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WE'RE STILL HERE!

Yes, it was touch and go but, thanks to Macmillan,
NALC has been given a grant to ensure four more
issues of CLAN! That will ensure we can celebrate 40
years of CLAN next March. But NALC still very much
needs your support so please keep up the good work
fund-raising just like Dave Winterton's epic cycle ride
(see inside).

30 Years On

Our main feature this month is an interview with Vivien
Reed who celebrates 30 years with NALC — most of it as
Association Secretary. As she herself said, her career
went from one end (with the Colostomy Welfare Group) to the other, working with
laryngectomees. Hopefully, she and Kerry will have many more years with NALC.

So, now we've moved on from Lockdown (as atf time of writing), relax and enjoy
this issue of CLAN!

lan Honeysett (Editor)
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The easiest way to donate to NALC is via the Justgiving page:
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Notes from the
President

Thanks!

On behalf of NALC, |
send our thanks to
everyone who
responded to our |
appeal for funds, in the ¥

June edition of CLAN. More details are
given elsewhere in this edition. However,
our urgent need for further support
continues!

COVID-19 Testing

It is becoming very clear that COVID-19
will be with us for many months or even
years ahead. Whilst the vaccine is
proving of great value in reducing the
risks of serious illness, COVID-19 testing
wil  need to be confinued.
Laryngectomees need to be tested in a
different way and NALC has been
assisting University College Hospital,
London, in producing some patient
information materials. These would be of
assistance whether carrying out a self-
test or attending a test centre, where a
laryngectomee may not have been seen
before. As soon as the information sheet
is available we will send it out using our
email list and it will be available for
download from our website.

Zoom Meetings

In my work as NALC President | have
travelled around the country delivering
presentations to clubs, hospitals or
universities. This year the Zoom platform
has allowed this work to continue,
despite the restrictions due to COVID-19.
NALC meetings have been online as
well, and they have been attended by
members across the UK. At our last
meeting in July, before a summer break,
Dr Anne Hurren from Leeds Becket
University was our guest speaker.
Members responded enthusiastically to
the possibility of helping Dr Hurren in her
research, by sharing their
laryngectomee experiences. We will
provide more information in future
editions of CLAN about her work and
how we can help.

Malcolm Babb

I love going on holiday.

It's important to argue somewhere
different.

International Centre
for Recurrent Head
and Neck Cancer
Opens in London

By Xantha Leatham for the Daily
Mail, 30 June 2021.

The International Centre for Recurrent
Head and Neck Cancer (IReC) aims to 'set
international standards' in treatment and
care fo improve outcomes for patients.

Head and neck cancer is eighth most
common form in UK with 12,000 cases
diagnosed each year. It is currently
estimated that between 20% and 40% of
head and neck cancers will return after
freatment.

The team will create an international
network of centres to enable the rapid
rollout of clinical trials, and a genomics
hub to offer personalised treatment.

Professor Vinidh Paleri, director of the
IReC and consultant head and neck
surgeon at the Royal Marsden said:
“Treating recurrent head and neck cancer
is incredibly challenging as these patients
have already been treated, often with
surgery and radiotherapy, which can
cause anatomical changes, scarring, and
impaired healing.

“This means successfully treating the
disease requires access to multi-speciality
expertise, the latest drugs and surgical
technology.

“Through IReC, we aim to transform the
treatment and care of recurrent head and
neck cancer.

“From building a better understanding of
how the disease is managed across the
UK through a national registry, to funding
research into novel freafments and
minimally invasive surgery, our work will
drive better outcomes for patients at The
Royal Marsden and across the world.”

Chesterfield Club
Report

We met again outdoors in August, after a
break in July when many members took
advantage of the end of restrictions to go
on holiday. Before COVID-19 we held our
meetings in a pub but members were not
ready yet fo meet indoors.

As can be seen in the photograph below,
we were blessed with a wonderful
summer’s day. There was much news to
catch up on about holidays and family
events and, more seriously, some health
issues. Some familiar laryngectomee
topics of how long valves were lasting
without a leak, using nystatin to combat
candida and the best shower guard also
cropped up.

As autumn approaches, we are hoping to
have found a new indoor base where we
can hold our meetings, but one exclusive
to our members and not the general
public, to lessen the COVID-19 risk.

Our group, in particular our Chair Ray
Mountain, has been supporting NALC in
working with NHS England to develop
some new guidance around the use of
stoma buttons.

