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Heads Up: A Pain in the Neck

CLAN IS 150!

Amidst all the international gloom and uncertainty,
here’s something to celebrate. CLAN has reach 150
issues! Our first issue was back in May 1982. Much has
happened since then. (For one thing, the Editor has
shaved off his rather catching moustache.) CLAN then
was a 4-pager with its title in green. Now we're all in
colour and have reached 12 pages at times! You can
read more inside with a few reflections on those years.

Tell Us

One thing that hasn’t changed is that we still want to
hear from you! Send us your news and photographs.
Tell us about your lives as laryngectomees. About life married to a laryngectomee. And
about your clubs. What activities do you do? What do you do to raise funds? Do you
have a Facebook page or a website? So come on, email us! You know you want to.

Tam <ol

lan Honeysett (Editor)

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
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. 151: 1 November 2019

Three Cheersforlan! ............ 10
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 Suite 16,
Tempo House, 15 Falcon Road, Battersea,
London SW11 2PJ

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

(1 1 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

HERRRRRRIRRNRREER
Start date D:E'] Expiry date D:E']

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

If you are a UK Tax payer, may NALC Gift Aid
your donation? Yes'd Nold

| 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

Cancer Targets

| have not commented very often in the
past about the delivery of cancer
services but it is impossible to ignore
recent reports. The chances of survival
are increased by early diagnosis and
treatment. It is alarming to read of
reports of the current delays to analysis
of scans and delivery of treatment being
experienced by cancer patients.
Shortage of specialist staff is a major
factor, along with clinicians’ reluctance to
work overtime at weekends because of
large pension-related tax bills that would
be incurred. | hope NHS England will be
giving the resolution of these matters the
high priority they deserve.

HPV Vaccination

This month, for the first time, a
programme of HPV vaccination in
schools that includes boys as well as
girls will be launched. All the research
evidence indicates this will significantly
reduce the incidence of cancer,
especially head and neck, in future
years. NALC has been a member of HPV
Action for many years and we are
delighted this collaborative group has
secured its goal of equal vaccination.
The challenge ahead is to make sure
that parents embrace the new
vaccination programme and are not put
off by scare stories in the press about
possible risks.

Peer Support

The Throat Cancer Foundation is
launching an initiative to promote the
provision of support for head and neck
patients from fellow patients and carers.

From my experience of meeting patients
facing a laryngectomy, and their
families, such meetings have been
exclusively beneficial. It is a matter for
disappointment that the opportunity for
such meetings is not provided in all
locations in the UK.

My own local group in Chesterfield has
demonstrated to me how valuable the
sharing of experiences between patients
can be before and after their surgery. This
has been recognised by every policy
document since the NICE ‘Improving
Cancer Outcomes’ documents in 2004/5
first emphasised the value of peer support.

| congratulate and thank the members of
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Photothermal Approach to Head and Neck
Cancer \

Head and Neck cancer affects
600,000 people every year, including
over 12,000 patients in the UK. Various
factors can ftrigger this disease, such
as smoking, alcohol consumption,
and repetitive viral infections. The
current treatment approaches rely on
surgery, chemotherapy, radiation, or
targeted biotherapies. However, these
treatments can be either invasive or \_ J
not very effective. Dr Mohammed Al Qaraghuli (founder of SiMologics)

We have recently established a Glasgow-based biotech company called SiMologics. We
design a class of targeted biotherapies, called photothermal therapy, which is
composed from biomolecules called antibodies and very small gold particles. This
approach can provide a method to burn cancer cells, and treat Head and Neck cancer
in an effective and non-invasive way.

Please Help

Albeit being at an early stage, and will require product development time, we are keen
to speak to cancer patients to gain their insight info their experience with the offered
treatments. In addition, we are looking to speak to oncologists and surgeons to get their
valuable opinion about the currently utilised treatments, and use these discussions to
optimise our approach. If you are happy to have a short conversation with us, kindly
contact Dr Mohammed Al Qaraghuli through this email address: m.algaraghuli@
simologics.co.uk. Alternatively, you can send us a short description of your experience
with Head and Neck cancer, and the utilised treatments, by post through the following
address: SiMologics Ltd, The Enterprise Hub, Level 6 Graham Hills Building, University of
Strathclyde, 50 Richmond Street, Glasgow G1 1XP.

Dr Mohammed Al Qaraghuli (founder of SiMologics) has worked as a Research Fellow at
the School of Medical Sciences at the University of Aberdeen to optimise the
development of therapeutic antibodies. He then worked at the University of Strathclyde
as a Visiting Researcher in the Strathclyde Institute of Pharmacy & Biomedical Sciences.
He then moved to the Department of Chemical and Process Engineering-University of
Strathclyde to develop low-cost and efficient diagnostic kits that enable the
instantaneous detection of pathogens and contaminants in food chains. In addition to
academia, Mohammed has worked in two biotech companies based in Aberdeen
(ImmunoSolv and Scotia Biologics) to develop and characterise a set of diagnostic
antibodies.

SiMologics has been developed through different entrepreneurial acceleration
programmes like the Develop programme of the BioCity-Glasgow, the Rising Stars
programme of the University of Strathclyde, and the Royal Bank of Scotland Entrepreneur
Acceleration programme. This has enabled us to win various awards like:

® The Best Customer Discovery Prize at the BioCity 12-week Develop programme,
November 2017.

® The Most Promising Technology Prize that was awarded by investors during the
BioVale-BioBase4SME (North-West Europe) BioCamp, York-UK, June 2018.

@ Scottish EDGE entrepreneurial competition, Round 14 winner, June 2019.

NALC's dffiliated groups for the work they
are doing in their localities, and in many
cases have done for many years, to
support patients and their families.

BAHNON

Every two years the head and neck
specialist nurses’ group organises d
conference to consider current issues.

