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HERE’S TO 2021!

Almost there! Not long to go till we're allowed to meet for
Christmas at least. And good news about vaccines too. So let's
finish this bizarre year on a hopeful note. We'd still love to hear
your stories about how you've coped during Lockdown so
please do let us know. For the Editor’s family, 2020 started very
positively with a new grandson which meant we had to fly to
New Zealand back in February for six fantastic weeks.
Fortunately, our return flight was just before the general
Lockdown. Back home to a new granddaughter. Then proper Lockdown but we were
allowed out for exercise, so daily walks and cycles in the Surrey Hills. So it could have
been worse!

NEWS FROM THE CLUB

One effect of Lockdown can be seen in our News from the Clubs feature. Just one club
this issue. A check on club websites showed the same story: no meetings. And fo think a
full page had been set aside! Anyway, here’s hoping that 2021 will be a very different
year. So, have a great Christmas and, wherever you are, enjoy a nice glass of something

and tuck info CLAN. Happy Christmas!

lan Honeysett (Editor)

The Power of Connection
News from the Club

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

To make a donation please complete and
return this form to: NALC Suite 16,
Tempo House, 15 Falcon Road, Battersea,
London SW11 2PJ

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

[ 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

INN NN NNNRNEEE
Start date D:I:'] Expiry date D:EI:I

Security code (3 digits on back of card D:']

(1 If you would like to make a regular
donation, please set up a standing order
through your bank account fo:

National Association of Laryngectomee
Clubs

Sort Code: 20-46-60

Account No: 03376745

For all items for Clan:
lan 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
SWI112PJ Tel: 020 7730 8585 Website: www.laryngectomy.org.uk

The views expressed by the contributors are not necessarily those of the Edifor or NALC. Great care has
been taken to ensure accuracy but NALC cannot accept responsibility for errors or omissions.

Deadline for issue No. 156: 1 February 2021

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

| 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.



(NALC President’s
Christmas ——
Message

COVID-19

When | wrote my notes
for the September
CLAN | had nofs
anticipated we would be returning to
the situafion we saw last March and
April. Laryngectomees are vulnerable
or even extremely vulnerable to the
virus and the advice from our medical
advisors is worth restating and is
printed again in this edition of CLAN.

Many laryngectoctomees are classified
as extremely vulnerable and started
shielding again from early November.
The latest advice for those who need

assistance is also included 3*2
Keeping Going

My local group have held three
meetings outdoors since August but
these have been a poor second best
to meeting indoors at a local hostelry,
our usual venue. The unique situation
since March has restricted meetings of
NALC's affiliated groups, as well as
fundraising events. | have a fear that if

the pandemic continues after the New
Year some groups may nof survive.

Last month the NALC AGM took place
online using the Zoom platform and
further similar meetings are planned,
with details being circulated to clubs
shortly. | hope clubs will consider
meeting via Zoom, given the current
restrictions on face to face meetings,
except outdoors. Zoom is very easy to
use and help with getting started is
available here:
http://hnchelp.org.uk/?page_id=91

Seasons Greetings ;EEg

Christmas 2020 is likely"to be very
different to anything we have
experienced  before.  Whatever
restrictions are in place regarding
meeting family and friends, | am sure
there will be ways we can send our
greetings, thanks and love to those we
care about.

On behalf of the NALC Officers and
staff | send Christmas and New Year
greetings to all our clubs and
members, with the hope that in 2021
we have learned to manage the
challenges of this awful virus and get
back closer to our normal activity.

Malcolm Babb
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COVID-19

NALC has sought
assistance from its
medical advisors to
produce advice for
our community in the
difficult situation facing us, with a possible
coronavirus epidemic. Given we are now
in a second wave we feel it worth
reprinting the advice.

Specific Advice

We want to highlight two essential ways
the risk of contracting the virus can be
reduced. Laryngectomees differ from
others with the only route into the lungs
being through the stoma.

@ Laryngectomees should make use of a
heat and moisture exchanger (HME) to
cover the stoma. There is a variety
available, including some with
sophisticated filtration properties, such
as the Provox Micron.

@ The advice from Public Health England
(PHE) about hand washing should be
followed carefully (see below).
Occluding the stoma to allow for valve
speech usudlly involves use of the
hands and there may also be a need
during the day to use the hands to
remove the HME to clear mucous from
the stoma.

General Advice

Avoid touching your eyes, nose, mouth or
stoma area as much as possible. It may
take practice, touching the face is often
done inadvertently.

@ Wash your hands regularly through the
day with soap and water for around 20
seconds or use alcohol-based hand

gel.

@® Sftop shaking hands or kissing as a
greeting. It is also thought keeping a
distance of around 2 metres from
others reduces the chance of infection.

@ Opinions on the benefits of using a
face mask a have progressed and the
WHO now recommends their use. In
the UK the law now requires their use
in many situations. HNChelp members
are using masks even in outdoor
meetings.

® Cover coughs and sneezes with a
tissue or your elbow.

