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aword FROM THE EDITOR

ANOTHER YEAR OF CHANGE

Welcome fo our first issue for 2023! You won't be
surprised to hear that it's another year of change as
NALC adapts to an all-volunteer team. The big change
for CLAN is that we will be changing from four to three
issues a year: in March, July and November. Hopefully,
they will be as packed as ever with news of
developments in the world of laryngectomy and of what
our clubs are doing. For that, of course, we do need
clubs to send us news — and photos.

A Double Loss

Very sadly, two NALC stalwarts, Gloria Tuck and Geoff
Reed, have recently died. Geoff in particular supplied CLAN with so many news items
that it's hard to exaggerate the impact of his passing. See page five for an /n
Memoriam for them both. They will be hard fo replace but please see Malcolm’s
President’s Notes where expressions of interest from members who would like to be
more involved in the management of NALC are warmly invited
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lan Honeysétt (Editor)

For all items for Clan:
lan Honeysett (Editor), 53 Combe Road, Farncombe, Godalming, Surrey GU7 3SL
email: Honeyseft@btinternet.com

For all other matters (including requests to be added to or removed from the mailing list): Vivien Reed
(Assoc. Secretary), NALC, c/o The Ludo Press Ltd, 18 Wimbledon Stadium Business Centre, Riverside Rd,
London SW17 OBA 020 7730 8585 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. 165: 1 June 2023

NALC NEEDS YOUR DONATIONS SO WE CAN CONTINUE TO SEND:
CLAN * EMERGENCY CARDS * WRISTBANDS * CAR STICKERS * LITERATURE * DVDS

WE DO NOT RECEIVE MONEY FROM THE GOVERNMENT
WE RELY SOLELY ON DONATIONS FROM THE PUBLIC

THANK YOU FOR YOUR SUPPORT
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Tanja Bage
News From The Clubs

Plus lots of other news, thoughts,
poems, letters and views

To make a donation please complete and
return this form to: NALC €/o The Ludo
Press Ltd, Unit 18 Wimbledon Stadium

Business Centre, Riverside Road,
London SW17 OBA

[ | would like to make a one off payment
and enclose a cheque payable to NALC.

(d | would like to make a one off BACS
payment of £ to:

National Association of Laryngectomee
Clubs

Sort Code: 20-46-60

Account No: 03376745

[ 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? Yesld Nod

| understand that | 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.




Notes from the
President

| hope you have had a
good start to the New
Year.

People
Successful  charities \
need the funds to

support their work. Equally important is
having a group of dedicated people,
staff or volunteers, committed fo
achieving the charities’ aims.

In the last edition of CLAN we reported
the passing of Treasurer and Trustee,
Tony Smith. Since then we have sadly lost
Gloria Tuck and Geoff Read and you can
read more about them elsewhere in this
Newsletter.

We are recruiting more people to the
team to and would welcome
expressions of interest from members
who would like to be more involved in
the management of the charity. We have
already welcomed Domenic Risi, a
regular contributor at our Zoom
meetings, fo our Executive Group.

Trustees

Both Tony Smith and Gloria Tuck were
NALC Trustees, leaving only Trevor
Hutson and myself. | am pleased to
report that Professor Martin Birchall has
agreed to become a Trustee. Martin has
supported NALC for around twenty years
and we will benefit from his knowledge
and experience.

The Future

We are currently reviewing and updating
our information literature, which as well
as being available on paper is available
in digital form from our new website. |
am pleased to report the website
audience is steadily growing.

For many years, contributing to research
has been an important part of our work.
This edition once again includes a
request for assistance and | thank
everyone who responds positively and
contributes to the work. We are looking
forward to some important new projects
in the year ahead.
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Information
for Laryngectomy
Patients

About Us

Electrolarynx Market
to Reach $703
Million by 2031

The rise in the prevalence of laryngeal
cancer, increase in the consumption of
alcohol and tobacco among people,
increase in the adoption of technologically
advanced electrolarynx devices, and rapid
investments in R&D by pharmaceutical
companies, has driven the growth of the
global electrolarynx market. A decline in
the number of laryngectomy procedures
during the pandemic has had a negative
impact on the growth of the market.