They are kind enough to invite NALC to
have a stand at the conference. After trips
to Cardiff, Manchester and Birmingham,
this year | went to Glasgow. It was a
pleasure to meet up with old friends and
colleagues but also to have the
opportunity to spread the word about
what NALC can offer to patients along
their difficult journey. Malcolm Babb



Annual International HNC Conference at
Brighton, Wednesday, 6th - Thursday,

7th November

This conference will be of interest to all our
health professionals with an interest in
Head and Neck Cancer, as well as
clinical/medical oncologists, radiologists,
pathologists and dental teams.

It will offer an invaluable opportunity for
participants to discuss the issues retaining
to ‘The Patients Journey in to Survivorship’.
They will continue to review how the latest
services and treatments can transform
Head and Neck Cancer.

At a time when health professionals are
under ever more severe pressures, the
conference will examine the opportunities
for everyone involved to help improve the
Patient Experience and Outcomes. They

Target Audience

All ENT consultants, medical oncologists,
radiation oncologists, radiologists, head
and neck surgeons, physicists, nurses,
pathologists, radiation therapists, speech

language therapists, dentists and
rehabilitation specialists.
What someone said about 2018

conference: "Just wanted to drop a quick
email to say what a fantastic conference it
was a few weeks ago. | know from
organising events how much work goes
into the arrangements and detail, so a
MASSIVE well done you for what you
achieved. The speakers were so so good,
and such a good variety.”

Progressing a
Smoke-free NHS

A PHE survey has assessed progress
made by NHS Trusts towards achieving
the goal of making all NHS sites smoke-
free by 2020, a commitment made in the
NHS five year forward plan in 2014.

The survey found that smoking is now
banned completely on the grounds of
more than two thirds (69%) of NHS acute
trusts in England. Yet almost a third (31%)
have not yet enforced total smoking bans
across hospital premises. PHE chief
executive Duncan Selbie wrote to NHS
Trust and foundation trust chief executives
in May commending progress made
towards a smoke-free NHS and
announcing a pilot survey of the smoke-
free status of Trusts in the South of
England.

will explore potential ways of enabling all (
of us to think differently about how we To find out more, go to:
learn and what we can achieve. allevents.in/brighton/head-and-neck-
) ) ” ) cancer-international-conference-2019-
The cpnferenge will deliver an exciting mix hncconf2019-day1/1000052864948484
of international keynote speakers,
exhibitions and fringe activities themed N L
around the patient and carers Pathway/
Journey and will invite delegates to Think . e e
Differently as a result. The Cancer D|e‘|’|C|an
Speakers will be invited to build their If you are looking for ideas for dining, why
presentation around their personal not visit the website of Meredy Birdi, Cancer
experiences, speakers have been Dietician expert. She has produced a wide
grouped to explore counter or range of healthy recipes which you can find
complementary positions within a strand at: www.thecancerdietitian.com/recipes
to further engage the audience. The ~
participation of patients, carers and health
professionals in all aspects will form an
integral part of the conference.
. J 4
H H Here are a few of the links (but (~ N
New Laryngedomee GU'de in ]4 other languages are available)
Languoges The books are also available in
printed format through
The Laryngectomee Guide by ltzhak Brook MD is now available i Amazon.com.
14 languages: English, French, Spanish, Portuguese, [talian, .
Bulgarian, Romanian, Russian, Turkish, Arabic, Farsi, Simple and English:
Traditional Chinese and Korean. www.eninet.org/ cgntent/
laryngectomee-guide
The Guide was endorsed by the American Academy of  French: goo.gl/jiPcV39
Ofolaryngology Head and Neck Surgery and is available at their  Russian: goo.gl/gxs97!
website: www.entnet.org/content/laryngectomee-guide Italian: goo.gl/oiEXIC
Simplified Chinese: \_ Y,

The Guide provides practical information that can assist
laryngectomees with medical, dental and psychological
issues. It contains information about side effects of radiation
and chemotherapy; methods of speaking; airway, stoma, and
voice prosthesis care; eating and swallowing; medical, dental
and psychological concerns; respiration; anaesthesia; and
travelling.

goo.gl/e7Cflx
Spanish (Spain version): bit.ly/2UtGcWR
Spanish (South American version): bit.ly/2WmFM58

ltzhak Brook MD, MSc, is Professor of Pediatrics and Medicine at
Georgetown University School of Medicine and is a Board
member of the Head and Neck Cancer Alliance.



We offer a range of expert services and support, to help
you navigate your way through your laryngectomy or
tracheostomy journey.

Dedicated Customer Care Representatives
Receive specialist support from your experienced
customer care representative, who is dedicated

to understanding your individual laryngectomy or
tracheostomy needs.

Delivery direct to your door

Reliable and easy-to-use product delivery service,
along with additional support when you come home
from hospital. We also offer a text service to let you
know when to expect your delivery.

Local laryngectomy MyVoice events

They are called ‘MyVoice’ events because it’s all
about you and your needs. At the same time, it's a
great opportunity to get to know other people living
with a total laryngectomy in your area.

Passionate Head and Neck Specialist Nurses

Each nurse has extensive knowledge of neck stoma
care, and can support you with care and advice
about daily routines and the products you are
currently using in the comfort of your own home.

Join today or find out more about us at www.countrywidesupplies.co.uk
or call us on 0800 783 1659



Giving Something Back

It started for me on 1 April 2019, at the last-
but-one meeting of Chinwags, the club
held at Maggie's Kirkcaldy for
Laryngectomees, persons, usually no
longer ‘'patients’, who have had their
larynxes (voice boxes) removed surgically,
almost invariably because of cancer in that
area. Carers and other interested parties,
such as Speech Therapists, also attend the
club, which meets approximately
quarterly. The usual attendance is around
12 persons, of whom six to eight are
laryngectomees.

| cannot speak for all, but to me having a
laryngectomy is not an illness, while it
certainly is a considerable handicap. We
just get on with our lives as best we can.