Shielding
If you need additional help your local
council may be able to help. You can

register yourself or someone else for the
new online service using

www.gov.uk/
coronavirus-shielding-support

request access to a priority
supermarket delivery slot (if you have
already got priority supermarket
deliveries, you will keep them)

tell your council if you need support to
follow this guidance, especially if you
are unable to arrange this yourself or
with the help of friends, family or other
support networks

make sure your details, such as your
address, are up to date

To register, will be asked for your NHS
number. You can find it on any letter the
NHS has sent you, or on a prescription. It
is helpful if you register even if you do not
have any support needs at this time. You
can log in and update your needs if
circumstances change at any time.

Malcolm Babb
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Help with Research

A friend of mine, Emma Kinloch who | met
when | was a member of the NCRI Head
and Neck Group, is doing some research
into returning to work after treatment for
head and neck cancer. The work is being
done under the auspices of Birkbeck
College, London. The survey is easy to
complete and takes no more than 15
minutes.

| wonder, if you had your laryngectomy
whilst you were still working, could you
please help by completing the survey,
whether or not you returned to work after
the operation?

If you are a secretary of a club, please can
you forward to your members.

The web address for the survey is:

https://t.co/VNrtHsm7Tvvf?amp=1

Thanks for giving this your consideration.

Malcolm Babb
NALC President



NALC AGM ON ZOOM!

It's been a few years since | was last able to attend a NALC AGM due to the need to take
regular holidays. (Compulsory during refirement). So it was a welcome surprise when |
received an invitation to the postponed AGM on 5 October on Zoom. No need to travel to
London (as one or two commented). No delicious lunch of course but then we all have to
make sacrifices.

In all there were 15 of us on the call. We all infroduced ourselves with representatives
from as far afield as Lanarkshire, Peterborough, Oldham, Reading, Amersham, London
and Greece! When | infroduced myself as “lan Honeysett, Editor of CLAN,” one attendee
commented that she hadn't realised | was a ‘real’ person. | assured her | was though
she didn't look totally convinced.

Malcolm Babb, President, did an excellent job of managing the call and giving people
plenty of opportunity fo comment and ask questions. This is not always straightforward
on Zoom as it's very easy to have people talk over each other (rather like a US
Presidential Debate). He began by remembering those members who have died in the
past year: in particular Tony Hudson (Vice-President) who will be much missed.

Good News!

Malcolm gave us the good news that in 2019, even without funds from Macmillan,
income for NALC had, in fact, exceeded expenditure due to a significant bequest and
several grants. He mentioned a major project involving the South Central Ambulance
Service who are now using NALC material to train community responders. He said that
there has been a big increase in NALC's online activities including pamphlets and
newsletters. The NALC website had received thousands of views worldwide. He (and
Vivien) also thanked lan as Editor of CLAN since May 1982,

Anthony Smith, NALC Treasurer, gave further details on the various grants received by
NALC so far in 2020, including one from a Trust that had pledged £25,000 but actually
gave £35,000. Martin Burchell had nominated NALC for a £10,000 grant and the COVID-
19 Community Fund had awarded £9,000. He warned that the coming year will be a
tough one financially and invited ideas on fundraising. Overall, there was around
£73,000 in the NALC Business Savings account. And money is still owed from adverts in
the September issue of CLAN.

Idiots’ Guide

Trevor (VP) and Sally Hutson then spoke about the issue of how prepared the NHS is to
treat laryngectomees who contract Coronavirus. Sally has produced an ‘Idiots’ Guide’
which is available on the NALC website. In addition, NALC now has a range of videos
available on its website and YouTube channel at: www.youtube.com/channel/
UCu06L3PBx0VK88mg1SUZ3Q

Looking ahead, clubs will continue to use Zoom (and similar) rather than face-to-face
meetings. Malcolm said he was happy to advise on its usage to any clubs not yet using it.

Finally, the current NALC Officers were all re-nominated and approved for the coming year.
And Malcolm made the point that lan Honeysett is always very keen to hear from clubs
about their activities. Otherwise it will soon just be News from the Club!

lan Honeysett
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Thank you!

NALC continues fo rely on the very
kind donations given. We would like
fo share your generosity with our
readers.

A huge thank you to Ashley Bone,
Margaret  Evans and  Jessie
Westnidge for the fantastic amounts
raised for NALC.

So far, Ashley has raised £1,030,
Margaret £1,442 and Jessie £153.
Their JustGiving pages remain open
so if you would like to sponsor them
please visit:
www.justgiving.com/fundraising/
margaret-evansiOnalc

or Ashley's page:
www.justgiving.com/fundraising/nalc?
or Jessie’s page:
www.justgiving.com/fundraising/
NALC-awareness

We really do appreciate every
donation. Even though we are all
experiencing difficult times your
generosity enables us fo carry on
giving the help and support to those
who need it.

If anyone has the urge to do some
fundraising for us, no matter how
small or big, we would be happy to
help.

NALC Zoom meetings 2021
Monday 18 January

Monday 1 March

meetings at 11.30am, please
email info@laryngectomy.org.uk
to obtain the link

Vivien and Kerry
at the NALC Head Office,
wish all the readers of Clan
a Merry Christmas and
Happy New Year!




KAPITEX® & NHS

H O M F C A R F ’ Providing NHS Services

Laryngectomy and Tracheostomy
Prescriptions Made Easy...