Joanna’s Big Jump

Over the last 25 years through different
roles, | have worked with laryngectomy
patients. A condition that is rarely spoken
about in the media. | have met so many
amazing people. The support given by
NALC is invaluable.

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

.||.Yggiving.com/ft{ndralsing/
ic{annaknighf-kapifex




Did you ever feel like your HME filter was too noticeable?

Kapitex understands that life isn't all about your Laryngectomy stoma, you
need a product which gives you the confidence to protect the airway in the
most discrete way possible.

PHONIQ® Low Profile HME

The slim design of the Low Profile HME filter makes it less
noticeable on the neckline. The filter fits securely into the
PHONIQ® baseplate, laryngectomy tube or stoma button
ring without protruding over the top and provides the
performance data to match the PHONIQ® DigiClose

HME range.

LAPFT0005 PHONIQ Low Profile HME 30

PHONIQ® Low Profile Shower Shield

With a clear lightweight polycarbonate casing that
snaps into place for a secure fit to the PHONIQ®
Low Profile HME Filter.

LAPPB0002 PHONIQ Low Profile Shower Shield 2

Lower the profile, not the
performance!

For a no obligation free trial please email sales@kapitex.com

(IP) PHONIQ

www.kapitex.com

Kapitex Healthcare Ltd, Unit 1, Erivan Park, Sandbeck Way,
WestYorkshire, LS22 7DN Tel: 01937 580211 Email: sales@kapitex.com
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Last summer, as the first wave of COVID-19
infections was easing, patients were
assisting with a large survey organised by
speech  and language  therapy
departments across the country. The aim
was to record what was happening to
laryngectomees during the pandemic. As
well as looking at how hospital care was
affected, questions were asked about how
patients managed their lives, seeking to
avoid infection.

Information was collected from over 1200
patients, no doubt many of whom are
CLAN readers! They are cared for by 26
centres in England and Wales. Other
centres were unable to contribute, no
doubt due to the massive pressures they
faced. NALC supported this work in a
variety of ways.

At a NALC Zoom meeting in the Spring, Dr
Roganie Govender and Katherine

Behenna gave a presentation about the
survey and some of its results. The March
edition of CLAN presented a single page
summary of some key findings. Now more
detailed information from the survey has
been published in a paper and it can be
found from here:

http://hnchelp.org.uk/?p=1317

This survey is only the start however and
some important questions are yet to be
conclusively answered:

® Are laryngectomees more vulnerable fo
infections such as COVID-19 because
they breathe through a neck stoma?

® What is the most reliable method of
testing a laryngectomee for COVID-19
infection?

Because routine data is not collected there
are many questions that it is difficult to
answer. For example, nobody has ever

THANK YOU

A big thank you for the generous
donations we have received following our
appeal in the June issue.

We would like to mention the Happy Larrys
club in Liverpool who have unfortunately
closed.

The members decided to donate their
remaining funds to NALC. If any members
wish fo receive CLAN please sign up for
your emailed copy.

A special thanks to Dave Winterton who
cycled 100 miles for NALC. lts not too late if
you would like fo sponsor him. www.just
giving.com/fundraising/David-Winterton
By the time you receive this Newsletter
Joanna Knight from Kapitex will have
completed her sky dive for NALC, hopefully
Joanna will have some photos for the next
issue of CLAN. Again, if you would like to
sponsor Joanna www.justgiving.com/
fundraising/joannaknight-kapitex

If you would like to help raise funds for
NALC please contact the office and we can
connect you to our Justgiving page.

been able to tell me how many
laryngectomes are there in the UK. Even
the head and neck annual audit, DAHNO,
which ended in 2016, never provided this
information. | hope this survey is just the
start and that others will follow enabling a
fuller picture of current laryngectomee
care and needs to emerge.

Malcolm Babb

Home delivery service

for stoma, continence, tracheostomy and laryngectomy appliances

e Impartial, expert advice

e Wide range of products from

all manufacturers

e Next-day delivery*

Q) IACA

CHOICE ASSURED

call

For further information
| text
| visit

*after receipt of your prescription

)

Homecare



NALC - What we do

Patient INFORMATION packs are supplied to over fifty
hospitals and other institutions. The NHS website has a
download link for our handbook.

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

Our staff respond to TELEPHONE calls from patients,
family members, hospitals, care homes and social

l,'i

workers. This is a unique national resource.