We Were the Patients!

At that meeting, Lindsay (Speech
Therapist), Secretary and Chairperson of
the club, intimated that she had been
contacted by a Lecturer in Nurse Training,
Dundee University, with a view to asking if
one or more of us would be available to
act as 'patients’ at a session being
arranged at the School of Nursing,
outstationed at Forth Avenue, Kirkcaldy.
She asked if any of us would be willing,
and having received a positive response,
confacted the Lecturer (who is of course a
qualified nurse herself) to say that some of
us were willing and able to assist.

It turned out that Jan and | were to be the
‘patients’. We, Lindsay, Jan and myself,
had a meeting with Ruth on 6 May when
she gave us more detail of what was
required. Jan and | duly attended the
School of Nursing on the afternoon of 9
May, where we met Ruth and Stacey,
another Nurse/Lecturer.

Two other individuals also attended as
‘patients’. | do not know what was actually
or theoretically wrong with them, and did
not myself interact with them at all.

Our remit was to allow the students fo
examine us from an Ear, Nose and Throat
point of view, and of course to tell the
students about tracheostomy,
laryngectomy and living with it. The
students were of mature years. All had
been qualified nurses for several years,
and were seeking to upgrade their
qualifications with a view to more senior,
and hopefully more interesting jobs, to
become Nurse Practitioners. | would guess
the average age of the students | actually
talked to would be at least 35 years.

The college has at least a couple of large

rooms set up as dummy wards, with beds
and teaching dummies and equipment.
Jan, who had her laryngectomy many
years ago and has a speech valve, is able
to speak fairly loudly if required, was
asked to interact with the students in one
of these 'wards'.

Basic Mechanics

The basic mechanics of a speech valve:
the laryngectomee wears an adhesive
baseplate around the tracheal stoma
(opening, normally in the sternal notch,
immediately above the upper end of the
breastbone at the base of the neckl. Into
the baseplate is fited an HME cassette.
(HME = Heat and Moisture Exchanger).
This is a short cylinder which also has two
other functions. It has a filter, which helps
to keep the air being breathed in clean. It
also has a spring-loaded valve, which the
laryngectomee can press with a finger to
close the stoma. At the time of the original
laryngectomy operation, or more often at
a separate operation later, the surgeon
creates a hole between the remaining
tfrachea and the oesophagus (gullet). Into
this hole is fitted a one-way valve. Air may
pass from the trachea into the
oesophagus, but NOTHING must pass in
the opposite direction. If food or drink from
the oesophagus passed into the trachea it
would have a very bad effect on the lungs
(of course, in sufficient quantity, it would
cause drowning). Getting anything except
clean air into the lungs is a bad thing! To
speak, that is, to operate the speech valve,
the laryngectomee presses the HME to
close it.

When this happens, and he/she is
breathing out, the speech valve opens and
air is diverted from the trachea into the
oesophagus and up into the back of the
mouth. At some point at or above the
opening of the fistula (junction hole)
between the oesophagus and tracheaq,
loose fissue is created, which, when acted
upon by the airstream produced when the
HME is closed, vibrates, allowing the
tongue and mouth to produce easily
recognisable speech.

| do not have a speech valve, and can
orally communicate only using an ‘electro
larynx'. This is actually just a buzzer which,
applied to the neck, causes air in the
pharynx to vibrate, and then | make
movements of my mouth and tongue as |
would in ordinary speech, and the
vibrations can then (if the auditor has good
hearing) be construed as speech.

This is limited. Making the buzzer louder
does not increase the comprehensibility of
the 'speech’ produced. It is essential that
an electro larynx user must have a quiet
atmosphere to speak in, otherwise he or
she is simply not understood. Secondly, it
is well known that everyone's hearing
deteriorates with age, and similarly the
older a person is, the harder it is for him or
her to understand what | am saying.

Ruth, being aware of these limitations,
arranged that the students would see me
in a separate room. This worked out well. |
think there were about 30 students
altogether, and | interacted with about half
of them, two groups of seven or eight.

The Real Reason

A basic ENT examination was done, but
the real reason we were there was to
show the students fracheostomy/
laryngectomy conditions. The condition is
relatively rare, and the students were lucky
to have us there to show them and talk to
them about it. In my days as a student (of
medicine) long ago the condition was
probably even rarer, as cancer of the
throat was then pretty much a death
sentence. Treatment now is more
successful, so these nurses may run
across a case. | did not see a case of
throat cancer or laryngectomy in more
than 40 years of medical practice.

| talked to the students about the
symptoms, surgical treatment, and
ongoing problems. All, without exception,
were inferested.

Our visit to the School of Nursing took
something over three hours. | felt it was
time very well spent, and was very happy
to do it, and have offered to do it again.
This would be with qualified nurses and
with students as yet unqualified. Ruth
indicated that it is quite likely that my offer
will be accepted.

My symptoms of the throat cancer date
from October 2016, and | had the
operation in April 2017, so | have had a
very great deal of contact with the NHS as
a patient over the last three years. Helping
to train and broaden the knowledge of
nurses | am delighted to do as in a small
way repaying the enormous debt of
gratitude | owe to the NHS.

| am very glad to have been asked to do
this, and will happily do it as often as is
required. | have the impression that Jan
also enjoyed the session, and felt it to
have been worthwhile,

Ron Smith
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150 ISSUES LATER...

Its 150th issue of CLAN. Our first issue was back in May 1982 -
before most of our readers were born. (Surely?) The headline
(then in green) read ‘A New Voice’ and it was a 4-pager. The
NALC President was Joe Block and the main article was on the
Blom-Singer technique. The print run was 2000 and copies were
distributed as far as Australia and Hammersmith.

| remember it (just) because it was the first time | had edited a
newslefter. Someone had suggested to my wife, Jan (who was a
Ward Sister at Charing Cross Hospital on the ENT ward) that it
would be a good idea if NALC had its own publication. But where
would they find an editor? Jan mentioned that | had aspirations to
be a writer (I'd even had a rejection letter from the BBC) and she
would see if | was interested. | protested that | knew nothing
about editing but she said that didnt matter as our friend, Nick
Moll, would teach me. He did so and so we were off! The title
CLAN came to me in a rare moment of inspiration when |
reversed the letters of NALC and Jan agreed it sounded
appropriate as laryngectomees were a family.