Kapitex Homecare is a new prescription delivery service
designed specially for laryngectomy patients. Our aim is to
make your life easier when ordering your prescription by
delivering direct to your door.



Kapitex Homecare is a Free NHS Prescription
Delivery Service

Would you like...

M to receive your laryngectomy and tracheostomy supplies exactly
as clinician prescribed?

M to have someone at the end of the phone who you can contact
about your prescription or for general advice?

|Z[ to have your prescription delivered directly to your home?

If you have answered YES to any of the above, the Kapitex

Homecare FREE Prescription Service can help you!

Our services include:

RE-Mind

prescription service

.I. Electronic

prescription service

We promise only to call you when necessary or when you have asked us to. If you would
like to use our services or move away from your current provider please contact us:

Email: kapitexhomecare@daylong.co.uk
Phone: 08081963977
Text: 07984448431

Post: Kapitex Homecare, c/o Daylong,10 Cossall Industrial Estate,
llkeston, Derbyshire, DE7 5UG

Let us help you to make ordering
your prescriptions easier.

KAPITEX® &

HOMECARE ’
Powered by @ Bg’?cg?nq



Mouthwatering Chocolates

Shout at Cancer uses singing, acting, and
beatboxing techniques to improve speech
after laryngectomy.

With our choir activities, we aim to inspire the
laryngectomy community and inform a
broader audience about the layered
psychosocial impact of this life-changing
operation. Our concerts and activities are a
form of storytelling to engage with audiences
from very different fields: arts, science,
technology, and healthcare specialists.

Since our foundation five years ago, we
have received prestigious prizes and
grants, had worldwide media coverage
(including a feature documentary, Can You
Hear My Voice?, by director Bill Brummell,
performed at renowned art venues, and
spoken at highly regarded scientific
conferences. Our unique approach has
inspired research and art, and increased
awareness of a small, scattered, and
easily overlooked group: the laryngectomy
community.

Our attention during our first years of activity
was predominantly focused on improving
speech and overcoming social isolation. We
have invested heavily in representation of
the laryngectomy voice in the public domain
and it is now time to highlight different
aspects of the impact of laryngectomy.

We are therefore adding a new direction
to our scope of activities in our strategy for
the next five years: devoting more
aftention to the experience of food and
eating after laryngectomy.

To mark the start of this new route, we've
interviewed Julius Persoone, Director of
Research and Development for The
Chocolate Line in Bruges, Belgium, to
discuss the product of their recent
collaboration with Foodpairing and Shout
at Cancer: mouth-watering chocolates.

Can you tell us more about how this
collaboration came about?

We are one of the leading names in the
world of chocolate design and its applied
science and technology. That is why we
were approached by Shout at Cancer and
challenged to design a chocolate for the
laryngectomy community. When we heard
about how the operation affects swallow
and faste and that chocolates are hard for
them fo eat, we knew that, as Belgians,
we could not stand idle — something had
fo be done about this!

It sounds complicated to design a
chocolate for such a specific target group,
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with quite unusual changes and
limitations in their food experience. How
did you find out the relevant information?

We were fortunate fo have great support
from experts in the fields. Dr Moors
explained to us in great detail what
laryngectomy is and how complex the
consequences are. We were provided
with a great deal of literature on the
research info the effects on faste and
saliva production after laryngectomy and
(chemo)radiotherapy.

That gave us good insight info what fo
focus on; we then explored in more detail
how faste, mouth experience, and
swallow are changed by sending out a
survey that was completed by more than
220 laryngectomy participants (we thank
NALC and Afos Medical for their help in
reaching such a large number!).

The survey was designed by Bernard
Lahousse from Foodpairing, world experts
in  mapping out food identity and
preferences.

The outcome of this survey showed a shift
towards a palate more based on the
basic tongue fastes. There was also a
change in preferences, with a stronger
leaning towards sour and sweet fastes
over salty and bitter as the least favourite.

There was a preference for berry and mint
flavours and a strong predilection for
smooth food textures.

Let me get this right for the readers: The
outcome of the survey asked you to develop
a smooth, sour, berry, and minty chocolate.
You were given the instruction to avoid the
bitterness of cacao, which is the base and
biggest component of quality chocolates.
That sounds an almost impossible task.
Were you able to find a solution?

For the base, we used a new type of dark
chocolate, by Belcolade. It's special
because, during the fermentation process,
they added acids that are used in
sourdough bread. It gives it a more tangy,
still mild, characterful flavor and is less
bitter. We chose that because it's tailored
fo their new taste palate and because the
extra  acidity  encourages  saliva
production.

You decided to flavour the chocolates with
strawberries and mint, combining hints of
traditional  English  favourites like
strawberries and After Eight chocolates.
Were there special techniques used to
give the chocolates this flavour?

\- J
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We made a gel of strawberry juice and
added mint powder to give it a refreshing
feel.

We used a vacuum drying machine fo
intensify the colors and faste and
fransformed it into a velvety smooth liquid
gel. This is an important contribution fo the
mouth experience for laryngectomees,
who offen have had radiotherapy or have
a dry mouth.

Good point, swallowing is indeed more
difficult after laryngectomy and often
gulps of water or extra gravy and sauce
are used during meals to make it easier.

