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STILL ZOOMING

And so the Lockdown continues — albeit we can now actually
meet others in certain situations. News from the Clubs is very
thin as so many events have had to be cancelled. There are
some positives such as attending committee meetings by
Zoom is so much easier when you're sat at home with a mug
of tea (or similar). We would still love to hear from readers
about your Lockdown experiences. How have you been
coping? How many daytime TV repeats have you seen?

Birthday Treat

As soon as we heard that Wales had opened its borders again, we arranged to give
our son, Sam, his 30th birthday treat (four months late). A trip to Bethesda in North
Wales for the world's fastest zipwire experience! Because we had postponed rather
than cancelled, the Editor was offered a free go! How could he resist? Putting all the
safety gear on took some time. You may think wearing a mask can be uncomfortable
but that is nothing compared with the helmet they provide. You lie down on your
stomach on a bed and various wires are attached. Then they lift you up and swing you
towards the ledge overlooking a massive slate quarry.

Then it's 3-2-1 and you're off! Hundreds of feet up in the air, parallel to the lake below
as you zoom through the sky occasionally breathing. | could see a very solid rock-face
ahead and was convinced | was about to make contact with it. Could be messy. But, at
the last moment, it disappeared below me and | was fast coming in to land! You have
to grab hold of a wooden pole with a handle on the end and then you're lowered to
the ground. ‘Would you like another go? they asked. | politely declined. But I'd done it.
I'd survived! Enjoy the photos on p12. lan Honeysett (Editor)
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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, Batterseq,
London SW11 2PJ

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

[ 1 would like to make a one off payment
of £ by card.

(A facility fo do this will soon be available on the website)

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

National Association of Laryngectomee
Clubs

Sort Code: 20-46-60

Account No: 03376745

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

For all other matters (including requests to be added to or removed from the mailing list):
Vivien Reed (Association Secretary), NALC, Suite 16, Tempo House, 15 Falcon Road, Battersea, London
SWI11 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.
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If you are a UK Tax payer, may NALC Gift Aid
your donation? Yes[d Nol

| 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 ———

Closer to Normal

Since  March many
laryngectomees have
experienced difficult
times, with  valve

services being
restricted due to the e/
Coronavirus problem. Valve plugs and
liquid thickeners are a very poor second
option compared to having a leaking
valve replaced. Fortunately the number
of hospital trusts facilitating valve
changes has increased steadily and |
hope by the time you read this there are

no such problems for any
laryngectomee.
Peer Support
NALC's mission is to support

laryngectomees and in recent months
such work has been very difficult. Face to
face meetings with another patient on
the ward or in clinic have not been
possible and it is likely these limitations
will continue for some time. We have to
find new ways of working.

Locally | have been able to help recent
laryngectomees. In one case, | had a
videoconference with a patient and his
carer before his operation. In another,
the patient was having difficulties a few
weeks after the operation and | was able
to meet him in his garden, whilst
ensuring distancing advice was followed
to the letter. This won't be easy to
replicate when winter returns however!

Accounts and AGM

By now all clubs would have normally
received our annual accounts, in this
case for 2019, and we would have held
an AGM. Not only have our options been
limited with our office closed and face to
face meetings impossible, our auditors
were similarly constricted.

However, by now all clubs should have
received the accounts, auditors report
and a brief annual report. We are
holding a virtual AGM in October.

NALC Funding and COVID-19

NALC relies for much of its funding on
activities organised by clubs, hospitals
and individuals. The lockdown made
fundraising very difficult not just for NALC
but for many charities. We have applied
for support from programmes the
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Health Hero Awards
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In July, the Daily Mail launched their 2020
Health Hero Awards in partnership with
eBay and NHS Charities Together. The
competition is now closed but one person
they mentioned was Chloe Jarvis, a Speech
& Language Therapist at Derriford Hospital.
She wrote: “During the peak of the virus,
the number of patients needing speech
therapy rocketed because being on a
ventilator and fed through a tube means
the various muscles you need to cough
and swallow become very weak. For the
past two years I've specialised in helping
patients with head and neck cancers. But
when COVID-19 hit, | volunteered to work
with the rehab team in ICU. It's a big
change from my normal work life and it
has been a steep learning curve.”

“| helped Robin use the speaking valve on
his breathing tube after his tracheostomy.
Although he had quite a gravelly voice to
begin with, it improved over time. And
once he got going after a few days there
was no stopping him. Once he could
speak again he kept reminding us all how
remarkable he is for his age (which is true).
Like other COVID-19 patients, Robin
struggled with fatigue and we had to start
slowly with small sips of water... he told us
it was something he'd never normally drink
unless with whisky! It took him 13 days to
go from sipping water to eating full meals,
an important step towards regaining
independence and enjoyment of life.”

