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WHAT A YEAR!

What a year it's been! One of Lockdowns, jabs, masks, hand-
washing, social-distancing and no foreign travel. And then
everything slowly returning fo... a sort of normal. But stfill a
high number of cases. So please stay safe.

HUGE IMPACT

COVID-19 had a huge impact on charities and, as you wiill

already be aware, NALC has been seriously affected too. You

can read about this elsewhere in CLAN but | would like to stress two things in particular:

1. Please keep on supporting NALC and its work financially eg: by sponsoring Joanna
Knight with her sky-diving!

2. Let NALC know how many paper copies of CLAN your club really needs. We have a
great many downloads from the NALC site already so we ask all clubs to encourage
members to continue to read CLAN (please!) by reading the electronic version rather
than a paper copy. It will save a great deal of money. But please make sure you tell
NALC just how many paper copies you really do need.

And, finally, we hope you all have a very Happy and safe Christmas and New Year!

Tan

lan Honeysétt (Editor)

NALC URGENTLY NEEDS YOUR SUPPORT
The easiest way to donate to NALC is via the Justgiving page:

www.justgiving.com/laryngectomy-clubs . Typing ‘Justgiving NALC’
in Google also works well. NALC cannot accept credit cards.

Speeding up Cancer Diagnosis .. 4

My New Life
Facebook Support Groups

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

INE NN NNERNEEE
Start date D:l:l] Expiry date D:l:l]

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

[ 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, c/o The Ludo Press Ltd, Unit 18 Wimbledon Stadium Business
Centre, Riverside Road, London SW17 OBA Tel: 020 7730 8585 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. 160: 1 February 2022

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.




(NAi.C President’s
Christmas Message

Finances

NALC's financial
situation remains
serious. However
we are determined
that  we  will

continue to provide L/
specialist laryngectomee support long
into the future, even if this means
working to a slimmer, cheaper model
of operation. Please see the item on

our November Zoom Meeting
elsewhere in this Newsletter.

Webinars and Conferences

This has proved a busy autumn for
me. It started with two ATOS webinars
looking at speech after laryngectomy.
The electrolarynx is my principal
method of speech, despite having a
speech valve. Much of my
presentation  described  some
solutions to common difficulties using
the device. Along with Dr Roganie
Govender, SIT at University College
Hospital London, | spoke at the annual
conference of the Royal College of
Speech and Language Therapists. The
presentation reported on the
laryngectomee experience during
COVID-19. Finally | spoke on the same
topic at an international Improving
Tracheostomy Care Symposium.

| very much enjoy this work as it gives
me the opportunity to share the good
and the bad about living as a
laryngectomee fo some important
audiences. | am pleased to report |
have bookings for similar events well
info 2022.

Season’s Greetings

COVID-19 seems to have been with us
for so long now. It has had an impact
on so many aspects of our lives, not
least on simple pleasures we had taken
for granted for decades. Fortunately
vaccinations and new drugs have
helped many to avoid the sort of
outcomes we saw last year.

| send Christmas and New Year
greetings to all our readers and the
laryngectomee community. | hope you
will have the chance fo catch up with
family and friends, especially if this
has been difficult in recent months. |
Qvont to repeat the words of Norman

Sky-Diving Joanna
. )

. J
| took part in a sponsored sky dive earlier
this year to raise much needed funds for
NALC a charity that | am very passionate
about. | would like to thank everyone that
sponsored me. We raised all together
about £500 of much needed funding. |
will say that when the doors opened, and
| saw how high | was it was one of the
scariest things | have ever done. By the
time | had landed the adrenalin had
kicked in and it was an amazing
experience. Kapitex Healthcare paid for
the jump which meant all the money
raised could go straight to the charity.

Joanna Knight

You can still sponsor Joanna using the
JustGiving page on the NALC website.

Chesterfield Club -
Back Home!

In November we finally returned to base
and held our first indoor meeting since
March 2020. We have met outdoors and
via Zoom, which we have enjoyed, but it
is not the same. Our members are
continuing to be careful around COVID-19.
Having the booster jab gave many the
confidence to join us on the day and we
hope others will be back with us before
too long.

There was a lot of catching up to do as well
as some useful discussions on Covid
testing and gefting hold of batteries for an
electrolarynx. We have continued to give
out writing tablets to new patients and we
agreed we needed to replenish our stocks.

Wesley Brooks, which are so suitable for\
a NALC, whose members look fo
supporting others:

Christmas is forever, not for just one day,
for loving, sharing, giving, are not to put
away

like bells and lights and tinsel, in some
box upon a shelf.

The good you do for others is good you
do yourself.