However, in this case, it would be a waste
to not be able to savour the experience of
a nice chocolate in your mouth. How did
you manage to overcome this problem?

We introduced an additional layer of
artificial saliva in the chocolates. When you
bite info the chocolate, it's released and
mixed with the chocolate and the filling.

Adding artificial saliva makes chewing
easier, improves the taste experience,
prevents them from sticking to the roof of
the mouth, and helps with swallowing.
This way, we were able fo offer something
nice to bite into, something crunchy, that
turns smooth in the mouth. Using artificial
saliva did add a lot of layers of difficulties
fo overcome to get this right.

| don't know much about chocolates, but
isn‘t it a bold idea to add a liquid, and not
just any liquid, but saliva, to a chocolate?

Yeah, very tricky — saliva is made of
enzymes, proteins and salfs, efc... we had



fo spray an extra protective layer of
hydrophobic coconut oil to prevent the
saliva from mixing with the rest, otherwise it
would start breaking down the chocolates!

One downside is that the shelf life is
limited and transport is risky business! Our
first experiment showed that it is possible,
although we need further research and
development before we can produce
something on a large scale.

Sounds like the start of an interesting
journey you have embarked on with
Shout at Cancer, although a difficult start
in terms of the complexity of this
experiment. Is there perhaps a funny
story or reflection you want to share?

Haha, yes — there were many times when |
thought, what did | get myself info!
Especially in the beginning, when | mixed it
all together: agar, citrus and saliva: It turned
into a huge snot. Didn't look fasty at all!

The proposed idea of adding artificial
saliva to the chocolates was already met
with lots of "ewww" reactions, so making it
look like snot was definitely a no-no.

That would have been hard to swallow
indeed! On that note, you designed the
chocolate in the shape of medication.
What was the idea behind that?

Improving quality of life is often overlooked
in medicine. To make the point that ‘bitter
pills should be made easier to swallow,,
we have designed the chocolates in the
shape of a pill.

Paying more affention to the small things
can create joy. Simple things that can be
shared with family and friends are a huge
support for people going through difficult
times because of health issues, and yes,
that support can also be a form of
medication.

That's a very mindful and poetic extra
layer you managed to give to Mouth-
watering Chocolates! The chocolates are
still in the process of research and
development, but this is exciting progress
to share.

Thanks for devoting your passion and
expertise to helping improve the quality of
life after laryngectomy.

Dr Thomas Moors, Shout at Cancer
www.shoutafcancer.org

Julius Persoone, The Chocolate Line
www.thechocolateline.be

Bernard Lahousse, Foodpairing
www.foodpairing.com

llustrator: Claire Holmes
https://claireholmesillustration.com/

Never Ignore these Signs

This article was published by Paul Atkins, SEO and Evergreen Content
Editor for Cornwall Live on 5 July 2019. A

Here's what top healthcare providers say
about the subtle signs and symptoms of the
most common cancers. More people are
surviving cancer than ever before but still the
number of those being diagnosed continues
to rise. This increase brings home the need
to be as aware as possible of the many
signs and symptoms of cancer. We all know
to get our funny lumps checked out, but
there are other more subtle symptoms of J
cancer... many of which we ignore. (Image: Geffy Images/iStockphoto)
Unfortunately, these signs can be multiple, vague, and non-specific as they're often the
same as other unrelated, less serious conditions.

HNC

HNC is a collective term to describe a group of tumours that arise in different regions of
the mouth, throat, and nose. HNC can be split into cancers of the mouth (oral cancer),
voice box (laryngeal cancer), the soft palate at the back of the mouth and throat
(oropharyngeal cancer), nose and sinus, and the part of the throat that connects the
nose to the back of the throat (nasopharyngeal cancer]. Due to the anatomical
complexity of the head and region and the diverse cancer types that can affect it,
symptoms can be very varied. It is important to note that these symptoms are not
exhaustive and are also very common to other noncancerous conditions or infections
prevalent in the population, that are unlikely to be cancer related. If in doubt or you have
any concerns then it is important to get any symptoms checked, especially if they are
new, unexplained, or causing problems.

Signs & Symptoms of HNC

® A persistent lump or non-healing mouth ulcer that occurs on the lips, tongue, inside of
cheeks, gums, and on the floor or roof of the mouth.

® Lumps or swellings in the mouth, jaw and neck regions that may cause pain and
difficulty in moving the jaw or swallowing.

@ Persistent sore throat.

® A change in the voice, persistent hoarseness, persistent cough, noisy breathing, and
shortness of breath.

@ Persistent blocked nose or congestion, a decreased sense of smell, mucus running
down the back of nose, mouth, and throat, with no obvious cause such as a cold,
sinusitis, or other type of infection. e Frequent nose bleeds, blood in saliva or phlegm,
or unusual nasal discharge.

® Unexplained weight loss. e Persistent fatigue and tiredness with no obvious reason.
@ Ear pain or changes in hearing (ringing or hearing loss).

® A white or red patch that occurs in the mouth or throat... this can be a sign of cancer
or precancerous changes.

@ Other symptoms may also include dentures that no longer fit, unexplained loosening
of teeth, foul mouth odour not explained by poor oral hygiene, and double vision.

