 
them afloat, they will have to close in 
September. 

This will be a huge loss to both clinicians, 
patients, and their families. For those that 
are unaware a laryngectomy is the 
surgical removal of the larynx, the portion 
of your throat that houses your voice box. It 
will affect speaking, breathing and 
swallowing.  

Kapitex Healthcare have sponsored the 
skydive. Allowing me to raise much 
needed funds.  Please support me and 
help keep this charity going. 

If you would like to donate please do so 
via: www.justgiving.com/fundraising/ 
joannaknight-kapitex 

Jessie Westnidge raised £153.00 by not 
drinking for 30 days and other fund raising 
for National Association of Laryngectomy 
Clubs ‘because I am grateful for the work  

Kim Winterton of our Preston Club 
donating Boogie Boards to the Speech and 
Language Therapy Dept at The Royal 
Preston Hospital. 

Kim’s wonderful husband Dave is cycling a 
100 miles in aid of NALC. If you can spare a 
pound or two to show him your support  
his Just Giving page is  www.justgiving.com/ 
fundraising/David-Winterton. Many thanks 
to Dave. We wish him well and a very safe 
journey. 

David, a laryngectomee in Scotland, says: 
“I would like to express my delight at 
attending the NALC zoom calls as I don’t 
feel so isolated hearing other 
laryngectomee's problems and conditions 
like my own. As a single person and 
especially during COVID-19 I've been really 
isolated with no communication from my 
speech therapy department or valve clinic. I 
really hope that NALC can continue with the 
monthly meetings, keep up the good work!” 

Meet Bernie the Bunny... This delightful 
ball of fluff belongs to Megan Sharkey, a 
radiotherapy student @The University of 
Liverpool. Megan and Bernie are raising 
funds for NALC. There are lovely ‘bunny’ 
prizes to be won. Please hop over to her 
JustGiving page www.just giving.com/ 
fundraising/Megan-sharkey1 . If you have 
Instagram, Bernie can be found at 
@berniebunny_

OVER TO YOU
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Trev’s Story 

Part three 
I woke on the morning of my op very early 
and got ready for the course of action 
about to be carried out. I washed, shaved, 
clean teeth a change of underpants and I 
was ready to go. (A few years earlier I had 
a hip replacement and rather than show 
my bum to all and sundry I wore a pair of 
pants under my gown, after the op I woke 
up and the pants had gone! I have never 
forgotten. Someone somewhere is 
wearing my pants and I will find you!)                         

She who must be obeyed arrived early 
ready to sit and wait and worry all day 
and it was quite a few hours, (don’t tell her 
but without her I realy could not have 
gone on) the gurney arrived and Trev was 
loaded on and walked miles and miles 
through caverns measureless to man 
down to a sunless sea (sorry Mr 
Coleridge, got carried away) to the pre op 
area, said tata to loved ones (you always 
worry for them in case you don’t come 
back. Strange feeling realy because I 
would never know about it anyway but 
they would) then get pushed into the 
operating theatre which I have to tell you 
was a bit disappointing, nothing like Holby 
City, more of a small room with a realy 
narow bed that your arms keep falling 
down the sides but hey ho, nice chat with 
the anaesthetist and before you know it 
you have gone for about a split second 
(OK, actualy 12 hours) before you wake up 
in a totally different place with different  
people all around you, lots of pain and 
with loads of tubes and stuff poking all 
over the place but much more importantly, 
my wife’s face to let me know I was still 
alive.    

Everything a bit muzzy for a while, falling 
in and out of a drug induced slumber and 
finally you come around proper to realise 
you have tubes in places that are quite 
frankly, very scary (especially the ones in 
your neck) The tube up my nose had gone 
and was now coming out of my neck, I 
sneaked a quick look in the mirror and 
wished I hadn’t! I wondered who that was 
was looking at me? Badly swollen face 
and neck, metal staples holding my head 
on, puffy eyes and a hole where the tracky 
had been in my throat caked in blood and 
mucus, oh and a tube coming out of my 
willy! I don’t remember much for the next 
few days and just seeing my Sally kept me 
sane. 