Early Days

In those days, editing was a laborious business. Everything
arrived by post and the first challenge was to interpret
contributors” handwriting. Then | had to type it all out (quite slowly)
on my old typewriter. | then posted it o The Ludo Press (who still
print CLAN and without whose help and guidance we would
never have survived). They would return a first print version which
| then cut out and pasted onto layout sheets and posted back.
They then produced the camera-ready copy which had to be cut
out very, very carefully and pasted onto the final layout sheet. This
was obviously far too fiddly for me so Jan did it. | then had to drop
it off at some convenient spot (like my office reception desk) for
Ludo to collect it. On just one occasion, | somehow left the final
layout on the train. Panic sef in. Would | get a phone call
demanding a ransom? But, thankfully, after numerous calls, |
managed to track it down to Portsmouth station lost property
office.

Nowadays, of course, it's far more straightforward. Most material
comes by email/the internet and the layout is all done on the
computer. No trains involved at all.

Further Reading

To mark the 20th and 25th anniversary of CLAN, | wrote a detailed
account of some of the memorable features ftill then so | won't
repeat them all here. Except to mention issue 10 which carried my
interview with Harold Wilson, Lord Wilson of Rievaulx. When he
became a Patron of NALC, | thought how fantastic it would be to
interview him. He was one of my childhood heroes. And, much to
my surprise and delight, he invited me to his Westminster flat. |
remember nervously ringing the doorbell, holding a massive tape
recorder. His wife, Lady Mary, let me in and made us coffee. Just
as | was about to press the record button, he told me not to ask
him anything about his associafion with NALC as he didn't know
much about the subject. (This was true as | later learned that he
was once invited to speak at a laryngectomee meeting and,
seated up on stage, he began to light his pipe fill persuaded it
was probably not quite the thing to do!) Anyway, | managed to
complete the interview which he then approved. A great feeling.
I've mentioned it several times to my children. (Who, of course,
then ask: “Who's Harold Wilson?”)
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CLAN reflected the steady growth of NALC: from just 6 clubs in
1976 to 41in 1982 and 92 in 2001. I've been fortunate to have had
so many valued confributors over the years. In particular, Andrew
Staines who became a good friend but who died in 2016. Andrew
was an actor (appearing in Dr Who) and excellent cartoonist for
many years. He also wrote several articles including one about
laryngectomies and their dogs. (Andrew was a dog-sitter who
once spent Christmas in a castle in the Highlands, miles from
anywhere, with just the company of two dogs. He loved it.)

In issue 51, CLAN went from green to blue and we started to
produce some 6-pagers. In issue 73 | interviewed Eric Blom,
creator of the Blom-Singer valve. Issue 75 was the first in full
colour and was an 8-pager.

Poetry

Over the years we had had many interesting poems sent in by
readers. Issue 78 had ‘Come On’ by Jimmy Boyd about joining a
club. Here's an excerpt:

“Would you like to be a member
Of our friendly little club?

All you have to do for this

Is pay a little sub.”

In issue 96, Sheila Burrows wrote about her brother, a decorated
soldier and her husband, a laryngectomee:

“My brother is a brave man,

He deserved his MBE

But there is no medal large enough
For my laryngectomee.”

Probably our most prolific poet was Len Hynds. He wrote ‘An Old
Man’ which ended:

“So open your eyes, please, nurse and see
Not a foolish old man,

Look closer, see me.”

To which a nurse, Liz Hoeben, replied:

“So please understand if we hurry and fuss,
There are too many of you and too few of us.”

Browsing through the last 50 issues of CLAN, a few notable items:

e The UK had the fifth highest percentage of laryngectomees
worldwide (133.8 per 100,000). Hungary had the highest af
181.9 per 100,000.

e In March 2014 we announced that MacMillan Cancer was
phasing out its financial support for NALC over the next few
years and invited ideas on filling the gap. (This, of course, has
now happened.)

e In 2014 the NALC office was moved to Battersea.

@ Issue 134 featured a recipe for Bread & Butter Pudding — my
favourite!

@ Issue 138 reported that there were 450,000 people affected by
oesophageal cancer worldwide.

@ Issue 140 reported the news that smoking rates (the cause of
65% of oral cancer cases) had dropped dramatically.

e And issue 149 had an item on eating chocolate stating that it
may ease throat pain and reduce coughing!

So a big Thank-you to everyone who has helped in any way to
make it to 150 issues. Especially to Ludo who have designed,
printed and kept us on the straight and narrow all that time. It's
been great fun.

lan Honeyseft



Buchanan- Stretch’

(Patent Pending: GB1909751.8)

Kapitex are excited to introduce our new range
of breathable clothing designed specifically
for those with a laryngectomy.

from

KAPITEX

Black Grey Paisley Leopard Light Blue Dark Blue

The Buchanan - Stretch® has a patented ‘D shaped’ design for full coverage of
Pink Tartan the neckline and is narrower than standard neck sizes to provide a snug fit.
Buchanan - Stretch® is simply worn by pulling on/off over the head like a T-shirt.

To purchase call Kapitexon 01937 58021 1 where one of our customer service team will be happy to assist you.

Acquisition Announcement

Kapitex Healthcare Ltd is delighted to announce the acquisition of SpiroTect™ from
ProSys International Ltd.