Risk Factors

Risk factors for cancers of the head and neck include tobacco and alcohol use, certain
infections with HPV and Epstein-Barr virus, exposure to ionising radiation and a previous
history of cancer. We would finally like to stress that if people are uncertain or concerned
about any of the above cancers and related symptoms, that they contact their GP where
they can receive the right advice and guidance. To read the article in full online, please
click on this link:
www.cornwalllive.com/news/health/cancer-early-warning-signs-symptoms-2491033
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Atos

Welcome to Atos Care Care

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

Atos Care is a comprehensive support service,
dedicated to making life easier for people living
with a neck stoma.

We provide a range of services to patients
and the clinicians who care for them, including
delivery of prescription products and a rich
network of care and support services to help
adjust to life after a laryngectomy.

The Atos Circle of Care

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

e Awelcome pack and a welcome call

e Practical tools and equipment to make life easier, including a complimentary care
bag containing a range of helpful items

e Regular liaison with clinicians for joined up care

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

¢ Adedicated Customer Care Representative
* Personalised service - you choose how and when you hear from us

e CQC Registered Nurses to support you in your daily routines, in close partnership
and communication with clinicians

e Educational events in the community for people with similar experiences

e Atos MyLife app to provide inspiration and information on living well after a
laryngectomy

Regulated by
CareQuality
Commission

Care delivered: Bringing the right products and care your way.
¢ Easy and convenient ordering

e Optional convenient monthly reminders

e Electronic Prescription Service

e Rapid, reliable delivery
¢ Discreet packaging
e Convenience orders by subscription




What is Mouth Cancer?

This article was published by SpunOut.
16 September 2019:
spunout.ie/health/article/what-is-mouth-cancer

Mouth, neck, and head cancer can be successfully treated,
especially if it is discovered early. There are over 700 cases of
mouth, head and neck cancer (HNC) in Ireland each year. It is
most common among those aged 50 or older but can be
diagnosed in younger people too and instances of this are
increasing. These cancers are more common among men but this
too is changing.

What is mouth cancer? Cancer is a genetic disease. This means it
is caused by a change in genes, specifically the genes that control
the way cells function. These genetic changes can run in families
and be passed down from your parents, or be caused by external
factors, like smoking. Usually cells divide to form new cells as the
body needs them and die when they are old or damaged. These
genetic changes cause cells in a particular area begin fo divide
without stopping and don‘t die when they normally would.

Different Types

There are several different types of cancers that can grow in parts
of the head, neck or mouth including:

@ oral cancers (lips, tongue, gums, cheeks, hard palate (roof of
the mouth) and floor of the mouth). e oropharyngeal cancers
(soft part of the roof of the mouth, the back and side wall of the
throat and the base of the tongue).

@ cancer of the nose (nasopharynx, where the throat joins the
nose, nostril, and the lining of the nose).

@ cancer of the ear.

@ cancer of the tonsils.

The different types of cancer are named after the cell where the
cancer starts fo grow. The most common mouth, head and neck
cancers are squamous cell carcinoma. These are cancers that
start in the skin lining of the tongue, mouth, nose, throat, or ear.

Other types of mouth, head and neck cancer are:

@ Lymphomas which start in the lymphatic system (a network of
tissues and organs that help clear toxins, waste, and unwanted
materials from the body) and travel to areas of the mouth, head
and neck.

@ Sarcomas, which start in the cells of the muscles and cartilage
around the mouth, head, and neck

@ Melanomas, which are cancer cells that grow in melanocytes:
the cells that give colour to the skin and eyes.

What are the symptoms of mouth cancer?

There are many different symptoms of mouth cancer and they can
vary from person to person. If you are experiencing any of these
signs for more than three weeks you should organise a visit to you
GP or dentist so you can have them checked. Symptoms of mouth,
head and neck cancer include:

@ A sore or ulcer in the mouth that doesn't heal

@ An ongoing sore throat, hoarse voice or difficulty speaking
@ Problems chewing or swallowing

@ White or red patches in the mouth

@ A swelling or a lump anywhere in the mouth or neck

@ Nose bleeds or a persistent blocked nose

@ Problems with hearing or ringing in the ears

- J

@ Pain in the face or jaw ® Numbness

@ A thickening of the cheek or tongue

@ Unexplained loose teeth How to check yourself. You can check
yourself for any of these symptoms by using a torch to check
inside your mouth, fongue, lips, and throat. You can also check
your neck and jaw by doing an extra-oral exam on yourself.

Look for lumps by:

@ Placing your hands on the back of your jaw under your ears
and opening and closing your mouth.

@ Feeling your neck for and turning your head from right to left. e
Swallowing while holding your oesophagus (the front of your
neck).

@ Feeling the underside of your jaw with your chin down.

How it's diagnosed

The dentist or doctor will examine the area, and if they are still
concerned they will refer you to a specialist, such as an ear, nose
and throat specialist known as an ENT specialist. They will also
examine you and run some tests. They may do one or more of the
following tests:

@ X-ray, which may include a special x-ray of the jaw and teeth
called an orthopantomogram (OPG). e A nasendoscopy, which
involves a small tube with a light being inserted in your nose
while a mirror is held at the back of the throat to better view the
throat.