Malcolm Babbj

2

NALC Zoom
Meeting, November
2021

Recent issues of CLAN have highlighted
NALC's urgent need for funding. We are
very grateful to every club and all the
individuals that have responded. There
have been some who have gone beyond
what could expect to help us. However,
maintaining an office and staff s
expensive and looking ahead they may
not be sustainable.

The NALC meeting gave unanimous
support to the proposal to approve the
Officers taking the necessary action if our
funds reach a critical level and close the
office and give notice to our staff, to
ensure we meet all our legal obligations.
Most of the meeting was devoted to
discussing how NALC can continue to
support the laryngectomee community
without them.

Whilst success cannot be guaranteed, the
discussions were very positive and left the
Officers feeling confident that a smaller,
leaner NALC can continue its work. We
have recently learned of further support
from a charitable trust that has helped us
since Macmillan withdrew, and of their
intention to continue this in the future.
Their generosity will enable us o continue
to provide our information resources and
safety items.

Many members attending the meeting
expressed their appreciation of the work
of Vivien and Kerry in the NALC office, they
are so strongly committed to our cause!

So the message is NALC's work will go on
and we will be very grateful for your
continued support.

Malcolm Babb
President of NALC

Vivien and Kerry
at the NALC Head Office,
wish all the readers of Clan

a Merry Christmas and
Happy New Year!




) ROMET:

Bringing CLARITY to Your Voice in 2022

ROMET®CLARITY DIGITAL ELECTRONIC LARYNX (R700)
Programmable Digital Electronic Larynx

* Polished aluminium barrel

* Electroplated gunmetal finish

* Easy to operate

* Volume and pitch controls

* 30 Hours speaking time

* USB rechargeable adapter & cable incl.
* Safety lanyard

* Weight: 140 grams with battery incl.

Other Digital and Analogue models are available, with prices starting from just £260.00.
For further information, or to arrange a trial, please contact Julie Lee on 01635 887640
or at Julie.Lee@severnhealthcare.com

R-120 R-210 R-310 Genesis

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

Tel: 01635 887640; Email: service@severnhealthcare.com
severnhealthcare.com




Speeding Up Cancer Diagnosis

NHS to launch a network of 40 ‘one-stop
shops’ for scans and blood fests in £350m
bid fo tackle record waiting lists, by Laura
Donnelly, Health Ediitor, Daily Telegraph,

1 October 2021.

Cancer tests will be offered in shopping
centres and at football stadia as part of
efforts to catch the disease sooner, Saijid
Javid, the Health Secretary, will announce.

The NHS will launch a network of 40 ‘one-
stop shops’ where patients can undergo
scans, blood tests and other checks in a
£350 million bid to tackle record waiting
lists.

Ministers said the new centres would
carry out almost three million scans in
their first year of operation, speeding up
diagnosis of cancer and other diseases.

It follows warnings that clearing the
backlog of patients waiting for treatment
could take more than a decade and come
too late for thousands of people.

Analysis of NHS stafistics by the Institute of
Public Policy Research (IPPR) estimated
that 20,000 cancer diagnoses had been
missed during the COVID-19 pandemic.

The new centres, open seven days a
week, will mean patients can undergo
checks for potentially deadly conditions
closer o home.

The plans follow recommendations from
the former NHS cancer tsar, who said Britain
could not tackle its poor survival rates from
the disease without a radical overhaul of
the way in which services are run.

Falmer Community Stadium, the home of
Brighton and Hove Albion FC, is among
the venues to open a centre, along with a
retail outlet in Poole, Dorset, and a town
centre development in Barnsley, Yorkshire.

Mr Javid will say: "Tackling waiting lists will
require new and more innovative ways of

delivering the services people need. That
is why we're making it easier and more
convenient to get checked.

"Our new Community Diagnostic Centres
will bring those crucial tests closer to
home, including in the communities that
need them most. They will help enable
earlier diagnosis, allowing us to catch
cancer and other issues as quickly as
possible and save more lives."

40 Centres

Forty centres will be opened over the next
six months, with longer-term plans for a
network of 150. Health officials said the
centres would be more convenient for
patients and more efficient to run, with
tests less likely to be cancelled than they
might be if carried out in hospitals in the
event of COVID-19 outbreaks.

It follows the government announcement
of an extra £5.4 billion in NHS funding for
COVID-19 for the next six months, taking
total extra COVID-19 funding to health and
care services to more than £34 billion this
year.

Amanda Pritchard, the NHS chief
executive, said: "Rapid diagnosis will save
lives. These one-stop shops for checks,
scans and fests in the heart of local
communities will not only make services
more accessible and convenient for
patients but will also help us to improve
outcomes for patients with cancer and
other serious conditions, ultimately
sparing more patients and families the
pain and trauma of disease.”