There were fantastic nurses and care staff 
and one in particular was this fierce 

looking hairy biker bloke (you know who 
you are Kevin) who looked after me so 
well I could have married him! He would 
clear my air way of all the gunk 
(remember I was now breathing through 
a hole in my throat or stoma to give it its 
proper name) my stoma was full of 
stitches both inside and out with metal 
staples holding my throat in place. After a 
few days the surgeon said it was ok to 
remove some of the staples and I was 
filled with dread at that thought of these 
metal staples being pulled out but I can 
honestly say that Kevin was such a true 
professional and I did not feel a thing, the 
same with the stitches inside my throat 
which were removed over a period of time 
and caused me no bother whatsoever, 
good on yer Kev, I love you (in a manly 
way of course!) 

Now the tube in my penis was another 
matter! When I was a child I had to have a 
procedure, which meant a tube was 
inserted into my penis for a camera to be 
put into (remember that when I was a 
child it was 60 years ago and their 
cameras were a lot bigger then) This 
procedure was normally only done to 
aging men and so the tube was also 
somewhat larger than the ones used 
today, I remember the pain of it being 
taken out and especially the pain of trying 
to pee for the next few days it realy was 
like peeing broken glass. So, you can 
imagine the trepidation I felt when this 
tube was going to be taken out.  

My wife had spoken to the lovely nurse 
that was going to do the business and she 
was assured that Trev need not worry so 
of course I did, it’s a man thing. Cometh 
the hour she was so gentle and caring I 
need not have spent two days in absolute 
fear! And when she had finished I could 
pee in profusion with no worries whatever. 
Ahh the small pleasures of life are so 
rewarding. You ladies just would not 
understand the pain that us men have to 
suffer; I suppose childbirth might come a 
little close to it. 

Eventually things started to get better, slowly 
but surely. A constant flood of saliva pouring 
from my mouth which I had stuffed with 
tissues to stop keep having to spit gradually 
began to slow and stop. The incredibly sore 
throat (not surprising realy) cleared up and 
nearly all of the scratchy stiches inside my 
stoma were removed. Neck tubes gone, 
nose tube now in my throat was still feeding 
me and I was being hooked to a feeding 
machine every night for hours and hours 
but they kept promising me a swallow test 

which if I passed would mean I could try to 
eat again.  

Swallow test day finally came and I had to 
stand on a platform in front of an x-ray 
machine while I swallowed radioactive 
substance to turn me into Radio Man, 
fighter for justice, righter of wrongs and… 
sorry got carried away again! The liquid 
shows up on x-ray and they can see if any 
liquid is spurting into anywhere it shouldn’t 
like into your lungs which is apparently 
quite dangerous. This is realy quite scary 
as you just don’t know what is going to 
happen. They ask you to take a mouthful 
of liquid and hold it in your mouth until 
they tell you to swallow. Then you swallow 
the liquid and it takes a lot of courage to 
actually make that first swallow. 

Trev passed with flying colours with no 
leaks to his pipework and it meant that I 
could start to try and eat/drink again, 
yippee, coffee here I come. 

My first meal was breakfast the next 
morning where I had a Weetabix (or the 
NHS straw chafe equivalent) and it took 
me about an hour and a half to eat one 
biscuit. The poor ward lady kept coming 
back to get my bowl and had to keep 
going away again but I was determined to 
eat the damn thing. It had all turned to a 
sloppy mush and each tiny bit had to be 
taken with a mouthful of water to wash it 
down but I was determined to finish it and 
I did. Remember, Confucius said: It does 
not matter how slowly you go so long as 
yoTrevor Hutsonu do not stop. 

From there on in, it improved slowly but 
surely. Having this operation means that 
your sense of taste and smell is 
significantly reduced (and at first it has 
almost completely gone) but I learned 
quickly to have the Asian food choices as 
they are spiced and at least I could get a 
modicum of taste. Anyroadup, I survived, I 
improved and I am still here, so that’s a 
bonus and everything else is just an 
inconvenience.  