We provide free SAFETY ITEMS such as emergency cards,
wristbands and car stickers so that laryngectomees can
advertise their vulnerability when out and about.

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

We have over 50 affiliated GROUPS around the UK
which support laryngectomees in their locality.

Since autumn 2020 our monthly ZOOM Meetings have
attracted an audience from around the country.

As part of our EDUCATION Programme we deliver
presentations to universities and hospitals to raise
awareness of the needs of laryngectomees, to help
keep them safe.



Interview with Vivien Reed 0 A

In October Vivien Reed, Association Secretary of NALC, will
complete 30 years with the charity. It seemed a good opportunity
to ask her about her career and all the changes she has seen in
that time.

How did you come to join NALC back in 1991?

I was a PA with the Colostomy Welfare Group which sublet offices
to NALC at 39 Eccleston Square. One day, when Lesley at NALC
was on leave, the General Secretary, Ron Emery, died. Joe Block,
NALC President, had to inform everyone so looked in to see if we
could help and | sent out a nofice to all the clubs. This was around
1989. That was my first contact with NALC. Later on, NALC moved
offices to Eleveston Place in Kensington whilst my job moved to
Reading. | had kept in touch with Lesley who said NALC needed a
PA and so | was appointed on 1 October 1991. | went on to become
General Secretary in 1993 and my job fitle changed to Association
Secretary 20 years later. You could say that my career changed
from one end (colostomy) fo the other (laryngectomy)!

What does the job of Association Secretary actually involve?

Apart from running the office, it involves organising Study Days,
checking that all our literature is up-to-date, talking to patients
and their families and various professionals. Working with and
reporting to the President and other officers of NALC. Events such
as Annual Lunches in the past involved a good deal of organising
and, | must admit, | do miss them!

How has the role changed?

The main change happened when Macmillan Cancer Support
took the decision to stop fully-funding charities such as NALC.
Before that, | was on their Executive Board and so was involved in
their decision-making. | was on various forums such as the Rarer
Cancer Forum. When Macmillan decided it would only fund
specific projects, all of that ceased. Up fill then, we would
encourage donors to support Macmillan but now we need to
atftract donations to fund NALC as we have to be self-supporting.

How has the world of Laryngectomy changed during that time?

Two major changes are that there are now more female
laryngectomees. They have doubled from 10% to 20% of the total.
And laryngectomees are younger overall as techniques have
developed which mean that the condition is identified at an earlier
stage.

How has NALC changed?

There is now far greater laryngectomee involvement. There is far
more input now from the President and other Officers. Many are
involved in the Boards of various related organisations. NALC is
more involved in research projects too. Clubs have changed. They
tend to be smaller and to organise fewer activities. Perhaps this
reflects the fact that far more laryngectomees now return to work
after their operation and so have less time for club involvement.
Often members just meet for a cuppa rather than run social
events. NALC is more focused on working with individuals than
clubs. It's also more likely o work with nursing homes and even
with prisons!

What do you most enjoy about your role?

The people. | love meeting laryngectomees and their families
and supporting them and answering their questions. For
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example, one
laryngectomee was
on a cruise with his
wife when he had a
problem with his
valve. He contacted
NALC and | was
able to contact a
hospital at his next
port-of-call  who
fixed it so that he
could continue with
his holiday. | love
being able to advise
on ways to make
life  easier:  for \_ )
example, having a

bell in the bathroom so that, if a laryngectomee has a problem,
they can ring it for help. And putting a notice on the bathroom
door that it's occupied rather than locking the door! And we get
asked if laryngectomees need to wear a seatbelt when in the
car. Yes, we say, but be aware that you can get a clip to avoid
the belf obstructing the stoma.

We do get some invitations to club events and Christmas parties
and, occasionally, to speak about laryngectomy to other
organisations but, more often, laryngectomees are invited to give
such talks as they are likely to have more impact. We once tried to
get a team of laryngectomees together for the Eggheads quiz but
without success!

What do you least enjoy?

Not surprisingly when we lose a member and have to attend their
funeral. Another, less exciting task, is putting copies of CLAN into
envelopes! However, more and more people download CLAN
from the website. The number of paper copies is roughly half
what it used to be. This is good for the environment and saves a
good dedal too in postage!

What highlights do you recall from the past 30 years?

Undoubtedly Bert Culling receiving the MBE for his work with
laryngectomees.

And lowlights?