Prof. Sir Mike Richards, the first NHS
national cancer director, who
recommended the changes, said: "The
pandemic brought into sharper focus the
need to overhaul the way we deliver
diagnostic services, and so | am
absolutely delighted to see one of the key

recommendations

-

) of my report
becoming a reality
for patients so
quickly.

‘'l have no doubt
that many people
will benefit from
these new NHS
Community
Diagnostic Centres,
bringing together
many tests in one
convenient place.”

Second Chance Up
and Running Again

Second Chance Head and Neck Cancer
Group wasted no time in kick-starting its
activities again following the easing of
lockdown.

Our members set to work and organised
a Christmas open-air stall at Cranleigh
Preparatory School’'s Xmas Fair on 6
November.

An array of home-made goodies of
cakes, biscuits and sweets — along with
mulled wine - raised £311 for the group
and will go towards organising more
social events in the future as COVID-19
restrictions permit.

“It's great to be back,” said chairwoman
Margaret Faultless. “We had a lovely day
and were able to spread the word that
Second Chance is back in business.”

Second Chance operates around parts of
the south of England and is a support
group for all affected by head and neck
cancer, to help improve quality of life after
freafment.

We are a very friendly and informal group
- so come and join us! We are always
looking for new volunteers to help spread
the word.

Our contact details:

Website: www.headandneckcancer.life
Tel: 0483 276072

Email: info@headandneckcancer.life
Facebook: @2ndchancel9

Twitter: @2ndchancegroup

If you would like to receive regular
updates, find out more or donate directly
to the charity, visit our website:
www.headandneckcancer.life

No email? Send your contact details to:
Second Chance Head and Neck Cancer
Group, Lee Farm, New Lane, Sutton
Green, Nr Guildford GU4 7QF. (Address
for postal correspondence only).

4 )

- J
Margaret Faultless, Sandra Levinge, Mike
and Jan Humphries man the Second
Chance stall




( LARYNGECTOMEE COVID TESTING

A\

This leaflet has been produced with the assistance of University College Hospital,
London. Laryngectomees are neck breathers, taking in air through a neck stoma not
the mouth and nose. This means a COVID-19 test must done differently to how it is
usually done, swabbing the stoma not the throat. Please look at the instructions on
your test kit, as well as this leaflet. If unsure seek further advice from your clinician.

STEP ONE

Wash your hands thoroughly

It may help to stand in front of a mirror
when carrying out the test, and as you
may cough, ensure nobody is near you.

STEP THREE

Now take a sample from the nose.

Use the same swab. Tilt the head back
and move the swab gently into one
nostril about 2-2.5cm, when you may
feel some resistance. Rotate 5 or more
times to ensure a good sample.

STEP TWO

Remove any HME cassette or stoma cover.

Place the swab about 2 cm into the stoma,
moving it in a circular motion 5 or more
times. Remove the swab and look for
mucus on it. REPEAT if there is none.

If you use a lary tube or button do not
remove it, place one hand on it to secure
it whilst putting the swab in the tube to
get the sample of mucus.

STEP FOUR

If you are processing the results yourself
at home follow the instructions that came
with the test pack

OTHERWISE

Place the swab in the
pouch that has been
provided, entering your
details on the label before
sending it away.

19



Interview with Kerry Ruff

Kerry Ruff works with Vivien Reed,
Association Secretary of NALC. She joined
in January 2010 and so is just coming up
fo 12 years with NALC. So a good
opportunity to ask her about her time with
the charity.

What was your background

before joining NALC?

| did a degree in Interior Design in the late
1980s but then the recession meant there
were few opportunities and so | worked in
children’s shoe shops in the West End for
about 15 years: Selfridges, Harvey Nichols
and the like. | had worked there part-time
when | was at school and then at college.
| had my son, Toby, in 1998 and when |
returned to work part-time a few years
later, it was back to children’s retail where
| became an Area Manager.

| already knew Vivien as our children went
to the same school and, when her
secretary, Sandra, retfired, | had the
opportunity to replace her.

So what does your role involve?

Basically, | support Vivien in general
admin/office work, filing etc. She covers
phone enquiries and | deal with emails. |
send out information packs, invoices to
advertisers, copies of CLAN etc. We get a
lot of queries from laryngectomees who
are travelling abroad (af least pre-COVID-
19!) and we try to ensure they know where
to go and whom to contact if they have an
emergency while they are away.

How have things changed with
COVID-19?

For the most part we have worked from
home with just occasional visits to the
office. In order to cut costs, we are now in
the process of closing the office, clearing
out the furniture etc. Vivien and | try to meet
up weekly. The other big change is that
meetings have moved to Zoom. There’s
nothing quite like meeting face-to-face, of
course at the AGM and Patient Days but,
on the other hand, we get many people via
Zoom who would not otherwise be able to
join us due to travel problems. Many clubs
havent been able fo hold meetings with
COVID-19 and so things have gone very
quiet. We still get many requests for
individual support which we have been
able o provide but not everyone wants to
join a support group as such.