@ A biopsy, where some cells abnormal cells are collected from
the area for testing.

@ Fine needle aspiration, a type of biopsy where cells are taken
from a lump to test for cancer.

What increases your chances of getting mouth
cancer?

A number of risk factors may increase your chances of getting the
disease. These include:

@ Smoking.

@ Excessive alcohol consumption.

@ Age... mouth, head and neck cancers are most common in
people over 50 but everyone should be vigilant if symptoms
arise as younger people can also be diagnosed.

® Gender... mouth, HNC are more common in men.

@ UV exposure from the sun or sunbeds. .. particularly to the lips.

@ Diet... not eating enough fruit and vegetables may leave you
more susceptible to cancer.

@ Human papilloma virus (HPV)... it is passed on through sexual
contact and may increase your chances of gefting cancer of the
mouth, head, and neck. continued on p.12
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Trev’s Story rart one

Where to start this amazing
journey of life changing surgery?

| first noticed something wasn't quite right
in spring 2015. | had a hip replacement
the year or so before and had put my
family through a lot of worry so | decided
to send she who must be obeyed off to
the States to see her family in New York
and of course the daughter had to go as
well as she doesn't like fo miss out on any
chance of a free holiday, especially if it
includes a shopping spree.

When they returned | went to pick them up
from the airport and being a gentleman, |
took the largest of the cases. As | was
walking across the road bridge to the
carpark | found | was getting very short of
breath to the point where | had to stop to
rest and recuperate which was a little
worrying but being a man, | shrugged it
off as being the start of a cold which
everyone knows is always worse for us!

My daughter lived in London at that time
so we took her home first and, on the way,
we stopped to have some lunch (daughter
doesn't do anything without stopping to
eat!). Walking around London | was
having trouble breathing again and put it
down to breathing in the fumes from the
traffic but if | am honest | knew something
wasn't quite right.

On getting home | decided to go to the
docs and because it takes so long to get
the appointment | first took counsel from
the mighty Google (well you do, don't
you?) who diagnosed polyps which didnt
seem so bad. When | finally got to see the
doc and explained my breathing problem,
she took an oxygen reading which
showed all was ok (not surprising as | had
been sat down waiting fo see her in the
waiting room for the previous 35 min) and
suggested | go back to see her if things
did not improve. | made another
appointment two weeks later as | was
beginning to have trouble swallowing
food now as well as breathing. She said
she would put me on a course of
antibiofics if things did not improve within
two weeks. | wasn't very pleased with this
diagnosis (OK, let's tell the truth here) it
was she who must be obeyed that was
not pleased or satisfied with this diagnosis
and insisted | went back again to see
another doc who straight away referred
me to the hospital ENT dept.

| saw the specialist who tried to put a
camera up my nose but could not get it to
go down my throat. (those Canon digital

12

SLR’s are a little large, Joke. OK, not a
good one but hey, it's my story!)

| saw the panicked look on his face as he
said the dreaded words ‘I just need to
speak to my superior for a second
opinion” | knew something was wrong
and | got booked in for a biopsy.

| was told | would just be anesthetised to
have a look down and would only take an
hour or so.

My wife was asked to go back in a couple
of hours to pick me up so she took
advantage of me not being able to stop
her and so she went shopping!

She returned after the designated two
hours and after waiting for another hour in
the day care treatment centre, she got fed
up and spoke to the receptionist and was
told in front of all the waiting room that |
had been sent fo ICU as | had to have an
emergency tracheostomy.

Now she (her indoors) knows all about
tracheostomy after seeing it on casualty
where they take a biro pen and stab you
in the throat with it so she knew it was a
tad serious.

(Joking aside perhaps telling her in front of
a waiting room full of people was not
perhaps the best customer service so let's
hope that this method of communication
has since been improved)

| woke up in ICU with a load of plumbing
pipe sticking out of my neck, bit of a shock,
but Sally was there to reassure me and
talk me through what had happened.

It turned out that they found | had a large
tumour in my throat which was beginning
to block my breathing and swallowing
functions. This tumour was known as a
chondro sarcoma, it was rare because it
normally affects bone and cartilage and
apparently very rare to occur in the throat!
Well It did take me a while to realise they
were all talking about the fearsome cancer
word and that is where | went deaf and
numb with shock | realy don't remember
much more of the conversation but | did
know it probably needed to be removed.

Because it was a rare tumour and
therefore very interesting to all that were
medical, | was kept in ICU for over three
weeks while the team decided the best
course of action would be.

During this time, | had to have the trachy
tube down my throat replaced a couple of
times because it needed to be a different
length and also needed to have an inner
tube fitted which could be swapped out
each time it blocked or needed cleaning
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out which seemed to be required every
hour or so as the tube being stuck down
my throat induced a lot of coughing and
mucus production and often blocked
preventing breathing, scary stuff and
especially so in the middle of the night
when dafter finally falling asleep you wake
up struggling for breath.