SpiroTect™ have been manufacturing and selling medical devices to help laryngectomy patients for over 5
years. The brand itself consists of over 30 individual product lines over a number of different categories, such

as HME cassettes, wipes, tube holders and protectors; all of which are available on prescription. The SpiroTect™
brand fits well within the current range of products offered by Kapitex and this will allow a continuity of supply.

This marks a milestone in the continued growth plans of Kapitex and is a key step and a natural progression
towards achieving our long-term strategy. We believe that this acquisition alongside our current research and
development programme and our professional team of Clinical Specialists will allow us to expand further into
supporting homecare in the community and help us to provide a better quality of service.

Should you require any further information please contact sales@kapitex.com

KAPITEX®

Airway Intelligence www.kapitex.com

Kapitex Healthcare Ltd,

Unit 1, Erivan Park, Sandbeck Way, Wetherby, West Yorkshire LS22 7DN Tel: 01937 580211 Email: sales@kapitex.com




Heads Up: A Pain In The Neck

This article was published by Paul Yeo in Star2.com on 8 April 2018.

What are cancers of the head and neck?
You might imagine that there is a lot going
on in that area, and you would be right.
Consultant clinical oncologist Dr John Low
explains head and neck cancers (HNC) as
cancers that occur anywhere from the neck
up. “The cancers are categorised according
to the areas of the head and neck from
which the cancer cells arise. Treatment is
challenging due to the complex anatomy
and the vital physiological functions of this
region.” he says.

The anatomical regions generally referred
to are:

® Oral cavity: This includes the lips,
tongue, gums, the lining inside the
cheeks and lips, the floor of the mouth
(under the tongue) and the bony top of
the mouth (the hard palate).

@ Pharynx: This is essentially the throat,
which can be described as a hollow
tube about 13cm long that starts behind
the nose and leads to the oesophagus.
The pharynx is further divided into three
parts:

O Nasopharynx. The upper part of the
pharynx, behind the nose.

O Oropharynx. The middle part of the
pharynx, including the soft palate, the
base of the fongue and the tonsils.

O Hypopharynx. The lower part of the
pharynx.

@ Larynx: Also called the voice box, this is
a short cartilaginous passageway
below the pharynx in the neck. This is
where the vocal cords are. The epiglotis
also lies in the larynx. It covers the
larynx in order to prevent food from
entering the air passages.
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There’s a particular synergy with modern
chemotherapy and radiotherapy in the
freatment of head and neck cancers,
where the chemo ‘breaks up’ the fumour,
rendering it more susceptible fo radiation

therapy. — AP

@ Nasal cavity and paranasal sinuses:
The nasal cavity is essentially the nose,
while the paranasal sinuses (of which
there are four pairs) are small hollow
spaces in the bones of the head
surrounding the nose.

@ Salivary glands: There are four pairs of
the major salivary glands: parotid,
submandibular, sublingual and buccal,
plus numerous other small glands.

® Thyroid gland: This is a butterfly-
shaped gland that lies in front of the
windpipe, just below the larynx in the
neck, and secretes hormones regulating
growth and metabolism

Early symptoms include:

® A lump or a sore in any area of the
head and neck that does not resolve.

@ Difficulty or pain in swallowing.
® A change or hoarseness in the voice.

@ An ulcer on the gums, tongue or lining
of the mouth that fails to heal or any
unusual pain or bleeding in the mouth.

@ Chronic ringing or pain in the ears or
hearing impairment.

@ Chronic sinus infections that do not
respond to treatment with antibiotics or
frequently blocked sinuses.

@ Frequent nose bleeds.
@ Pain in the eyes or visual impairment.

Following the initial consultation and
thorough examination, further tests like
nasolaryngoscopy, CT scans and other
imaging studies might be required. And
depending on the findings, a tissue biopsy
is usually needed to confirm the
diagnosis. Managing HNC is a complex
and difficult task, given the site of the
tumour. It involves a multi-disciplinary
team of doctors from various specialties
working together with rehabilitation units,
speech therapists, dieticians and
physiotherapists.

Managing HNC

The treatment plan for a patient depends
on the type, location and the stage of the
cancer. In general, treatment for HNC, can
include a combination of surgery,
radiation therapy and chemotherapy.
According to Dr Low, treatment of HNC
has progressed tremendously, especially
with regards to radiotherapy. “We can
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Dr Low: Nasopharyngeal cancer is
endemic in the Chinese population.
Photo: SunMed

now fine-tune radiotherapy and deliver it
precisely with tumour tracking and image
guidance. This is called Intensity-
Modulated Radiation Therapy (IMRT) and
Image-Guided Radiation Therapy (IGRT).
The radiation beams can be modulated to
conform precisely to the shape, size and
location of the cancer, hence maximally
avoiding collateral damage to the
surrounding healthy vital tissues or
organs. We can adjust the dose of
radiation in each of these beams. In
addition, especially for patients with
recurrent HNC, we can give Intraoperative
Radiation Therapy (IORT). This involves
delivering a concentrated dose of
radiation to the tumour bed during
surgery in a single treatment session. In
this way, we can help reduce side effects
and the need to return for repeated
radiation freatments.”

Risk factors

Whilst HNC are not as common as breast
and lung cancers, nasopharyngeal cancer
is of particular interest amongst these type
of cancers. “This is a cancer that's
endemic in the Chinese population. It is
prevalent in Malaysia, Singapore, China
and Vietnam. It is far less common in the
West. It could be related to the unique
dietary habits, specifically the preserved
foods like salt-cured fish and meat. There
is possibly some genetic link as studies
have shown that when the same ethnic
population migrates to the West, their risk
for this cancer doesn’t decrease despite
the absence of the same external risk
factors,” says Dr Low. The other
recognised risk factors for head and neck
cancers are:

® Alcohol and tobacco use. Their role as
causal factors cannot be overstated. A
1988 study in the journal Cancer



Research found that at least 75% of
HNC are caused by tobacco and
alcohol use.