What do you most enjoy about
your role?

The lovely people that | meet through
NALC. I'm very much a ‘people person’
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and I've met
some  real
characters!
Too numerous
to mention. Of
course it's
very sad
when people
die whom I've
got to know
so well. N\ /

I've particularly enjoyed the meetings. In
the past we used to get large numbers
attending the AGM and training events
although these have reduced in the past
few years.

What is life like outside work?

I'm married to Mitchell who is a London
taxi driver. We've two children: Emma who
is a Facilities Manager in the City and has
a son, Elijah, and Toby who is in
recruitment. We live in south London near
the Elephant and Castle.

| love the theatre — particularly musicals.
I've really missed them during COVID-19.
My favourites are probably 42nd Street
and Jersey Boys. | was a very keen dancer
- tap and ballet — until the age of 15 when
| gave it all up. | remember my mother
saying I'd regret stopping and, you know, |
do. My niece, Poppy, now goes to the
same Dance School | used to attend.

I'm quite creative and love to draw, knit
and do handicrafts. | love colouring-in. |
find it so relaxing. I'm quite info meditation.

| also like to travel: mostly in Europe.
Especially Majorca. Last year we went to
Stuttgart, to the Mercedes-Benz museum.
The furthest we've been is to Mexico.
We've not yet been to the Far East but
there’s still ime!

What are your thoughts for the
future?

I really hope that we can keep NALC going
on a voluntary basis. It will be internet-
based, say like the Web-Whispers
website. We're so lucky to have Malcolm
at the helm with all his energy! Of course |
will need to find a job and I'd love to frain
as a dog-groomer. We have Wilf, a
miniature dachshund and I've been
walking a friend's dog over the past seven
years. Fortunately working with dogs can
be quite well-paid. | know someone who
combines dog-grooming with running a
café and she says she is always busy!

lan Honeyseft

New Treatment

New freatment Destroys Head and Neck
Cancer Tumours in Trial

This was the headline for an article in The
Guardian in October. The trial looked af
the benefit of combining two
immunotherapy agents compared to the
current chemotherapy regime for patients
with recurrent or advanced head and
neck cancer.

There were some remarkable patients’
stories, when having had a terminal
cancer diagnosis they were now cancer
free and enjoying life to the full, several
years later.

Incomplete

Sadly the reports do not present the
complete picture. Overall the survival
statistics were not significantly better. The
benefits of the treatment were seen only
in some patients — those who carried a
particular genetic marker PD-L].

Professor Kevin Harrington, of the Royal
Marsden and Institute of Cancer
Research, said “despite the lack of
statistical significance, these results are
clinically meaningful. We will need to do a
longer follow-up to see if we can
demonstrate a survival benefit across all
patients in the trial.”

So the headlines may have been a bit
overblown. However there is no doubting
the benefit of continuing to develop
immunotherapy treatments, not least
because they are far kinder to the
patients than the usual chemotherapy
agents.

Malcolm Babb

Immunotherapy

| am a science graduate — Physics at
Sheffield University 1972 - and am
naturally delighted when the benefits of
science are apparent to all. It is the reason
why since retiring from teaching and
getting involved in the larynegctomee and
head and neck cancer world, | have got
involved with many research studies, as a
patient representative.

The development of effective vaccines for
COVID-19 has saved tens of thousands of
lives to date and will save even more in
the future. Twelve months ago we were
uncertain about the effectiveness of any of
the various vaccines under development
but now have several that have proved to
be effective at defending against serious
illness or death. Science at its best!



Probiotics: What You Need to Know

What are probiotics?

Probiotics are often referred to as
beneficial gut bacteria and/or yeasts. They
are live microorganisms that help improve
and restore gut flora.

Probiotics contain  many different
microorganisms. The two most common
bacteria  found in probiotics are
Lactobacillus and Bifidobacterium; the
most common yeast found in probiotics is
Saccharomyces boulardii.

How do probiotics work?

Researchers are studying probiotics to
determine the following: can they help
prevent or treat specific health problems;
which strains are helpful; and how much
to take on a daily basis. Probiotics help
build and restore a healthy balance of
bacteria in our gut and stimulate our gut
immune system. Consequently, potentially
harmful bacteria are kept in check.
Probiotics can also help control
inflammation of the Gl tract.