Losing our funding from Macmlllan Cancer. We used to receive
about £90,000 a year which covered wages, office rent, phones,
postage etc. as well as conferences and free study and patient
days. We used to have very-well attended AGMs with a hundred
or more attfendees and were able to pay for two representatives
from each club fo attend. Another was when our office in Fulham
was burgled and ransacked in the early 2000s. Fortunately only
petty cash was stolen.

How does NALC now raise funds?

We have lists of charitable trusts offering grants for various
causes. Of course, you have to meet all the different criteria and
this can be a lengthy and often unsuccessful activity. We do have
some regular donors but obviously would like more! Fund-raising
events such as coffee mornings all came to an end with
Lockdown. Hopefully they will now restart.



What is NALC HQ like?

Its one small office in Battersea: just room
for our two desks, chairs and filing cabinets.
Its very different to previous offices like the
ones in Buckingham Palace Road. But it's
good value as it's fully serviced which
means we just pay for the office space and
our phone bills. There is a reception desk
for all the offices in the building.

What about life outside of NALC?

We have two children: Connor, 27, who
has worked as a Concierge in hotels, and
Darcey, 23, who is a WPC: a Community
bobby.

My main passion is football: I'm a Chelsea
season-ticket holder. My dad was a
Chelsea fan too. | enjoy watching - rather
than playing — all kinds of sport such as
cricket and tennis. | also enjoy the theatre,
especially musicals like Wicked and
Phantom of the Opera. | often organise
theatre outings for my friends. And cruises
- my husband, Dean, and | love cruises.
We've cruised around the Norwegian
fiords, the Mediterranean, Greek Islands,
Canaries and the Caribbean. Our favourite
was cruising around Alaska. We'd love to
cruise around North and South America.

Any regrets?
Not becoming a nurse! | would really have

enjoyed caring for people. Perhaps |
lacked the confidence to go into nursing.

And hopes for the future?

To secure funding for NALC for the
foreseeable future. Nowadays it's very
difficult to secure core funding rather than
for specific projects such as we have just
received from Macmillan for the next four
issues of CLAN. We need to build up our list
of regular donors and encourage people
to leave bequests in their wills. In that way
we can ensure NALC has a viable future!

CLAN online

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

www.laryngectomy.org.uk

info@laryngectomy.org.uk

020 7730 8585

Lockdown Hobbies

Lockdown has been very difficult for many
people, particularly those who live on their
own. However, some people have been
able to use the time to revisit old hobbies
or discover new ones. Here are some
ideas you might like fo think about.

Our garden has seen much more of me
that it is used to! | have always felt rather
embarrassed that, despite being brought
up on home grown vegetables, | had
completely failed to grow anything worth
eating. In the past, my cabbages were
eaten by very grateful caterpillars, the
carrots tasted good but were tiny and the
green beans were very curly. However, in
lockdown | had no excuses about being
too busy so decided to make more effort. |
was shielding at home so had to start with
seeds and a lot of optimism. | discovered
that parsley takes a very long time to
germinate but green beans seemed more
successful. The good news is that we did
actually eat our own lettuce and tomatoes
and the slugs loved the beans!

| have always enjoyed cross stitch so this
was something else | could turn to. |
looked through some old books and found
a cross stitch pattern for wild flowers so
spent the time whilst | was inside sewing
the flowers | hoped to see in the future.

Walkies

Once shielding was over, | started to take
our Labrador for her walks. She really
prefers my husband as he is more fun and
energetic. Whenever | fetch her lead she
looks at him, then looks at me and sighs
deeply. However, she would rather go with
me than not walk at all. Her favourite
hobby is swimming so we have been
looking for suitable places without strong
currents. She has been taught not to shake
all over me when she gets out but
becomes so excited she often forgets.

Reading has also become a popular
hobby and one book | have enjoyed is
Molly the Pet Detective Dog by Colin
Butcher. It's a true story of a dog that has
been trained to find lost cats. Our dog lives
fairly harmoniously with our very strong-
willed cat (who is the boss) but | am not
sure how much effort she would put into
finding him if he went missing. However
Molly, the Pet Detective, has had some
remarkable successes and the story is
truly heart-warming as well as being
entertaining. | hope you have managed to
find some enjoyable activities during
lockdown. it would be lovely to hear from
you about anything you have been up fo.