You do learn to cope with a diminished 
sense of smell and taste and learn various 
techniques to cope with that. I am lucky 
that I can eat food with lots of spices now 
so that I can taste something at least. 
Smell is a more difficult thing for me, there 
is a technique to get some smell but for 
me it is varied. Sometimes I get a bit of 
smell but most times not. Its strange 
because sometimes a smell seems to get 
stuck in your nose and you imagine you 
can smell it for hours. Still everything has 
an advantage, at least I can’t smell it 



What’s it like being a lary? Well, I have only 
been one for six years but I have to say 
that for me, its really not that bad. 
Certainly not anywhere near as bad as I 
imagined pre op. Yes, I have a little 
stiffness in my shoulder and neck on one 
side. My sense of taste and smell are 
much diminished and it can cause a 
problem sometimes when I cook (I used to 
be a rather excellent chef even if I do say 
so myself!). It can get frustrating when 
after what seems ages getting it all sorted 
cleaned and restuck you have a sudden 
cough or sneeze and have to do it all 
again (I’m sure you’re with me here) my 
bugbear is after warming the baseplate 
and sticking it on you find it has 
mysteriously creased or folded over. Grrr. 
Constant nose dripping is a periodic 
nuisance and please don’t even get me 
started on automatic phone systems, but 
overall, I am not one to complain (just ask 
my wife) 
 
Rather Good 
So my life isn’t that bad at all really and in 
fact, it is really rather good and certainly 
better than the alternative. 

I can do an excellent rendition of Lee 
Marvins ‘I was born under a wondering 
star’ or Satchmo’s ‘Wonderful World’. “This 
is the voice of the mysterons” is a bit lost 
now as most kids have never even heard 
of them as is “Luke, I am your father” but 
you never know, one day they may come 
back and when they do, Trev will be ready. 

I know loads of post-Lary people far more 
experienced than me and I greatly admire 
all of them and how they have got on with 
this new way of life. Some of them are 
swimmers, singers, cyclists, mountain 
climbers, sky divers, trumpet players, 
kazoo warblers, astronauts (OK, not yet 
but who knows?) and lots of other crazy 
things as well as just surviving so well 
done all, none is ready to give up yet.  

I really think the secret to life whether you 
are a lary or not is to get on with it and 
enjoy every moment you can.  

Remember the Dalai Lama once said “the 
purpose of our lives is to be happy” or as 
Chief Crazy Horse of the Cherokee tribe 
said “ehoo whamba  chipowa waka “ 
which I am sure you all agree is 
important! 

Trevor Hutson

when the dog farts which my wife tells me 
is evil! 

I was fitted with a TEP speech valve and 
was lucky enough that for me it works a 
treat and means I can talk again. I am 
trying to achieve oesophageal speech and 
determined I will master it one day. 

Many more stories and experiences to be 
told but that’s for another time. 

Good luck to anyone if you are going to be 
joining our special club (we are even more 
exclusive than the Masons)  

You will find that everyone of us will be 
prepared to support you, you only need to 
ask (no pun intended. Ha. Ha). There are 
lots of organisations to help get through 
the trauma and problems faced daily. One 
of the main ones that helped me the most 
is NALC. They have a wealth of information 
either on line or printed matter. Lots of help 
and advice from people like us i.e. Larys, 
people that realy understand our needs 
and not just medical people that know the 
procedures but not what its actualy like. 

I found that our carers are the ones that go 
through the worst of this procedure, they 
have to cope with us, our problems, 
frustrations, anger and fears etc. (just a few 
of the emotions we go through) and they are 
also helped by NALC and the information 
and support they offer, thanks NALC. 

Trevor Hutson
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Trev’s Story: Five Years Post-Op

What Comes Next? 
A Personal View of COVID-19 and After 
It is more than one year since my local group met indoors. Since 
then, following the COVID-19 restrictions, at first we had no 
meetings and then in late summer we met face to face outdoors. 
Since then and the second lockdown in November and the third at 
the turn of the year we have used Zoom to meet. 

Understandably, the numbers attending have dropped and we 
are all looking forward to getting back to normal. There are many 
questions around that possibility and it is likely many things have 
changed for ever. 