More Difficult

Cancer presents a more difficult challenge
than combatting a new virus, even one
that causes a pandemic. Cancers from
cell changes through damage, but these
can have a myriad of triggers or causes. It
can be radiation such as ultra-violet from
the Sun or chemicals such as those
ingested when smoking a cigarette.
Treatments starting with surgery and later
radiotherapy and chemotherapy have
saved many lives but are not as yet a
‘cure’. The latest arrival on the scene is
immunotherapy. It is a type of treatment
that helps your immune system, which
combats other diseases and infections,
fight cancer.

My grandfather and father both died of
cancer, throat cancer and lung cancer
respectively, but | have had the good
fortune to survive nearly 20 years after my
treatment. If | was to suffer a recurrence
or a diagnosis of a new cancer | would
have no hesitation in joining a trial of a
new cancer drug. The risks of side effects
some years down the line would be
irrelevant for me. Treatments can only be
improved by patients having some trust in
the science and putting themselves
forward for involvement in trials of new
drugs or vaccines.

Malcolm Babb

What foods contain probiotics?

Probiotics are found naturally in specific
foods. The best probiotic foods are:

e Greek yogurt
e Miso and
soybeans)

o Kefir (fermented milk drink)

¢ Pickled vegetables

¢ Fermented vegetables like sauerkraut
and kimchi

e Buttermilk

e Kombucha tea (fermented black or
green teaq)

Tempeh  (fermented

Probiotics do exist in supplement form,
however the U.S. Food and Drug
Administration (FDA) may or may not
regulate it. Many probiotics are sold as
diefary supplements which do not require
FDA approval before it is sold, which
means a probiotic may have ingredients
listed on the label that are not actually in
the product.

Who should take probiotics?

Because microbes used in probiotics
already exist naturally in your body,
consuming probioticcontaining foods is
generally considered safe. Patients should
always consult with their healthcare team
before taking a probiotic supplement
since not all are alike, and some may
cause mild digestive problems such as
bloating and gas.

Probiotics are considered safe for most
patients but should be used with caution
in those with weakened immune systems,
those with a critical iliness, or those with a
disruption in the lining of their intestine.

Anyone with a serious underlying health
condition should be monitored closely
while taking probiotics.

A thought from a speech
pathologist...

Some patients who communicate using a
tracheoesophageal voice prosthesis (TEP)
have found benefit in extending the wear

time of their voice prosthesis by routinely
taking a probiotic. One cause of early voice
prosthesis failure (i.e. leakage of food,
liquids, secretions through the central
barrel of the prosthesis) is rapid
colonization of biofilm on the prosthesis,
preventing the valve from completely
closing during swallowing. Biofilm is the
growth of fungus, bacterial and other
microbes that collect on the TEP and can
cause prosthetic failure. Probiotics may
slow the colonization of biofilm on the
prosthesis. Additionally, chronic acid reflux
can cause several TEP problems including
central leakage, periprostheic leakage,
puncture site enlargement, voice changes,
and even inadvertent TEP dislodgement.
There is a high incidence rate of chronic
reflux in the laryngectomy population from
anatomical changes. Smit et al. (1998)
found 80% of laryngectomees had
pathologic reflux and Boscolo-Rizzo ef al.
(2008) found laryngectomees diagnosed
with GERD had an associated reduction in
TEP life. By supporting gut health, probiotics
may minimize acid reflux and the
subsequent impact on a TEP. Unfortunately,
most of the benefits of probiotics on TEPs is
anecdotal with limited research to support
use in this population, so please consult
with your healthcare provider to see if
probiotics may be beneficial to you.

Jeanine Milano MS, RDN, CSO is a
Registered Dietitian and board-certified
specialist in Oncology at Moffitt Cancer
Center in Tampa, Florida specialising in
supporting the nutrition needs of oncology
patients in the outpatient setting.

Erin Guidera, MS, CCC-SLP, BCS-S is a
speechlanguage pathologist and board-
certified specialist in swallowing and
swallowing disorders practicing at H. Lee
Moffitt Cancer Cenfer & Research Institute
in Tampa. She has practiced for 11 years
and received specialised training in the
management of head & neck cancer
including the laryngectomised patient and
alaryngeal voice restoration.

From the online Whispers-on-the-Web
Newsletter, November 2021

-
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Maintaining Service During
COVID-19

How North East London NHS Trust maintained valve services
during COVID-19: an interview with Rhiannon Haag and Michelle
Coleman by Malcolm Babb.

What prompted you to start the home-visiting service for
people with laryngectomy?

When COVID-19 started, the local hospital outpatients department
was completely closed and the room that we used was deemed
unsuitable for managing ‘aerosol generating procedures’ during
the pandemic. This meant that we had to find an alternative site
for seeing our patients including offering valve changes.