A new business intelligence report
released by Allied Market Research, the
global Electrolarynx Market generated
$409.5 million in 2021 and is projected to
reach $703 million by 2031, growing at a
CAGR of 5.5% from 2022 to 2031. The
report offers a detailed analysis of the top
winning strategies, evolving market
trends, market size and estimations, value
chain, key investment pockets, drivers and
opportunities, competitive landscape and
regional landscape. The report is a useful
source of information for new entrants,
shareholders, frontrunners and
shareholders in introducing necessary
strategies for the future and taking
essential steps to significantly strengthen
and heighten their position in the market.

Allied Market Research,
21 November 2022

Electrolarynx User?
Can you help my
research study?

| am a student currently studying a
Speech and Language Therapy MSc
course at Leeds Beckett University. | am
undertaking a research project for my
final year dissertation under the
supervision of Dr Annie Hurren.

My study will explore how people with
laryngectomy find using an electronic
larynx to communicate. There is very little
research in this area, and | would like to
discover more about the individual
experiences of people who use these
devices regularly. | hope the study will
help to develop our understanding of
how best to support people who use an
electronic larynx. The study results could
inform clinical practice by providing
perspectives from people who have had
a laryngectomy, rather than solely the
views of healthcare professionals.

| am looking for six people who use an
electronic larynx to take part in an online
inferview.

If you are inferested please email
hnchelp@live.co.uk or contact me via the
NALC email.

Amy Sweefman

NALC URGENTLY NEEDS YOUR SUPPORT

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

The Laryngectomee Guide )

The Laryngectomee Guide by ltzhak Brook MD is now
available in 23 languages (English, French, ltalian,
Portuguese, Spanish (4 versions), Bulgarian, Romanian,
Bosnian, Croatian, Slovak, Turkish, Greek, Arabic, Persian,
Simple and traditional Chinese, Korean, Filipino,
Japanese, Indonesian, Malaysian, and Russian). The
ebooks are free. See www.headandneck.org/
laryngectomee-guide

The Laryngectomee Guide provides practical information
that can assist laryngectomees and their caregivers in
dealing with medical, dental and psychological issues. It
contains information about the diagnosis and treatment
of laryngeal and throat cancer; the side effects of radiation
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THE
LARYNGECTOMEE
GUIDE

Itzhak Brook, MD

J

therapy and chemotherapy; the methods of speaking after laryngectomy; airway and
stoma care, and voice prosthesis. In addition it addresses eating and swallowing issues,
medical, dental and psychological concerns, preventive care, respiration and anesthesia,

and travelling as a laryngectomee.

This practical guide was written by Dr ltzhak Brook, a physician & a laryngectomee. The

Guide was endorsed by the American Academy of Otolaryngology-Head & Neck Surgery.



P!QOVOX®
Life s,

Provox® Life™ Night HME has been
redesigned for improve ease of
connecting and disconnecting Night
HME from the SecureFit™ connector.

Sleep is a key part of a healthy lifestyle, which can help improve your
Provox® Life™ Night HME now memory, lower stress and help keep your heart healthy. Provox Life™
features a ribbon across the body Night HME (Heat and Moisture Exchanger) helps reduce coughing
of the HME with a small indent. This for more restful nights. It offers high humidification which helps
helps guide placement for the index reduce mucus production and coughing, allowing improvements in
finger when attaching the device for sleep quality.

an improved experience.

As part of our corporate values and Key features:
initiatives to be environmentally
conscious, we have changed the ® Reduced coughing and
manufacturing process for Provox mucus P oy
Life Night HME to reduce our ( @ \
environmental footprint. @ Comfortable breathability
for nighttime breathing P .3 B
Improved ease of e —
connecting to SecureFit™ @ Soft and smooth for @ e
connector nighttime comfort l l
e .
o
% Reduced environmental @ Side openings to prevent
footprint occlusion while sleeping

when being active

Find out more about the Provox® Life™ Night HME by contacting our Customer Care team
or visiting our website:
A\ Call Email Visit bsit At
) S (D) Ed oS

info@atos-care.co.uk
Breqthmg Speukmg Living



Helping Men Talk About Cancer

While men represent 51% of cancer cases,
only 31% of the calls to the Macmillan
Support Line come from men. This means
men are missing out on getting the support
they need. To mark International Men's Day
earlier this month, we've asked two
members of the cancer voices community,
Joe and Mark, for their thoughts on why we
need to get more men talking about cancer
and seeking support.