Now ICU is a very special ward with
incredibly caring staff (and to be fair, every
second of my time of the three months in
hospital was the same care, incredible
dedicated staff from the cleaner fo the
surgeon). But unfortunately the ICU is the
noisiest ward | have ever encountered
with flashing lights, buzzing and beeping
machines etc. to prevent you from ever
getting any rest and making a night's
sleep impossible.

| also had a feeding tube up my nose
which was taped on to the end of my
hooter and made me feel a bit like a Tapir.
At one point, this tube which went down to
the correct place in my digestive system,
moved — making liquid food go into my
lungs (don't ask me how!) instead of
straight into my stomach causing me to -
well | don't really remember what, only
that | lost a day and a half and sweated a
lot with a very high temperature. | had to
have suction into my lungs frequently to
get rid of the liguid food which had gotten
there and caused me to cough until my
head felt like it was going to explode and
drop off! | honestly thought | would die
from a brain haemorrhage before the
throat cancer could get me!

Any way | survived and was eventually
moved after three weeks to Northampton
H&N dept which | must say was a bit of a
shock.

From this ultra-modern open airy light unit
in Milton Keynes ICU to what seemed to
be a cramped low-ceilinged old-



fashioned hospital ward (which it was) but
I must admit the staff were just as superb
and everyone understood what was
going on and gave me the confidence to
know they knew how to deal with
anything that old Trev could throw at them
and | did throw a lot.

| was given a bed furthest away from the

Help to Charities

Last April the Government, via the
Department of Culture Media and Sport,
announced help would be provided to
charities that faced losses of funding
arising from the COVID-19 pandemic. The
support programme was fo be managed
by the National Lottery Community Fund.

\-
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window which for me was almost
unbearable as | do like to see daylight
and smell the air (little did | know about
smelling for the future!) Anyway, | did
manage to finagle my way to down to the
window bed in the end.

| had weeks and weeks of boring boring
boredom while the team which had now
grown to include surgeons from around
the world, specialists, oncologists, nurses,
it seemed like even the paper boy got
involved decided the best course of action
for good old Trev.  continued in next issue

been vital fo us.

NALC was affected by the stay at home message which meant many members were
shielding and which prevented many of our fundraising events taking place. We put in a
bid for support based on our latest accounts, calculating how much money we would
lose over a period of six months.

| am delighted to report our bid was successful and NALC is very grateful for the support
we are receiving. The funding will be used towards our core costs such as salaries. We
were unable to make use of the furlough scheme as it was a busy time for our office and
it was vital we were there to support the laryngectomee community.

Now, in early November, its looks like it will be many more months before we can
resume our usual events like Coffee Mornings and hospital stands, so the grant has

Malcolm Babb

The Power of Connection During COVID-19

As we enter our sixth month info the pandemic in the United
States, we have learned about managing and living a ‘new
normal’. Transitioning to virtual conferences seemed to be a
natural occurrence when we were mandated to shelter-at home.
How does one continue social interaction and reduce the
chances of isolation?

The virtual support meetings gave us an opportunity to address
this. Our virtual support meetings started out with a major focus
on the pandemic. The group members discussed how they were
getting groceries (e.g. who delivered groceries in a timely
manner), keeping their homes sanitised, managing their
households with children at home and working from home. Many
meetings discussed precautions, PPE (use of face mask and cover
or mask over stoma for a laryngectomee), current fears and
concerns.

But now, five months later, the meetings have turned into an
environment of increased social interaction — lots of laughter and
support. At our last meeting, a new patient and her family
member joined the group. Discussion started out about ways to
reduce anxiety which resulted in a rich discussion of fun hobbies
and activities and thoughtful reflection from the patients with
regard to transitioning back to ‘normal’ activities. The group has
provided a weekly platform not only to consistently exchange
information but to share life experiences. Members shared their
favourite things from humidifiers and walking to get exercise to
eating slippery foods like mangoes.

The group, which celebrated its 10-year anniversary this year, has
always been about sharing and caring for each other since the
very first meeting. Members have been active in community
outreach by reaching out to patients who are preparing for
surgery, just had surgery, or sharing supplies for fellow members
in need of HMEs due to a delay with receiving supplies. Earlier in
the pandemic, the Provox Micron HME was recommended as a
good product to use when out in the community. When a few
members were unable fo obtain this item, support group
president Marilou Percival mailed out boxes to those in need.

The atmosphere is casual even when
discussion include serious topics such as
dealing with cancer concerns and fear of
contracting Coronavirus if they go out in the community. The
group members remain strong in their resolve and empathetic
while listening to their peers discuss topics that may be
sometimes painfully familiar. Virtual conferences have also
provided an easy way to invite speakers from the healthcare
team. To encourage improving physical activity during home
isolation, our USC physical therapist Dr Kimi Yamada offered the
group exercise tips and ways to stay active when most of us
remained at home.

Dietitians have also participated by encouraging healthier eating
during this time. Dr Niels Kokot, our head and neck surgeon at
USC Caruso Department of Otolaryngology-Head and Neck
Surgery, has provided COVID-19 updates and helped ease some
of the fears. These virtual conferences have provided inspiration
to members by being given the chance to connect with other
laryngectomees across the country to learn more about their
journeys.

Dr Itzhak Brook visited the group early on during the pandemic
and answered questions and provided suggestions for
laryngectomees on how to keep safe and healthy during this
time. Another special guest, David Hayles, shared his stories and
memorable photos during his intercontinental experiences on his
electric-assisted bicycle which motivated all of us to find our next
adventure. The group focus has always been on providing
information and most of all support. During this pandemic, it has
proven to be so much more for everyone.