So what lessons have been learned? What will laryngectomy care 
look like and what would we like to see? 

l All our group members have now had their first COVID-19 
vaccination and in a few weeks all will have had their second. 
A return to ‘normal’ may not happen quickly because vaccines 
do not give 100% protection and a further wave of infection in 
the autumn is anticipated by some scientists. 

l Chesterfield Royal Hospital is promoting online out-patient 
meetings and I have just recorded a video supporting their 

campaign for this development. Of course many appointments 
have to be face to face, but for others a videoconference is just 
as effective and for both patient and clinician they are very 
easy to manage. 

l I use the cheapest voice prosthesis, a Blom-Singer duckbill 
valve, and have recently replaced one after 12 months 
service. I change the valve myself and was unaffected when 
valves services were restricted last summer. Valve plugs and 
liquid thickeners are a poor substitute for having a leaking 
valve changed in a timely fashion. Why have patient 
changeable valves apparently fallen out of fashion? They are 
cost efficient for the NHS and the patient benefit is 
considerable. 

l Laryngectomees have been used to having an annual 
influenza jab, regardless of age. It will be perfectly 
manageable if we have to do the same for COVID-19. 

l During the pandemic, life-saving laryngectomy operations 
have continued. In some areas peer support for patients from 
previous laryngectomees has been possible. There is no 
excuse for this not being offered, via video or otherwise. 

Malcolm Babb

The other day I saw one of those 
new ‘driverless’ cars. In fact, I saw a 

whole car park full of them!  
Milton Jones (miltonjones.com)



The new Provox LifeTM system was developed on 
the basis of thorough research, and is designed to 
address the challenges that you experience with 
HMEs and attachments. 

Developed with you in mind, the system offers 
a complete, flexible solution that allows you to 
experience a personalised routine, no matter where 
you are on your recovery journey. There are products 
for every situation to help you to use HMEs 24 hours 
a day to build a positive cycle and reduce excessive 
mucus and coughing.

Please visit our website at www.atos-care.co.uk or 
call us on 0800 783 1659 for more information on 
how Provox LifeTM can improve your quality of life.

Visit our website
www.atos-care.co.uk

Email us
provoxlife@atos-care.co.uk

Call us
0800 783 1659

Introducing Provox Life™ 
• Better pulmonary performance
•  Enables 24/7 HME use
• Reduction of mucus
• Reduced coughing

Home 
HME

Night 
HME

Go 
HME

Energy 
HME

Protect
 HME

FreeHands
HME

Breathe better, whatever you do

• Six high performing HMEs that offer improved  
 humidification and breathability.

• Four newly designed adhesives for a wider range  
 of skin types and stoma contours with improved  
 materials and new SecureFitTM coupling.

• HMEs that are compatible with all adhesives  in  
 the Provox LifeTM range to offer you a   
 personalised routine. 

The next generation solution 
consists of:

• Colour coded products and packaging for   
  improved easy identification.
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Electronic 'nose' that detects chemicals in breath 
may help spot early signs of oesophageal 
tumour.    
 
Electronic ‘Nose’ 
An electronic ‘nose’ that sniffs out chemicals in breath 
may help spot early signs of oesophageal cancer, 
which can be linked to acid reflux. The breathalyser-
type device uses sensors to identify patterns of 
compounds found in breath that are unique to 
Barrett’s oesophagus, a ‘pre’ condition to the cancer. 

Improving diagnosis of oesophageal (or gullet) 
cancer could help save lives; currently around 60% of 
patients in the UK are diagnosed at a late stage, 
when it is harder to treat. 

Having long-term, severe acid reflux is one of the 
main risk factors, as over time, the stomach acid 
causes cell changes in the gullet, known as Barrett’s 
oesophagus. 
 
Up to 13% 
According to Cancer Research UK, up to 13% of people with 
Barrett’s oesophagus will develop oesophageal cancer. Barrett’s is 
usually diagnosed with an endoscope, a long, thin flexible tube 
with a camera on the end… but this can be an uncomfortable 
procedure for patients, and expensive, making it unsuitable as a 
screening tool. The new breath test could provide a non-invasive 
alternative. There are 3,000 volatile organic compounds (or VOC) 
in the air we exhale; some are the result of inflammation, others 
are produced by metabolic processes in the body, such as the 
breaking down of glucose. The VOC are released into the blood 
and pass into the airway once the blood reaches the lungs when 
they are then exhaled from the body. Different diseases have 
different patterns of VOC and researchers have shown that the 
device can detect these patterns. 