Joe’s Tale

Hi, my name is
Joe. | was
diagnosed with
lung cancer in
2020. | was very
lucky. From first
seeing my GP
with a very slight
but  persistent
cough in
January 2020, it only took three months to
my surgery. Though the surgery was a
bigger operation than expected, | didn't
need chemo or radiotherapy. Overall, my
treatment was really successful, and I'm
very grateful for that. It was a huge shock
to be diagnosed with lung cancer - | was
fit, healthy, and a lifelong non-smoker.
When | came out of hospital, | was a
different person, physically and mentally. |
got physically fit relatively quickly, but | am
still working on my mental health.

Confused, Upset & Quite Angry

| was diagnosed and treated in the very
early days of COVID-19. Being isolated
from my family left me feeling confused,
upset and actually quite angry about my
situation. | didn't see my son or daughter
for four months. Macmillan really helped
me to deal with my confusion and anger; it
boosted my mental health recovery.
Macmillan enabled me to simply talk with
someone who understood and could listen
when | was in need, through my ‘Buddy'.

Almost two years after my surgery,
becoming part of Cancer Voices helped
me recognise more clearly that it's not only
the person diagnosed with cancer that
feels the impact, but also our families. |
realised that | knew little about what my
family had been through during my
treatment; and they knew little about my
experience, other than the outcomes.

Good To Talk

This summer, while visiting my son, | took
the opportunity fo talk with him about this
one day whilst we were having a walk. It
was a prefty remarkable discussion for
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both of us. We learned a great deal about
the impact for both of us — he described
feeling helpless at being unable to support
me, as well as missing his ‘normal’
support network. It was a really emotional,
but really positive, couple of hours.

It's been good to talk and I've had similar
conversations with my daughter since.

Mark’s Tale

Mark says: |
learned the
value of talking
about  difficult
things when |
was pretty
young. My Mum
went  through
periods of illness
when | was
growing up and | learned that talking
about it with my family and friends just
made me feel better.

Being able to talk has stood me in really
good stead when other difficult things have
happened in my life — when my son was
born prematurely and subsequent physical
and mental complications; and then when |
was diagnosed with stage 4 cancer.

| honestly think that | wouldn't still be here
today if | hadnt been able to talk things
through with my loved ones, friends,
colleagues, and wider circles. Supporting
people with cancer brings out the best in
people.

Being able to talk about what support |
need, how | want to spend my time now,
has meant I'm living my life with purpose
and facing every new day with joy.

Not Easy To Talk

| still think though that most men my age
don't find it easy to talk. If | go out for a
curry with the lads, and someone
mentions they're having a hard time at
work, | get a lot of eye-rolling and micky-
taking when | ask how it's making them
feel. It's still much easier to talk about
football than to open-up about how we're
feeling.

| went on a retreat with other people living
with cancer. There were 50 places and 47
were women — | was one of only 3 men.
So, what | want to say to other men is,
“Talk!” These days, we all know the value of
physical exercise, but emotional health is
lagging behind. If you're not convinced that
sharing is the way forward, take a risk and

give it a go — if you keep it all inside, your
negative emotions, fears or anger are only
going to come out in other ways that are to
your detriment.

Lived Experience Team, Macmillan Cancer
Support: Tahera, Matt, Kathryn, Holly and
Andrea.

Macmillan Cancer Voices Newsletter,
December 2022 (macmillan-email.org.uk)

MACMILLAN
CANCER SUPPORT

NALC Zoom Meeting

The next meeting will take place
on Tuesday 28 March
at 12noon.

The guest speaker will be
Professor Martin Birchall of
University College London & UCLH.

Professor Birchall is a distinguished
laryngologist and head and neck
surgeon. He performed the first
laryngeal transplant in California,
in 2010. He has been a medical
adviser a patron of NALC for many
years and has been an invaluable
supporter as we have faced the
challenge of losing our connection
with Macmillan.