The sharing in the group - full of laughter, smiles and sometimes
tears — a unique bond has been created for those who have
travelled similar paths. The group enthusiastically welcomes new
members into the group and as one patient has said, “I came in
as a stranger and left with a new group of friends.”

Dr Brenda Villegas is a speech-language pathologist and
assistant professor of clinical ofolaryngology in the USC Caruso
Department of Ofolaryngology-Head and Neck Surgery in Los
Angeles, California.
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Chesterfield Club

After a successful outdoor meeting in
August we have been able to do the
same in September and October.
However with the new lockdown
introduced last month and the refurn to
shielding for the extremely vulnerable, we
were not able o meet in November. We
will now be turning to Zoom for the winter
months.

Our Treasurer, Pam Gill, has been working
hard to raise funds for Ashgate Hospice,
which provides services to our members.
Like most charities, the hospice is in a
serious situation as the pandemic greatly
reduces the options for fundraising
activities. Members gave generous
support to Pam'’s campaign.

What is Mouth
Cancer?

continued from p.9

How to reduce your risk of mouth

cancer

@ Avoid smoking.

@ Limit your alcohol consumption.

® Always use a lip balm with sun
protfection.

@ Eat a diet high in fruit and vegetables.

@ Check your mouth for symptoms when
brushing your teeth.

@ Get regular dentist check-ups.

What are the treatments for mouth
cancer?

The treatment for mouth cancer will vary
depending on the location and type of
cancer and your general health. Your
doctors will develop a treatment plan to
suit your case which may include one or
more of the following treatments:

@ Surgery... to remove the cancer.

@ Radiotherapy... to kill cancer cells using
X-rays.

@ Chemotherapy... to kill the cancer cells
with drugs. Where to be checked If you
have any of the symptoms above for
more than three weeks see your dentist
or GP. They will examine the area and
recommend the next steps if necessary.
More information on mouth, head and
neck cancers can be found on:

@ Cancer websites.

@ Dental health clinics and dentists.

(from The Voice Newslefter)

Immune-Boosting Drug for Mouth Cancer

This article was published by Eve Simmons for The Mail on Sunday on
24 October 2020 and appears in the Plymouth HNC Newsletter.

@ Treatment offers fresh hope to patients
whose cancer is deemed inoperable.

@ EPatients currently offered
chemotherapy and infusions of potent
cancer drugs.

@ Elmmunotherapy drug pembrolizumab
can now help some patients live longer.

Thousands of Britons with deadly mouth
cancer will now be spared gruelling
chemotherapy thanks to an immune-
boosting drug. The treatment, given the
green light by health chiefs last week,
offers fresh hope to patients whose
cancer has either spread or deemed
inoperable. Currently, these patients have
two options to prolong their life...
chemotherapy and weekly infusions of
potent cancer drugs, which often leave
patients debilitated and confined to bed
for the short time they have left.
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NICE Ruling

But now immunotherapy  drug

pembrolizumab can help some patients
with the disease live up to 30% longer
than they would with chemotherapy, with
50% fewer side effects. Last week’s ruling
by UK health watchdog NICE, which was
based on the results of final-stage
international trials, permits the treatment
not only for advanced mouth cancer but
also cancers of the nose, sinuses, and
salivary glands, known collectively as
head and neck cancers.

Doctors must first test patients' tumours for
a protein called PD-L1, which limits the
immune system's ability to find and
destroy the cancer. Immunotherapy drugs
such as pembrolizumab blocks PD-LI1,
helping the body's fighter cells to attack
tumours. The majority of people with
advanced head and neck cancer will test
positive for PD-L1. Roughly 12,000 Britons
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are diagnosed with these cancers every
year... mostly men over the age of 70. The
treatment, given the green light by health
chiefs last week, offers fresh hope to
patients whose cancer has either spread
or deemed inoperable.

In the maijority of cases, head and neck
cancers are spotted at a late stage as they
are offen mistaken for other less serious
conditions. By the time they are
diagnosed, the cancer has spread to
other nearby tissues and prognosis is
poor, with many surviving just six months.
Researchers from the Institute of Cancer
Research who frialled the new drug
discovered that some patients lived for

more than a year following
pembrolizumab treatment.
Immunotherapy  drugs such as

pembrolizumab blocks PD-L1, helping the
body's fighter cells to attack tumours. The
maijority of people with advanced head
and neck cancer will test positive for PD-L1.

Pembrolizumab is already used widely on
the NHS to treat skin, bladder, and small
cell lung cancers. Professor Kevin
Harrington, consultant clinical oncologist
at The Royal Marsden Hospital in London,
welcomed the decision. He said:
‘Pembrolizumab can improve survival,
while avoiding some of the most
challenging side effects.' Prof. Harrington
said he was “disappointed” that health
chiefs did not extend approval for
combination therapy... using
pembrolizumab alongside chemotherapy,
which is shown to have the most
significant impact on survival. He remains
“hopeful” that NICE may go further and
fund combination therapy in the future, for
those whom it is appropriate.
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