Initially, we followed national guidance and supported our
patients to use thickener and plugs fo manage leaks. We offered
telehealth appointments and for people who needed a valve
change urgently, our colleagues at the surgical centre kindly
undertook them. The problem we faced was that some of patients
didn't feel comfortable travelling across London for appointments
and long-term it was not ideal for our patients or our colleagues.

As a community service, we were already seeing other patients
for aerosol generating procedures in their own homes and so we
reached out to colleagues in other places, to see if anyone else
had tried to offer home visits to people after a laryngectomy.
During telehealth consultations we talked to our patients about
the possibility of offering home visits and this was well received.

Can you describe what happens when someone needs a valve
change in their own home?

Because this is a very new mode of service delivery, we have a
risk assessment to determine if we think the valve change will be
‘low risk’, i.e. is likely to be undertaken without any complications.
If we have concerns about clinical risk, then we look at offering an
appointment at a hospital clinic. Happily 95% of our patients have
met our ‘low risk’ criteria. We speak fo the patient to check what
the issue is — where is the leak coming from? Has the valve
dislodged? This helps us to determine how urgent the
appointment is and what we need to pack!

When we arrive, we are dressed in full protective clothing and
have a big suitcase full of laryngectomy supplies and emergency
kit, including a defibrillator, suction, and other resus equipment. |
am pleased to say we have never had to use the emergency
equipment so far! We always have two clinicians — having two
pairs of hands for a valve change is always handy, and if anything
were to go wrong, there are two of us o manage the situation.
We discuss the risks of the procedure with the patient and ask
them to sign a consent form.

After that, the process is very similar to what would happen in
clinic. We ask that there be a clean, clear space for our equipment
and that we have access fo running water and electricity. We set
up our equipment and undertake the valve change as usual. We
take extra valves of different sizes efc. so that if there has been a
small change since the last valve was placed, we can
accommodate that without needing to book another appointment.

Do you offer any other care to patients in their homes?

Yes, of course. Throughout the pandemic, we have offered all our
face to face laryngectomy care to people in their own homes
(except ‘high risk’ valve changes). We support people who have
recently had surgery, spending time with them at home working
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Rhiannon Haag and Michelle Coleman

on sfoma/valve care, understanding what all the equipment is for
etc. We support people who are undergoing radiotherapy,
offering weekly appointments to check stoma health, valve
function. We have also supported patients who have been
referred for palliative care, undertaking all necessary procedures
and support in their own home with their family/friends present.

What has the response been from the people you have seen
at home?

It has been very positive. After every appointment, we ask each
patient to complete a survey monkey about their experience that
day. We ask about their overall experience, how safe they felt,
how comfortable. Whether they felt confident in the quality of care
and whether we were able to undertake all necessary aspects of
care in the session. We decided to request this after every
appointment, as we felt that as the pandemic continued, people’s
views may change, and also, the perception of safety and comfort
might be different depending on what had happened that day!
The results of this survey so far show that 94% of respondents
would like their future appointments to be at home. They have
said that they prefer not having to travel to appointments, that they
feel safe, well supported, and that the process is ‘quick and
painless’.

Will you continue to offer this service in the future?

At the moment, we are still restricted by the infection confrol
procedures of the pandemic. As we come out of the pandemic,
we plan to invite our patients to work with us to plan what the
service should look like going forward. Where should we provide
the service? The options are hospital clinic, in a local health centre
or in the home? Are there times when one option might be
preferable to another? For example, we have had very positive
feedback from our patients who have recently been discharged
following surgery and are just getting accustomed to the changes
at home. Having someone come to the home to explain what
everything is, who can directly troubleshoot challenges with self-
care — lighting, positioning etc — in the place where it actually
happens; and of course, it is much less tiring to be seen at home
when recovering from a big operation. These are a couple of our
questions, but we are hoping that our patients will bring their own
thoughts and ideas to develop the service in such a way that it
really meets people’s needs.

Rhiannon Haag and Michelle Coleman



MY NEW LIFE

Geoff completes the first year of his ‘New Life’ as an in-pensioner
at the Royal Hospital Chelsea. ..

Having completed my first year as an in-pensioner at the Royal
Hospital Chelsea, I've been invited to submit an update for
publication in CLAN, the magazine of the National Association of
Laryngectomee Clubs (NALC).

After managing the
Plymouth  Regional
Head & Neck Cancer
Support Group for ten
years or more, nho
volunteers were
forthcoming fo carry it
on. It was therefor
disbanded and the
residual funds were
donated to the newly-
formed Plymouth
Area Cancer Support
(PACS) network.
Rachel Hamilton very
kindly took on the
responsibility of
chairing the Plymouth
HNC Group during its
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Geoff is on the right with two fellow
In-pensioners at a Long Ward of the final year. Rachel
Royal Hospital wasnt a HNC patient
but an Ovarian Cancer patient. Rachel steered the group
remarkably well in its final year all things considered. And It was
with great sadness that | learned of Rachel’s demise just a few
months ago. Rachel had been ill for some time and had put up a
remarkable fight with great bravery!