As well as reflecting on his
involvement with NALC, Martin will
be sharing his thoughts about
future treatment options for
cancer of the larynx.

To receive the link for the meeting
please contact
info@laryngectomy.org.uk




In Memoriam

It is with great sadness that NALC has
learned of the passing of two key figures
in recent years and we will miss them
greatly.

Gloria Tuck

Gloria came to England from South Africa.
When she later needed a laryngectomy
she was in a difficult situation. As she
described in CLAN in 2012: “I did not know
anyone but my son and his friends so |
was grateful to meet Marilyn Jones, a
NALC Vice-President. | wanted fo meet a
laryngectomee before my surgery and
Marilyn became a wonderful friend.
Without her | would have been lonely and
depressed.”

Later, Gloria joined NALC and became a
Vice-President herself. She made a
massive confribution to NALC and
laryngectomee support in London and the
South-East. She led our club based at
University College Hospital London and
contributed to  NALC's  Education
Programme, delivering presentations at
City Lit and elsewhere. Gloria was
wonderful company and Vivien and Kerry
enjoyed her regular visits to the NALC
office, which sadly stopped with arrival of
COVID-19.

Geoff Read

Geoff on the left with friends

Geoff was instrumental in the revival of the
Plymouth Laryngectomy Club more than 10
years ago. He was a brilliant organiser
and the club had an impact across the
country through its monthly newsletter.
This covered every aspect of head and
neck cancer as well as laryngectomy
topics. For some years he contributed
valuable articles to CLAN, many sharing
his experiences on his cancer journey. He
was aided and abetted by wife Jean who
accompanied him at many events. After
Jean passed away, Geoff moved to
London and as an army veteran was able
to become a Chelsea Pensioner.

Sarifa & the Macmillan Pay PIP Now

Macmillan Cancer is campaigning for the
UK Government to cut distressingly long
waiting times for Personal Independence
Payment (PIP) down fo 12 weeks. If's
unacceptable that many people living with
cancer are being put under significant
financial strain while they wait an average
of 16 weeks for the support they urgently
need and are entitled to.

Sarifa Writes

As a disabled woman of colour, I've faced
enormous barriers and often felt | wasn't
being heard. The cancer voices community
gives me a platform to talk about my lived
experience. | can work as part of a team fo
try and bring about changes that are needed
for people affected by cancer, carers,
disabled people, and people of colour.

| felt very isolated during my treatment. |
was really struggling, and Macmillan
helped me so much. They put me in touch
with other organisations, helped me
understand the terminology that health
professionals use, gave me moral support
and came with me to appointments. When
you've had good support, it's always nice
to give something back.

So Relevant

When | heard that Macmillan was doing a
campaign about PIP Payments, it just felt
so relevant to me. My mobility allowance
had been stopped around the same time
and that really impacted me financially.
Macmillan’s benefits advisors helped me
get that reinstated. | know so many people
who had to go through the tribunal
process before they could get PIP. | wanted
to highlight the barriers people face and
help make a change. If we don't speak up
about these kinds of things, nothing
changes.

The campaign has been amazing so far.
We started off hoping 500 people would
join us. The petition is up to 7,000
signatures now and we're hoping to get it
to 10,000. It just shows how much it's
needed really. It's surprised me, seeing
how many people with cancer across the
country are struggling to get the right
benefits. That motivated me even more fo
spread the word. Cancer is such a hidden
disability and so many people don't get the
right amount of PIP. Even when people are
receiving end of life care, theyre still not
always getting the right support.

I mask a lot because | don’t want pity and |
know a lot of us do that. We're often

struggling.
People think that
after you've had
your freatment,
youre  alright.
But that's not the
case. It took me
three or four
years before |
started to feel
better. | still suffer
from fatigue, pain from nerve damage, and
PTSD. Getting involved in the campaign
gave me a platform to represent people of
colour, disabled people, carers. It was so
nice talking to other people with cancer
and sharing our lived experience with each
other. It's nice not to feel isolated. You can
feel like you're going through this horrible
journey by yourself.