@ Infection with certain strains of human
papillomavirus (HPV) is a risk factor for
some types of HNC, particularly
oropharyngeal cancers.

® Poor oral health and the habit of
chewing betel quid have been
suggested as causes of cancers of the
oral cavity.

® Occupational exposure to wood dust,
asbestos and synthetic fibres have been
associated  with  nasopharyngeal
cancer and cancer of the larynx.

@ It has been observed that prior infection
with the Epstein Barr virus is a risk factor
for nasopharyngeal cancer and cancer
of the salivary glands.

® Genetic disposition, given that a person
of Chinese ethnicity has a higher
chance for nasopharyngeal cancer.

Signs and symptoms

Early symptoms of HNC can be vague and
nonspecific and are often mistaken for
symptoms of common ailments such as
cold and flu. “Many patients often dismiss
these symptoms, and unfortunately, they
progress to something more sinister,” says
Dr Low.

Another advancement in the treatment of
cancer is immunotherapy. Recent studies
have confirmed the effectiveness of a new
class of medicine called checkpoint
inhibitors. These have been proven to be
effective in heavily pre-treated patients with
recurrent disease. Checkpoint inhibitors
remove the inhibitory signals from the
cancers that evade our immune system.
Once the inhibitory signals are removed,
our immune system will be activated to
attack the cancer from within. It has long
been known that radiation therapy can
evoke the ascopal effect... a phenomenon
where radiafion treatment to the primary
cancer can affect the shrinkage and
disappearance of the metastatic cancer
cells elsewhere in the body. The likely
cause of this phenomenon is the activation
of the immune system after radiotherapy.

4 )

Lateral tongue cancer

Radiation therapy from without, and the
immune system from within, can work
together to fight the cancer. This synergistic
effect of radiotherapy and immunotherapy
is very promising. Dr Low advises that both
patient and doctor should discuss and
consider the recommended standard
treatment options available. “We are
treating not just the cancer itself, but the
patient as a whole in his own unique
context. We have to consider the possible
consequences and side effects of the
various therapies, some of which may be
permanent,” he says. This is particularly
pertinent in HNC. Surgery may sometimes
be overwhelmingly disfiguring, and
thereafter, challenges the patient's
confidence and identity. It may also
potentially leave the patient with
permanent  difficulty in  chewing,
swallowing, speech, and other vital head
and neck functions, that would undermine
the patient's quality of life. Patfients who
have received radiation therapy fo the
head and neck region may develop sores
in the mouth with painful swallowing,
changes in faste and a dry mouth. These
side effects can be severely debilitating. Dr
Low concludes: “Though early symptoms
can be nonspecific and vague, always be
vigilant and mindful. HNC are highly
curable, especially with early detection.
Prompt diagnosis and timely treatment
offer us an advantage in doing the best
that we can for our patients.”

(The Voice, Plymouth HNC newsletter)

Shout at Cancer:
@ShoutatCancerUK

A small singing group performing at a
wedding! But this one’s different. It's the
Laryngectomy  Choir making their
celebration even more beautifull An
important part of their work is social
reinfegration and public education in an
artfistic way: catch peoples’ attention and
tell your story; they will listen and will be
amazed.

This picture says it all. You can find out
more at: www.shoutatcancer.org/singing

4 )

www.webwhispers.org

| joined WebWhispers not long after my
laryngectomy in 2002. Based in the USA, it
offers an internet mail list, a website and a
Facebook page. Whilst most members
and contributors are from the USA, it
aftracts members from across the world.

In the years immediately after my
operation, | had email conversations with
Dutch  Helms, the founder of
WebWhispers, and these were very helpful
to me. The opportunity to pose questions
to the mail list and receive answers from
laryngectomees around the world is of
great benefit.

Recently a suggestion was made to the list
that an information sheet was needed.
This would be given by laryngectomees to
clinicians unfamiliar with our needs and
vulnerabilities, ahead of receiving medical
freatment.

NALC, in collaboration with Brendan
McGrath who leads the National
Tracheostomy Safety Project, has produced
such a leaflet and it is available for
download from our website
www.laryngectomy.org.uk  on the
publications page.

| posted a reply to the above mentioned
post on WebWhispers and shared the link
to our download page, from which the
leaflet can be obtained. This has had a
great response, the leaflet clearly fills a
gap.

Whilst NALC's primary focus is on patients
in the UK, it is great to have international
links such as a partnership with
WebWhispers.

The muail list can be accessed by receiving
all messages or by receiving a digest,
from which messages in areas of
particular interest can be chosen.

If you have not investigated this group, |
recommend having a look.
Malcolm Babb
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Three cheers for lan

In preparation for this copy of CLAN, its 150th edition, | trawled through our archives and thoroughly enjoyed revisiting old articles, some
familiar to me but much more featured way before | started at NALC. From its first edition in May 1982, its corporate colour of green and
only 4 pages to this 150th issue in its familiar blue, coloured glossy finish and 12 pages, CLAN has always been the centre of our
fantastic laryngectomee community. Its popularity is ever increasing, reaching over 3000 readers each quarter.
NALC has seen ten Presidents, five or six Treasurers and many committee members come and go but there is only one person who has
remained constant since the very first issue, CLAN's editor, lan Honeysett. Without his enthusiasm, dedication and commitment to NALC,
| believe that CLAN would not be as well received as it is today.
| was looking for past articles to republish and was finding it hard to choose, when | came across the following and thought why mess
with perfection! This was lan’s recap of the first 49 issues to celebrate CLAN'S 50th issue in September 1994. | am sure you will find it very
informative.
On behalf of everyone associated with NALC, | would like to say a massive thank you to lan for over 36 years of dedication to
laryngectomees far and wide.

Kerry@head office

A NEW VOICE

shattered him: Mlit's changed every single
aspect of my life." However, he still went
on to make ive more TV ilms. In issue 4
we began a series called MAt Work"
which featured various laryng'ectomees
who had kept on working after their
operation. Les Clarke, carpet itter, was
the irst. There was also an article on
Stoma Covers by one Janet Honeysett.