To carry out the test, the patient breathes into a tube attached to 
the device and sensors spot specific patterns of VOC. Results are 
available within minutes. 

In a study at Radboud University in The Netherlands, reported in 
the journal Gut last year, 400 people breathed into the device for 
five minutes; some had been diagnosed with Barrett’s, others acid 
reflux, or had a healthy oesophagus. Results showed the VOC 
content was different in the three groups, and the device was able 
to detect Barrett’s nine times out of ten. It could also accurately 
spot those without the condition. A trial of the device is now under 
way at the university with nearly 500 patients, who will have the 
breath test and then an endoscopy to confirm the test’s accuracy. 
Other research has shown the device can detect a wide range of 
conditions. A study presented at the European Respiratory Society 
Congress in Madrid last year showed that it was 96% accurate at 
detecting lung cancer from VOC. 
 
Various Uses 
The technology has also been used to identify people with colon 
cancer, tuberculosis, prostate cancer, bladder cancer, regional 
pain syndrome, stomach cancer and epilepsy. Jaydip Ray, a 

professor of otology and neurotology from the 
University of Sheffield and clinical director for ear, 
nose and throat at Sheffield Teaching Hospitals, 
said, “VOC offer a great promise as non-invasive 
biomarkers for [many cancers] early detection, 
screening, and surveillance. The non-invasive 
nature of the test is more patient friendly, uses 
fewer resources and might be easy to deploy in 
future.” 

Aspirin may lower the risk of Barrett’s oesophagus, 
a condition linked to gullet cancer. A study, 
published in the journal Clinics in Research in 
Hepatology & Gastroenterology, based on data 
from around 33,000 people, found non-steroidal 
anti-inflammatory drugs, which include aspirin, 
reduce the likelihood of developing the condition 
by 16%. One theory is aspirin blocks COX-2, an 
enzyme responsible for inflammation and pain. 

This article was published by Roger Dobson for the 
Daily Mail on Tuesday, 23 March 2021.

Device that can Sniff Out Cancer in Seconds

The breathalyser-type device uses sensors to identify patterns of compounds 
found in breath that are unique to Barrett’s oesophagus, a ‘pre’ condition  

to the cancer 

Having long-term, severe acid reflux is one of the main risk factors, as over time, 
the stomach acid causes cell changes in the gullet, known as Barrett’s 

oesophagus.



Visit our website
www.atosmedical.co.uk

Email us
events.uk@atosmedical.com

Call us
0800 783 1659 

Introducing our brand 
new virtual MyLife events 

We hold a range of helpful webinars, 
practical workshops and interactive 
experiences, to help connect you to others 
who know and understand about living with 
a laryngectomy.

These events include helpful presentations 
about relevant topics, as well as a chance 
to ask questions and hear from other 
people who have had a laryngectomy and 
healthcare professionals.

What’s on in June

Celebrating summer with 
Provox LifeTM

Wednesday 16th June, 2pm
Thursday 24th June, 2pm

A day in the life of an HME
Wednesday 30th June, 2pm

This MyLife Webinar 
will be about situational 
summer usage of your 
HME for better lung 
health with Provox Life.

This interactive MyLife 
Workshop will be about 
learning how to manage 
different HMEs and 
the differing levels of 
breathing resistance.

Webinars
MyLife Webinars are hosted by 
our expert Nurses and are packed 
full of information on a specific 
topic to help improve your quality 
of life.

Workshops
MyLife Workshops are hands-on 
demonstrations held by a Speech 
and Language Therapist with tips 
to help you in your everyday life.

Experiences
MyLife Experiences are new 
online, interactive events to get 
you involved in more activities 
whether that be a yoga session or 
a cooking class.
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To attend one of our online events please visit www.atosmedical.co.uk/events/find-an-event
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