Regaining Confidence

Campaigning with Macmillan definitely
gave me a boost and helped me gain my
confidence back. I'd tell anyone else
thinking of joining cancer voices and
campaigning with Macmillan to go for it!
It's really nice — it's peer support, but also
working as part of a team. It gives you
purpose. Everyone that I've worked with
has been so amazing and valued my
input. They've supported me around my
individual needs and been very inclusive.
A lot of us face so much inequality and
institutional racism. Macmillan has been
so good at listening to that and
recognising the barriers we face.

If I was in charge of campaigning at
Macmillan, | would love to highlight the
plight of people living with cancer who are
also carers. | want people to be looked at
holistically, not just as patients. Our cancer
diagnosis doesn't just affect us, it affects
our families too. If my family’s needs had
been considered as well as my own, my
cancer journey would have been a lot
better. Make sure you have the right
holistic needs assessment and look at the
whole family and the whole community.
Cancer is a horrible journey to do alone.

Lived Experience Team, Macmillan Cancer
Support: Tahera, Matt, Kathryn, Holly and
Andrea

Macmillan Cancer Vooices Newsletter,
December 2022 (macmillan-email.org.uk)
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A high-performing electrolarynx with a simple interface

Labex Harmony

Digital Electronic Larynx

Key Features

+ Elegantly designed premium all-metal body

+ Realistic voice reproduction

« Long battery life, with a huge capacity for 500 to
800 charging lifecycles (equivalent to about
10 years of normal use)

30 to 45 hours of talk time

100% fully charged in 2.5 hours

USB charging ensures a high level of portability
and convenience

Easy-to-read LED battery level indicator

2 fully customisable voice buttons

T

The Labex Harmony is the modern
electrolarynx, re-imagined and packaged in
a highly innovative device that gives you two
talk buttons. Each one can be customised with
its own volume and tone settings, giving you
the unique ability to have two distinct voices
at the touch of your fingertips.

Dimensions: 32 x 32 x 123 mm
Weight: 188 g with battery

Sheffmed

38 - 40 Clifton Street
Sheffield

South Yorkshire

S9 2DQ

Tel: 0114 261 7161
Email: sales@sheffmed.com

www.sheffmed.com

Labex Harmony

Ordering information:

LALABO0OO2 Labex Harmony Speech Aid

SHEFFMED




Tanja Bage

Tanja Bage (pronounced Bor-guh), a mum of two, had her voice
box removed (laryngectomy) following a throat cancer diagnosis
in 2020, and now speaks through a speech valve. Tanja, a trained
actress and singer, is incredibly close to her sister Mia but during
her treatment and through her early recovery, lockdown
prevented them from being together.

This Christmas, Tanja wanted to give Mia a surprise she would
never forget, all with the help of a very special guest, Martine
McCutcheon, a singer and actress known for a variety of stage
and screen roles including My Fair Lady, EastEnders and, of
course, the ultimate Christmas movie, Love Actually.

Oooh, Eeee

Martine’s vocal sounds (the ooohs, eees and aaahs that provided
the tune to Silent Nighfl were transmitted from a recording studio
into an Electrospit, which Tanja was wearing around her neck. As
the vocal samples travelled through Tanja’s throat, Tanja was able
to shape the sounds into the words of Silent Night and the duo
performed magically, in perfect unison.

The key to the brilliant timing of the performance was Vodafone's
superfast 5G network. With 5G there was no delay in Martine’s
vocals reaching Tanja, so they stayed perfectly in sync with each
other despite their different locations.

Tanja says

“The hardest thing about this (having my voice box removed) was
the loss of my singing voice. Obviously, | do still have a voice, but
not the one | was born with. My sister and | have always been
very close, and she has always been my biggest fan. Being able
to surprise her on her doorstep and perform in this whole new
way felt really special. | never thought I'd get to perform again in
this way.”

Martine says

“I have simply been blown away by how 5G and tech can be used
in this way. To be able to partner with Vodafone to make Tanja
and Mia‘s Christmas super magical has been a real privilege for
me. I've been so inspired learning about the laryngectomy
community and hope this project will educate the wider public on
how to help remove any stigmas those with diverse voices may
face.”