Recovery

The Royal Hospital Chelsea is now beginning fo recover from the
pandemic when we lost 15 of our in-pensioners. The RHC now open
to friends and guests at long last. Application can now be made by
anyone if they would like to make a visit at any time. Do please get
in fouch with me if you wish fo visit as an individual or Club. Guests
can now also take good-value meals in the Great Hall.

| should also add that us Chelsea Pensioners are open to make
visits to any event that organisations might be running next year.
If your club is interested then just get in touch with me at
geoffnread@gmail.com

On the Road

I've just returned from a three-week driving tour of Cologne, the
Mosel and Berlin. | had a wonderful time but the long drive from
Berlin was exhausting as was completing the necessary COVID-19
documentation for the trip! I'm most grateful to ATOS Care for
providing me with the locations of some user-friendly hospitals en
route should | need them.

I'm now planning a frip to South Uist next year to visit some
friends who have an hotel there. Some of us will also be taking
part in an Old Crock’s

Rally to Gibraltar in (~ )
September next year
in aid of SSAFA... a
forces charitable
organisation.

Nightmare

My voice prosthesis
has been a nightmare
since | arrived here a
year ago. My valve
has been constantly
leaking on and off for
the  whole  vyear
resulting in me visiting
the Imperial College
at the Charing Cross  \_ Y,
Hospital almost on a
weekly basis. It is only
now beginning to
settle down and this
valve has been in for
over three weeks. .. so
touch wood!

Geoff is on the right at a Long Ward of
the Royal Hospital with fellow pensioner
Bill on the left. These two served togther
at NATO Headquarters in Brussels in the

early 70s. There were only 14 member

nations then, there are now 30!

At this time of writing, the Royal Hospital is fully committed to all
things Remembrance. But if space allows, | should very much like
to take this opportunity of looking forwards to wishing all CLAN
readers a very Merry Christmas and a Happy New Year.

In-pensioner Geoffrey N. Read

For further information regarding the Royal Hospital, please see Royal Hospital Chelsea
our website. Royal Hospital Road, London SW3 45R
; )
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Laryngectomee Support Groups on Facebook

See www.theial.com/facebook-support-groups

Always Look on the Bright Side of Life
www.facebook.com/
groups/238057289870423/

. J

A group with a difference, a place to come
and laugh and joke and share our
humourous stories we have had on our
cancer journeys be it then or now, taking
the seriousness away for a little while. A
place to laugh tell jokes and come
together as friends and leave cancer at
the door :) A place to relax and forget just
for a wee while away from our normal
groups we treasure :)

Strictly humour for those with Head and
Neck cancers

Closed Group, started 2/10/16
458 members

Esophageal Speech Support

www.facebook.com/
groups/elizabethfinchem/
(" )
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Instruction led by a trained and

experienced Instructor on initiating
Esophageal Speech, developing fluent
functional use of it and individual
assistance to improve this way of
speaking without a larynx.

Group, started 7/22/15
901 members

Head and Neck Cancer Survivors
www.facebook.com/
Survivors-and-Supporters-of-Head-and-
Neck-Cancer-1418174351763230/

12

Offering compassion and emotional
support for those affected by Head and
Neck cancers. Closed Group, started
2/5/14 : 129 members

International Association of
Laryngectomees
www.facebook.com/
groups/335653219842829/

. )
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This group is for persons with a

laryngectomy, their caregivers, family and
friends as well as for speech-language
pathologists  and  allied  health
professionals. The mission of the IAL is to
provide support and information to all.
Please visit our webpage www.theial.com
for more information and resources.

Started 6/17/12
1000 members

Laryngectomy-Glossectomy Support
www.facebook.com/
groups/236695843479290/

\. J

For people that have had a laryngectomy
and/or glossectomy (full or partial), their
care givers, and medical professionals.
Purpose: sharing and caring about unique
challenges we face. Unlike most
laryngectomees, many of us are not able
to use speech aids such as Electro Larynx
and TEP because a tongue is critical for
word formation. Also, many are not able
to eat solid foods and consume a liquid

diet or tube feed for essential nutrition.

Often because the cancer has appeared
in two or more places, it is metastatic or in
the bloodstream so it is likely to appear
again in the same area or elsewhere, like
the lungs.

You can share your experiences and
hopefully others can offer helpful
information and perspectives.

Closed Group started 5/13/17

515 members

Laryngectomy Support
www.facebook.com/groups/laryngectomy/
4 )
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Group exists to share info on

laryngectomy, a forum where people can
discuss their experiences and share their
ideas.