Ros Oswald

Improving Care:
Online Conference

Laryngectomees are often described as
neckbreathers because they breathe through
a hole in the neck, a stoma as it is called.
Another patient group, fracheosfomees, also
breathe through a hole in the neck. Whilst a
laryngectomy is a permanent procedure, d
tracheostomy is usually temporary.

Both groups of patients are vulnerable in
similar ways, especially when requiring
resuscitation or the delivery of oxygen. Over
the years, there have sadly been fatalities
when their special needs were not
recognised. The National Tracheostomy
Safety Project, NTSP, has worked for many
years to improve patients’ safety and NALC
has been a partner of theirs for over ten
years. One example of their work is to
promote the use of hospital bedhead signs
alerting clinical staff that they are dealing
with a neckbreather. Sadly this advice is not
always followed and this can result in a
fatality.

Such safety issues are not confined to the
UK and the NTSP work with colleagues
around the world. A few years ago, at their
request, | spoke at the European launch of
the Global Tracheostomy Collaborative. |
shared experiences of NALC members
about problems that occurred during
hospital treatment due to their special needs
not being taken into account.

In October an international online conference
is being organised with the aim of improving
tracheostomee (and laryngectomee) care.
There will be a patient and family session
and | have already recorded a short video
talking about some of the issues. However
the main benefit from the session will be
hearing the experiences and concerns of as
many patients as possible, either on the day
or lafer.

All NALC members, contacts and associates
are invited to join this session, either to just
watch or make a contribution. Details of
how to do this will be shared via our email
list and on the NALC website. If you are
familiar with using Zoom or similar
platforms, | hope you will be able to join us.

Malcolm Babb
4 N\
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A New Type of Robot Surgery Saved Me ( )

To mark World Head and Neck Cancer Day, Mark Fuller
explains how a cutting-edge fechnique gave him a
lifeline when he was out of options.

By Luke Mintz 27 July 2021, in The Telegraph:
www.telegraph.co.uk

Mark Fuller knew what to expect when he heard those dreaded
words: “palliative care”. It was 2019. Fuller, then a 59-year-old
property manager, was sitting in a doctor’s office at the Royal
Marsden Hospital, near his home in Surrey. His partner was
taking notes. After hearing that particular phrase, she put her
pen down.

“We all know what that means — no time limit, but no happy day
at the end of it,” Fuller remembers now.

He was told there was little chance of survival. But after a
meeting with another doctor that arose almost by chance, just
two months later Fuller found himself on a surgeon’s gurney,
undergoing a radical new form of robotfic surgery to remove
one-third of his tongue. Two years after his diagnosis, he is still
alive and well.

“The first time you hear the ‘cancer’ word, you tend to feel as
though it's an instant death sentence,” Fuller tells me from his
home over Zoom. “If's the fear of that word — you grow up
hearing about cancer.”

He now looks vibrant and healthy. The two scars on either side
of his neck are among the only clues of his ordeal, along with
his voice, which sounds slightly more slurred than before
(though he insists it's improving with the help of speech therapy,
and in five years “you may not be able to tell’).

World Head and Neck Cancer Day

To mark World Head and Neck Cancer Day, Fuller is keen to
remind others about the importance of getting symptoms
checked. Around 12,000 new cases of head and neck cancer
are diagnosed in the UK each year, with a lifetime risk of about
one in 188 for men and one in 834 for women. A persistent sore
throat is among the most common signs of laryngeal (throat)
cancer, but lots of patients mistake the illness for a simple
infection.

Indeed, when Fuller first noticed an irritation in his throat in 2016,
he thought little of it. He was a busy property manager who
spent his off-time playing squash or swinging his club on the
golf course. When the pain hadnt subsided after a month, Fuller
visited his GP, who concluded it was probably a throat infection,
sending him away with antibiotics.

But he returned when there was no change in his condition.
After a biopsy, Fuller was diagnosed with Stage Two laryngeal
(throaf) cancer. He has never smoked and only drinks lightly
(both risk factors for throat cancer) and has no history of cancer
in his family. The diagnosis seemed to be a stroke of terrible
luck. Yet he says: “I'm a very positive person. So | said, ‘OK,
what's the plan, what's the way of dealing with it?"

He struggled to explain the diagnosis fo his son and daughter,
who are now 30 and 29 respectively. “Children tend to regard
their father as indestructible. | didn't like them seeing me
vulnerable. We all like to think our dads will last forever.”
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What a
Nuisance!