Vodafone says

“We're always looking for ways in which we can use our
technology for good. Using the power of our 5G network can help
achieve things that were thought impossible before. Obviously,
this is very early days for this project, but by working with
companies like Sound Voice who identified this use of the
Electrospit, we're excited to continue to explore what else might
be possible.”

Dr Thomas Moors, ENT doctor says

“Losing your voice can be a devastating and depersonalising
experience — voice goes hand-in-hand with identity and I've seen
first-hand how challenging it can be to find a new balance and
means of self-expression. The laryngectomy community is a small
and scattered group, around 8,000 in the UK, easily overlooked in
our society and at risk for social isolation.

“Working with Vodafone has been exciting, it is the first telecom
company we know of that is invested in helping out a group of
people who are challenged on multiple levels in their
communication — it shows that tech developments can help us on
our journey, and the power of 5G means we can connect and
communicate with people like we never thought.”

Vodafone is exploring updating existing training material for its
call centre staff to help employees recognise customers with
diverse voices and ensure their needs are understood.

NALC has a New Website

NALC's website is over ten years old. So
much has changed that it does not work
well with social media or when accessed
using tablets or phones.

A brand new site will be launched during  before:

September which will allow for better

access to our information resources, as
well as being an easier and more
enjoyable resource to use.

www.laryngectomy.org.uk

Google and other search engines will
direct patients and others fo our resources
as they did before the new site.

Getting to the site will use the same link as

We would love to hear your views after
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viewing the website.
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What is HYROX?

A HYROX competition is made up of a Tkm
run followed by one functional workout,
repeated eight times (meaning 8km run in
total, plus eight functional workouts). It
requires strength, speed, power and
endurance and, in many ways, is a
fantastic test of overall fitness. There are a
variety of categorisations which, amongst
other things, makes it an event suitable for
a range of physical abilities. HYROX events
take place all over the world, with each
one being exactly the same in terms of
requirements.

| am raising money and awareness for
NALC by taking part in the World series of
Fitness racing. HYROX. It is an intense
challenge and takes place on a global
platform.

My Race is planned for London. 1 May at
Olympia. Taking on a HYROX race would
be a challenge for some, taking a lot of
time, effort, and dedication. But for me it's
especially challenging. The reason | am
supporting the NALC is because in Feb
2022 | underwent a total laryngectomy
due to having Larynx cancer. So not only
am | pushing my body to its limits to take
part in this extreme event, but | also have
the added pressure of doing it as a total
neck breather.

| hope that this will help to show others
facing this sometimes drastic and life
changing situation, that it is not the end of
things. It is not something to stop you
facing or taking on new challenges. But a

fromn ina Cluos
Chesterfield Club

We held our Christmas Gathering in the midst of the deep freeze that descended on us
last December. Forfunately our meetfing place, the eleventh-century Eyre Chapel, has
recently upgraded its heating system.

Members enjoyed great food, a raffle where everyone got a prize and a Secret Santa.
Donations and the raffle more than covered the costs of the event. It was a fitting event to
close a year that had seen us return to our usual meeting schedule, after the pandemic.

The New Year has started with collaboration with the Cavendish Cancer Information Hub
in Sheffield. It is not the first ime we have had a request for support from a patient across
the Derbyshire/South Yorkshire border.

chance to CONTINUE with life and push
your body and mind though the barriers

Audio Logo Project

this condition and its changes can present.

Please pass on the word and show
support via my JustGiving page if you can.
www.justgiving.com/fundraising/nigel-
skilton-hyrox

Follow my progress on Instagram.
www.instagram.com/without_my_voice
or scan this code for direct link to my page.
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In 2020, NALC contributed to a project led
by Professor Pamela Enderby, an eminent
speech therapist. The aim was to develop,
with the support of telecommunications
companies, an audio logo to assist people
with communication problems. An audible
alert would be heard when they used the
telephone advising others they were
speaking to someone with speech or other
communication issues.

Sadly, we have learned this project has hit
the buffers, possibly because of the
pandemic.

UK Head and Neck
Cancer Codlition

NALC is a member of this group. It has
launched a new website:

www.hncuk.org
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