Closed Group, started 3/1/09
3,300 members

Laryngectomy Support Ireland
www.facebook.com/
groups/LarySupportlreland/

J

Laryngectomy Support Ireland is a group
to help members adjust to this ‘new
normal’ life. To be a support Group for
Laryngectomee and throat cancer, their
caregivers, members of their families, and
the Medical profession that serves them,
SLP's and ENT's as well. The goal is to offer
answers to questions as well as educate
and guidance for the ‘new Lary’s’.

Closed Group started, 7/15/18
175 members



Lady Lary’s Lounge
www.facebook.com/
groups/2286243668099157/

\- J

A group for women to openly talk about
the ways our cancers affect our personal
lives.

Secret Group, started 6/26/19
230 members

Lary’s Speakeasy Laryngectomy throat
cancer group www.facebook.com/
groups/Larys.speakeasy/

\- J/

Providing hope for the future by
supporting and educating each other,
family and medical community. Lary’s
Speakeasy Mission Statement: Providing
Hope for the Future by Supporting and
Educating Each Other, our Families and
the Medical Community serving the
larygectomee ~ community.  Please
understand that this group is only about
throat cancer Lary's and all post reflect
that.

Closed Group, started 8/12/11
3,300 members

Lary’s Voice
www.facebook.com/Larys-Voice-
Open-Page-133285997484243/

Supporting all Laryngectomees, Head,
Neck and Throat cancers, their carers,
families, and the medical profession
serving them. A group fo help members
adjust to this new normal life. We have the
highest privacy Facebook has to offer, so
our members really know it is secure and
can ask the questions they need to. We
are a Global Support Group with
members in over 26 Countries.

Closed Group, started 7/26/18
337 members

Strictly Speaking a Laryngectomy

Support Group
www.facebook.com/
groups/strictlyspeaking123/

4 )
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Strictly Speaking is a group, based in
Sydney Australia, for people who have
had or are about to have a Laryngectomy.
Their family, friends and of course health
professionals are more than welcome
also. Members can post questions and
receive replies from each other, tell of their
experiences, whether good or bad and
generally help each other with the
changes that affect us all on our journey
as Laryngectomee's.

Closed Group, started 6/19/14
763 members

UK Laryngectomy Support
www.facebook.com/
groups/1021486454662402/

\- J

A group created to help UK/European
Laryngectomy patients and their family’s
with support and advice from people who
have gone through the operation. We felt
there was a need for a UK based group

as the aftercare we receive is so different
to the USA. If you are requesting to join
this group, please answer the three
questions — we cannot admit you to the
group until you do. Please note, this group
is for support only, we do not permit fund-
raising here.

Closed group, started 2/16/17
387 members

WebWhispers Facebook Group
www.facebook.com/groups/wwssw/

The WebWhispers Facebook Group is
open to all survivors of cancer of the throat
and larynx, their caregivers, members of
their  families, friends, and the
professionals who serve our community in
the belief that everyone should be
permitted to benefit from our Facebook
exchange of experiences, thoughts and
suggestions. Most of our members are
laryngectomees and members of
WebWhispers, but many are not.

Closed Group, started 11/5/14
2,300 members

What happened to the
man who stole an

Advent Calendar?
He got 25 days

What kind of motorbike
does Santa ride?

A Holly Davidson




Life =

Good humidification

98% protection againt virus and bacteria

Provox Life™ Protect HME was
developed to help you stay safe
whilst out and about; it is designed
to give you extra protection in busy
places with large crowds. Since you
breathe through your neck stoma,
it is important to protect your
airway upon inhalation, as well

as protect the people around you
during exhalation.

00.9%

Provox Life™ Protect HME

]

Highly effective
bacterial and viral filter

*

Provox Life™ Protect HME has a
comfortable breathing resistance
whilst warming and humidifing

the air you breathe. It also has a
soft and smooth button for easier
occlusion of your stoma so you can
make yourself heard, wherever you
are.

IMPROVED BREATHABILITY

60.9% of users reported that Provox
Life™ Protect is easier to breathe
through than Provox® Micron.**

**Provox Life™ Experience Program, 2021, Data on file.

*Please note: Since pathogens can get into the human body in other ways, Provox Life™ Protect HME can
never guarantee complete protection. Please read the instructions for guidance.

Call us
= 0800 7831659

Email us

info@atos-care.co.uk

Visit our website

Key features:

@ A highly effective
bacterial and viral filter
(298%)

® Smooth button for easier
occlusion of your stoma

& Reduces mucus
production and coughing

| talk better using the

Provox Life™ Protect HME.??

- Provox Life™ Protect User

Atos

Care

www.atos-care.co.uk