He was chair of his
golf club at the time
(a post he took just
two months before
his diagnosis), with
a thriving business.
“Rather than woe is
me, it was more
‘What a nuisance’. |
know that sounds
odd, but for a busy
person that's how
you tend to react to these things.”

\- J

He underwent six weeks of radiotherapy, plus three sessions of
chemotherapy, causing him to lose four stone in weight. “Chemo
makes you much iller than you think you're going to be, | must
admit.” He recalls one morning when he vomited in his front
garden while walking to his friend’s car to be driven to hospital.
The patch of grass remained dead for five months. “I's an
illustration of the poisons you have in your body.”

Eventually, in spring 2018, Fuller received the all-clear. He was
“relieved, happy”, and tried to forget about the stubbornly high
rate of recurrence: it's estimated that between 20% and 40% of
head and neck cancers return after treatment.

But a year later, he was shaving one morning and noticed a
strange-looking orange lump at the back of his tongue. He visited
a GP who immediately sent him to a cancer specialist, back at
Surrey’s Royal Marsden. For the second time in three years, Fuller
was diagnosed with cancer. This time it was Stage Four, making it
more serious than his first brush with the illness.

Palliative Care

After a grim sit-down with his specialist, Fuller and his partner
were told he was out of options. That's where that dreaded
phrase “palliative care” came in. Because he’d already received
one round of radiotherapy in his neck, doctors didn't think a
second round would do much good. He began readying himself
for the worst.

But then Fuller spoke to a friend, who mentioned she could
introduce him to Prof. Vinidh Paleri, consultant head and neck
surgeon af the Royal Marsden in Chelsea, London. Fuller
managed to acquire an appointment for later that day. And so,
just a few hours after that bleak conversation in which he was
staring down the barrel of an early death, Fuller was on a train fo
London to get a second opinion. “It was a rollercoaster of
emotions that day.”

New Type of Surgery

There, Prof. Paleri fold him there was one more option that might
save his life: a new type of surgery, based on a cutting-edge
technology, in which a machine would slice through both sides of
his neck and remove about one-third of his tongue, excising all of
the cancerous cells. Then, surgeons would remove a section of
muscle from his leg, and use that to fashion a new tongue. A
robot was needed because the throat is so narrow. He was told
that if unsuccessful, surgeons would split his jaw in two and



access his tongue that way. He had
visions of waking up from the operation
looking like Arnold Schwarzenegger’s
alien nemesis in the 1987 sci-fi film
Predaftor.

The next two months were a whirlwind of
hospital appointments and unpleasant
conversations. “There were lots of
warnings. "Your life might not be the same,
you may not be able to swallow or eat,
you may look different, you won't be able
to talk the same’. Lots of preparing you,
and giving you the opportunity to say, ‘No,
thanks’. They were good in that respect.
But | didn't feel | had a choice. | just
wanted to get it done.”

The operation itself, on June 2 2019, lasted
for 14 hours and was successful. After
waking, he was awestruck by the
dedication of his doctors and nurses.

As predicted, his recovery was difficult. The
only time he was truly scared was two
days after his operation, when a tube
installed by surgeons to deliver blood to his
new tongue failed. He was rushed back
into theatre for another five-hour surgery.
He spent 12 days in total recovering in
hospital; there, he had difficulty sleeping
and used to walk the corridors every night
to keep himself fit. “| made great friends
with the night porter and security guard.”
On the 13th day he managed to get into his
golf club to see friends. “I didn't speak to
anyone, | just waved.”

Disgusting Small Drinks

He was initially fed through tubes and
once he’d regained the ability to swallow,
could only eat soup, yogurt, ice cream,
and “those disgusting small drinks full of
vitamins they give old people”.

But two years on, his health s
transformed. He's back in work, having
regained one of the four stone he has lost
in weight since 2016. He still struggles with
cerfain sounds.

He's keen to remind people to get checked
if they spot potential symptoms, and to
raise awareness of robotic surgery as a
potential for treating head and neck
cancer. “[Thel treatment is sfill in its infancy.
It's not widely known. | realise how lucky |
am. Not everyone has been as lucky as
me.”