Do you remember the very irst issue of Clan back in May 19827 | do - but
then | edited it! At the time my wife, Janet, worked as a ward sister at Charing
Cross Hospital on the ENT ward. | was almost a writer - well. I'd recently had
a script returned by the BBC. Someone suggested that it would be a good
idea if NALC had its own newsletter and we were asked if we would like to
start one up. I'd never done anything like it before but Nick Moll, whose wife,
Philippa, was a Speech Therapy Adviser to NALC, offered to show us how it
was done. In the course of a very long evening he took us through all the
various stages - by the end we felt shattered even though we hadn't done

anything yet!

Issue 1

The irst editorial said, under the headline:
"A New Voice", "We hope you'll ind Clan
lively and informative. We also hope you'll
get involved in it - after all it is your
newsletter." Issue 1 had a message of
welcome from Cancer Relief and a
cartoon from Andrew Staines who has
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been a great supporter and contributor to
Clan ever since. In particular, Andrew was
our cartoonist for many years - producing
excellent cartoons about laryngectomees
- not the easiest of subjects! There was
also a proile of Joe Block, President of
NALC. It is sadly ironic that the 50th issue
carries his obituary - Joe gave us great
support and encouragement.

Issue 2?

We weren't sure if we would actually have
enough material for number 2. This is the
constant fear of editors - that there'll
simply be nothing to put in the newsletter.
In fact. we've been fortunate always to
have had material - although on a number
of occasions it has almost been "News
from the Club" rather than Clubs. Number
2 saw the appearance of the "Problem
Page" which lasted for several issues but
attracted relatively few problems for
team of experts to solve.

A pity as my wife had always rather
fancied being an Agony Aunt. In 1982
there were 36 clubs in NALC (it started in
1976 with just six) and that year there
were four trials of swimming aids.

Film '82

In number 3 we carried a proile of ilm
producer Lesley Norman - Barry's father.
He told us that his laryngectomy had

A Clanger!

Number 5 heralded the irst article by
another regular - Bernard Frost alias the
Welsh Jogger. He has since entertained
readers on many occasions. Issue 7 was
a Christmas special. It announced the
birth of Adam Moll and contained recipes
for some festive cocktails - also courtesy
of the Molls. These were the Stoma ball;
the Clanhattan; the Harvey Wallclanger;
and the Clanger. In case you're tempted
to try it, the Clanhattan goes as follows:
Mix four parts rye whisky with one part dry
vermouth and one part sweet vermouth."

Nappy Power

Not to be outdone, the editor announced
an addition to the editorial team in issue
8: a daughter, Louise. ¢There is no truth in
the rumour that, in future, Clan will be
printed on recyled nappies," we reported.
Since then there have been two further
additions to the family but readers have
been spared the gory detalils.

Mixing with Nobility

Issue 10 represents a treasured memory
for the editor as it involved me in
interviewing Lord Harold Wilson of
Rievaulx - Patron of NALC. | had always
admired him (I even named one of our
cats after him) and so | was delighted
when he agreed to be interviewed at his
London Tat. | could not ind a proper tape



recorder so | went armed with a radio
cassette player. | rang the doorbell and
got his voice over the intercom.
Nervously | ascended the stairs to be
greeted by Lady Wilson who showed me
into the study. (When the same room
appeared soon after in a Sunday
magazine, | bored my friends to death by
commenting that "l sat in that chair, you
know!") He was very friendly and
fascinating to talk to though he did ask at
one point why | had the radio cassette
turned in my direction rather than his. As
a result, all my questions played back
very clearly but you could only just hear
him!

The Noble Muse

Poetry dominated issue 15. In fact we had
so many poems built up that | invited the
Molls to edit a special poetry supplement.
It was very well received but never again
did we receive so many poems - perhaps
the quality scared other would-be poets
off.

The following issue, we published the
results of a major survey on After-care.
This revealed that the following
percentage of laryngectomees suffered
from:

Impairment of smell 84%
Change in eating pattern 43%
Depression 38%
Impairment of taste 37%
Disruption of sleep 35%

NALC's other Patron, Mr Henry Shaw,
distinguished Consultant at the Royal
Marsden, featured in issue 18. |
remembered him because, despite his
eminent position, he came across as very
modest.

A is for Apple

"A is for Apple" appeared in issue 19. It
was intended to be an alphabet of
relevant medical terms and was written by
my wife. However, | kept cutting it back
due to pressure of space and she inally
lost patience with me and stopped at D.

In 1987 we did a spread on national
Speak Week. We also had an article for
steam train enthusiasts. A friend of mine
had just published a book on the subject
and when | read it, there was a reference
to the Clan Line locomotive which had
entered service in 1948 and was still
making trips 40 years on. | know that
George Drum, the celebrated editor of the
Chattanooga Choo Choo newsletter,
ordered a copy but, otherwise, | don't
think the book was a sellout among our
readers.

Keep On Talking

By issue 24, we proudly announced that
Clan was read in 1 7 countries. By then,
NALC had risen to 61 clubs. There was a
report on the irst 150 Blom Singer
patients in issue 25, written by Mr
Cheeseman, FRCS. And in number 29
another celebrity appeared when we
featured Dr Stephen Hawking, best selling
scientist and star of a BT commercial.
Unfortunately I did not get to interview him
but he did send me plenty of material on
which to base the article.

Secrets

"The Secret of a Laryngectomee Club"
was the title of the survey in issue 30. It
revealed the following facts about NALC
clubs:

%k the range of members was between 6
and 38

the average number was 16

80% meet monthly

96% meet all year round

most members are over 60

80% are male

11 % are still working

4% have had a Blom Singer

42% of clubs hold social events

58% give talks to the Red Cross, etc.

L1 S T S S S I R

Don't Forget Lesley!