To accelerate research and improve
patient outcomes, The Royal Marsden
Cancer Charity is funding the International
Centre for Recurrent Head and Neck
Cancer (IReC) at The Royal Marsden. Find
out more: royalmarsden.nhs.uk/IReC

Give as You Earn (GAYE)
Good for me -
Good for NALC

My husband Domenic and | really value
the information and support we've
received from NALC since my husband
had his laryngectomy in August 2009.
That's why every month | donate to NALC
using the Give As Your Earn (GAYE)
scheme. If your employer runs a Payroll
Giving scheme, you can donate to NALC
each month straight from your wages.

Good For Me

@ After | set up my monthly GAYE donation
to NALC, I don't need to do anything else, it
just comes off my salary automatically
every month.

@ GAYE enables me to donate fo NALC
straight from my gross salary (before tax is
deducted) meaning that | receive
immediate tax relief.

@ The tax relief you get depends on the
rate of tax you pay but, as an example, if
you are a lower rate taxpayer and you
donate 80 pence, NALC will receive £1.

Good For NALC

@ Donating via GAYE means that NALC's
income is more predictable which helps
with planning and stress levels!

@ Donations are taken before tax, which
means NALC get more of my donation
and it costs me less.

@® NALC don't have to claim Gift Aid, so
there’s less admin for NALC - so they can
spend time supporting us not filling in
forms.

Next Steps if you or your family
want to donate to NALC via payroll
@ Check if your employer or your family
members employer runs a payroll giving
scheme at Charities Aid Foundation
(CAF).

® Contact the employer if they do run a
payroll giving scheme to set up a monthly
donation.

@ Some companies may agree to double
your donation, if they have a matched
funding policy.

GAVYE is an easy way you or someone you
know can support NALC. So NALC can
continue support laryngectees now and in
the future, just contact the payroll
department and ask about GAYE.

Returning to Work
After Cancer

The Swallows Head and Neck Cancer
Support Group have recently published a
book with very useful information about
going back to work after head and neck
cancer freatment.

It can be downloaded from here

www.theswallows.org.uk/
thinking-of-returning-to-work-weve-
got-your-back
We have had a request from Abi Miller,
SLT Chesterfield Royal Hospital.

Abi is wanting to inferview
laryngectomees who did go back to work
after their surgery as part of a research
project. It does not matter if your operation
was some years ago, your experiences
can still help. All that is needed from you is
a willingness o speak with Abi, via Zoom
or over the telephone. If you wish to help,
please contact the NALC office who will
provide confact details.

Malcolm Babb, NALC President

Ride On!

Kim Winterton’s (Preston & Chorley Group)
husband Dave completed his cycle ride
from home in Eccleston to their caravan in
Carnforth and back in one day on 8 July,
cycling a total of 106 miles.

Dave said this was the type of ride he
used to do 60 years ago in his youth,
however he had not attempted to
complete this mileage in one day for
many many years. Not bad for a seventy
seven year old! He added that he quite
enjoyed the ride, postponing it for two
days because of the inclement weather.

Apart from raising a total of £1,240.00
there was an additional benefit, it made
him loose a bit of weight. However he is
not planning to do it again any day soon!

If anyone would like to boost Dave's fotal,
the Just Giving page is still open www.just
giving.com/fundraising/David-Winterton

Well done Dave, very impressive and a
fantastic amount raised.
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New Provox® Life™

Breathe better,

whatever you do

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

Using an HME during
the daytime

The Home HME is designed to improve your lung
health when you are taking it easy. This HME
provides high humidification with comfortable
breathing throughout the day.

The Go HME makes it easier to breathe when you
are out and about or engaged in your daily
activities. This HME has a low profile and a
smooth rounded form, for a more discreet look
when going out.

Provox Life™ Home HME

AN
EDJ &) ProvoxLife™ Go HME




PROVOX'
Life Bracth beter,

Use a Provox Life HME
every day, it warms and
humidifies the air you
breathe, which helps
improve your lung health.

Using an HME during
the nighttime

Now we’ve come to one of the most important
times of the day: going to sleep. A good night’s
sleep will help you have a better day. So, before
you go to bed, we recommend switching to Provox
Life Night. It allows your skin to recover while you
sleep and helps reduce coughing for more
comfortable nights.

The Night HME helps reduce coughing for more
restful nights. This HME offers excellent
humidification for improved lung health in a soft,
comfortable design. As a nighttime product, it is
soft and smooth for additional comfort. The side
openings also help to prevent occlusion while
sleeping.

The Night Adhesive allows your skin to
recover while you sleep. It is a skin-friendly
hydrogel adhesive that soothes and cools the
skin. A study has shown that Night is more
comfortable to wear than a regular adhesive.

Contact us for more information:

Provox Life™ Night HME
Call us

= 0800 783 1659

Email us
provoxlife@atos-care.co.uk

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

Care




A Moving Tale of Woe

Or how to NOT decide to move during lockdown!
OK, so no one knew it was coming but...

In March of 2019 | read on the mighty Google that most
accidents happen within two miles of your home so, knowing
how true everything on the net is, we thought that just to be
safe, it would be a good idea to move 80 odd miles away just
in case. (OK, we wanted fo be nearer to our daughter and
grandson in Worcester).

So, house on the market and the sort out starts.

Now my wife is a collector of all things but mainly textiles and
anything af all art related, everything from sixteenth-century
Venetian lace, Kazakhstan shoulder pads, African kudu loin
cloths, Arabic camel pommel hangings, huge (and | mean
HUGE) collections of vintage purses/handbags, scarves fo...
you name it and | bet we have it! Being a textile artist and as
well as a copious collector, she is also a prolific designer and
maker so we have enough art from quilts to designer dolls,
from designer clothing to dyed frippery enough to supply the
entire country! | of course have nothing other than what | stand
up in and the fluff in my pockets but we decided to have a
clear out and chuck stuff out, after all we have been married
forever and my pocket fluff was taking up a lot of room!

Strong Contender

During this time we had various viewings of the house with
one person seeming fo be a strong contender but then we
heard nothing for a while so sack the estate agent and here
we go again.

Back comes the strong contender who seems even more
interested this time and then again, we heard nothing for
ages. This goes on until Jan 2020 when the strong contender
comes back again and makes an offer which we accept
hurray! So, house off the market and start clearing in earnest.
Skip hired to clear the garden and other bits, | ordered the
largest one available and on delivery | was convinced | had
gone a bit over the top in size as it was almost as big as the
house! But in the end, it was only just big enough (even after
we came back from shopping and found two men rummaging
through taking out half a van load!)

Start packing boxes and more boxes and even more boxes in
every room of the house including the loo.

Then COVID-19 hit and everything had to stop. Our solicitor
carried on working from home though and took us almost to
the final hurdle when the strong contender decided it was a
good time to try and be clever by taking advantage of the
situation by offering a sum way less than we agreed. We
smiled because we are nice people and politely refused.

So, house back on the market and over a course of time the
strong contender makes other various offers trying to get us to
go much lower than we were prepared to go. (Some people!)

We had already viewed a house we were happy with in
Worcester and we made an offer on it which was accepted but
obviously the dreaded COVID-19 was still causing mayhem.

The chap who owned the house was very understanding with
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the problems being caused by buyers and COVID-19 etc and
offered to rent us his house until ours was sold. By this time
lock down was easing but with stories of it being reintroduced
again and dafter living with three quarters of our belongings
packed away (I couldn't even find an egg cup one night to
have boiled egg and soldiers, why — because they were
packed in a box somewhere, ahh well draw on your Boys
Brigade training and use your hanky Trev!) and so the
dilemma, should we take a huge risk, move while we could
and rent the house we wanted to buy or should we stay in MK
and wait until we completed the sale? What to do for the best
was a complicated decision.

Go For It

In the end up, we decided we just couldn't live with the boxes
any longer and realising the danger of the move - social
distancing etc as well as the huge risk of leaving our house in
MK. We decided to go for it, fortune favours the bold and all
that jazz. We found a removal firm that was still operating and
trusting their promises of safe practice etc we took the risk (but
we were not sure it was the responsible thing to do).

Once the move was over and we found the egg cups, we had
the arduous task of sorting out the other stuff like finding a
doctor who had even heard of a laryngectomy let alone
dealing with one, getting an appointment with the H&N
department at Worcester Hospital (I have to say they have
been absolutely marvellous even changing my valve with no
fuss whatsoever on a few occasions during lockdown) getting
to grips with the new ordering systems from the chemist,
which is still proving a complication but with enough moaning
and grit we will get there.

And so now after two lockdowns, months on, house sold, new
one bought and moved in comfortably. Gefting used to the
new way of working especially with Zoom meetings with NALC
which you should try joining sometime, it's very easy to do and
you do meet such lovely people.

This moving lark reminds me of a joke, “Home is where the
heart is, as long as you remember which box it's in”.

Trevor Hutson
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