We followed this with a series on Patient
Visiting. It began with the Visitor's
perspective and then presented the
Professional's and Patient's viewpoints. In
issue 38 we featured an article on the
Research project into Head and Neck
Cancer, by Lesley Abrams who was, of
course, such an important igure in the
history of NALC and also a great
supporter of Clan. She was great fun to
work with.

Ten Years Old!

Then suddenly, Clan was ten years old!
To mark the occasion | interviewed the
dynamic Alison Perry, Chief Speech
Therapist at Charing Cross. We did the
irst part of the interview in a pleasant
Italian expresso bar. After a while, Alison
said to me, "It's gone very quiet - | think
they're shutting." When | looked around,
everyone else had (probably long) gone.
The owner protested that we were
welcome to stay but, somehow, |
suspected that he did protest too much.
So we moved on. Fittingly, in view of the
dashing about we did that evening, Alison
spoke on Laryngectomees Worldwide.
Alcohol and Laryngectomees featured in

issue 42: this revealed that, if you drink
over 21 units (14 for women) of alcohol
per week (where 1 unit=1 sherry/spirit!
wine/half pint of beer), you may wish to
reduce slightly; but if you drink over 40
units, you are damaging yourself.

The Social Worker's voice was heard in
issue 43: MAre they a necessity or a
luxuryr was the question. Not surprisingly,
perhaps, they argued that there was an
important place in hospitals for the
nonmedical face and voice. ¢The
importance of seeing a person as a whole
being with a life history is,” they wrote,
¢essential in the process of treating
someone coming into hospital for a
laryngectomy."

102 Not Out!

Harry Hurst of Colwyn Bay, at 102, was
mentioned in issue 45. Yes, it was the
search for the world's oldest
laryngectomee.

In issue 48 it was conirmed that he was,
indeed, the champion. The search then
began for the youngest - currently Andrew
White - just 5 years when he had his
operation.

Sehr Gut

Issues 46 and 47 had a distinct Germanic
Tavour. We are members of the
Godalming-Mayen Association. Last year
we noticed that one of the visitors seeking
accommodation for a week was Willy
Wagner, a retired f~Hmer. We offered to
put him up - and were very pleased that
we had. He spoke excellent English
(fortunately) and was splendid company.
Later that year, we went and stayed with
him and he took us to visit some of the
impressive medical facilities that they
have in Germany for laryngectomees. He
was generosity itself and gave us
numerous bottles of delicious German
wine to bring home. Sadly, it lasted hardly
any time at all!

Order! Order!
And that virtually brings us up to date. In
issue 48 we recorded the demise of the
Popinjay Club (1974-93) and then in 49,
the passing of the green - when NALC
adopted its new colour. NALC has now
grown to 80 clubs and has spread its
Awareness Campaign even to the House
of Commons. Where next | wonder?
Now if they want someone to do an
interview at the Palace, well, this time I'm
sure | can get hold of a proper tape
recorder!

lan Honeysett

n
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Don‘t Forget Your Valve

When on your travels either in the UK or
abroad, remember to take spare
supplies. Especially a replacement valve.
We have been receiving telephone calls to
the office asking for assistance when
valves leak. We can normally help find the
nearest hospital able to change a valve,
however, they may not necessarily have
the make and size of the valve you need.

Prior to going on holiday see your speech
therapist and ask her for a spare valve.
Hopefully you won't need to use it and
can keep it for the next time your valve
needs changing.

We have also had enquiries asking if you
need to declare your laryngectomy as a
medical condition, when obtaining travel
insurance. The answer is yes. You must

also disclose any other medical
conditions you may have. Failing fo do so,
should you need to claim, would make
the insurance worthless.

frogn 1

Clyos

Chesterfield Club

We had a busy programme leading up to our summer break.

Chesterfield is about as far from the sea as you can get in England, but we decided on a
trip fo the seaside rather than less distant aftractions. We visited Cleethorpes on the

Lincolnshire coast and the photograph
shows some of the members who fook
part. The weather was kind and we
enjoyed ourselves! Our final event was a
summer evening meal and it attracted
record numbers.

Earlier in July we had a visiting speaker
from the Cancer Alliance covering our

area, basically the old North Trent Cancer
Network region. The head and neck
pathway is being reviewed and the patient
and carer viewpoint is being sought. This is
a welcome development. There has been
little chance for patient involvement since
North Trent was subsumed into the larger
Yorkshire Network five years ago. We will
be supporting this initiative in any way we
can.

As we did in Nottingham last year, NALC
will be having a display stand in Brighton
in November. For more information and
booking details:
www.theswallows.org.uk/
head-neck-cancer-conference-2019

Plymouth HNC

Wednesday, 18 September saw a Ligison
Meeting  with  the South  Devon
Laryngectomee Club. Fiona Martin has
been busy liaising with Sam Gregory, the
Speech and Language Therapist at the
Torbay Hospital, to get our two groups to
meet socially. They have it in mind for the
meeting to take place at Turtley Corn Mill at
2 pm with a Cream Tea provided by our
support group. However, all this is very
much  subject to  confirmation.
Nevertheless, it would be most useful if our
members could notify Fiona if they expect
to aftend. This is so we can get some idea
of the transportation and budgetary
requirements so we can plan accordingly.

Club Chairperson, Rachel Hamilton, met
up with Sophie Jarvis at the Waitrose in
Saltash in Cornwall on 22 July 2019 to
receive a cheque for £253 donated to
their cancer support group which relies

totally on such fundraising and donations
to remain effective in supporting
individuals in the Derriford Hospital
catchment area who have been
diagnosed, and living with and beyond
Head and Neck cancers. 24 July was
World Head and Neck Cancer Awareness
Day. As in the past couple of years, this
event was held on the concourse of
Derriford Hospital.

From left to right: Robert Prentice,
Geoff Read and Richard Milton
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