Government has set up to support
charities during the pandemic. We have
successfully received funds from a
programme where local authorities
support local charities, in our case from
Wandsworth Council, in whose area our
office is situated. We are awaiting news
about a bid we have put in to the
National Lottery Community Fund, who
are dispensing the bulk of Government
support for charities.

Silver Grant Cash
Boost

One of the Country’s leading mouth cancer
charities has awarded Preston and

Chorley Laryngectomee Association
Support Group with a grant of £1,000 to
help  patients after life-changing
operations.

The support group won the silver grant in
the Mouth Cancer Foundation Awards

Preston and Chorley Laryngectomee
Association is a support group serving
patients who have had a laryngectomy
operation in the Lancashire, South
Cumbria and Fylde Coast Areas

Group leader Kim Winterton said: “Preston
and Chorley Laryngectomee Association is
very grateful to be honoured with such a
prestigious award.”

“This generous donation of £1000 from the
Mouth Cancer Foundation will enable us
to help integrate patients back into society
after a life changing operation and also
provide boogie boards.”

Dentist and president of the Mouth Cancer
Foundation Dr Phillip Lewis said: “To be
able to recognise and reward these
organisations and the work that they do,
caring and supporting people with head
and neck cancer is incredibly important.”

The judges were looking for evidence that
the support group offers the opportunity to
communicate  experiences, improve
patient services and tackles the
consequences of head and neck cancer
tfreatments.”

“We felt that Preston and Chorley
Laryngectomee Association embodied all
of these qualities and therefore decided to
award them a grant.”
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Using an HME helps give the air you breathe heat and moisture and

P ROVOX H M ES helps to keep harmful particles out of your lungs. Atos Medical has

developed different types of HMEs to work better in different situations.

When you are being active, Provox XtraFlow offers greater airflow which

makes breathing easier when you are physically active.

BEING ACTIVE

Provox XtraFlow

When you are relaxing, Provox XtraMoist offers greater air

humidification helping to keep your lungs healthy.

RELAXING

Provox XtraMoist

When you are sleeping, Provox Luna is soft and comfortable to help you

get a good night’s sleep so you can have a better day.

SLEEPING

Provox Luna

UPCOMING WEBINARS almxin
Join a free online webinar or workshop to learn more about how HMEs can help support your lung health, and @

improve your quality of life.

MyVoice webinar
Tuesday 15th & Thursday 17th September 2pm-3pm

Join us to find out more about the benefits of using an HME and the value of using the right product to suit your activity.
Hosted by a Specialist Head and Neck Nurse.

Breathing exercise workshop
Tuesday 22nd September 2pm-3pm

Join us for an interactive session to practice good breathing techniques to help support your respiratory wellbeing.
Hosted by a Speech and Language Therapist.

If you would like to join one of our online educational events, please contact us on: Atos

O 08007831659 @ events.uk@atosmedical.com Broathing-Speaking-Living



Thinking About Our Wellbeing

This pandemic threatens the mental health
of millions of people, especially those who
were already struggling. In this crisis, we
need to protect everyone’s mental health.
By working together and helping one
another we can make it through. It is
important to take care of yourself and try
to get the most out of life. The theme for
mental health is kindness and now more
so than ever people are demonstrating
acts of kindness fowards one another.

Talk to each other

Talking about your feelings isnt a sign of
weakness. It is part of taking charge or
your wellbeing and doing what you can to
stay healthy. Talking can be a way fo cope
with your problems. Just being listened to
can help you to feel supported and less
alone. Hearing people talking about their
problems can also prompt others to speak

up.

e ™
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Keep Active

Exercise releases chemicals in your brain
that make you feel good. Regular exercise
can boost your self-esteem and help you
to concentrate. It allows you to sleep better
and feel good about yourself. Exercise can
be as simple as a walk in the park. There
are also lots of online exercise classes that
you are able to join for free.

e N
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Eat well

There are strong links between what we
eat and how we feel. There are links
between certain diets and their impact on
our mental health. A poor diet high in
sugars can play a role in worsening mood
disorders like anxiety and depression. If
you eat a diet rich in vegetables and olive
oil, this can improve symptoms of

4

depression and anxiety. Eat at least three
meals a day and drink plenty of water.
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Limit your alcohol consumption

Many people enjoy the occasional drink
and it can make you feel good when
enjoying it with friends or over a meal.
However alcohol changes levels of
serotonin and other neurofransmitters in
the brain, which can worsen anxiety.
Some people can also feel more anxious
after drinking.
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Take a Break

Taking regular breaks, this can be from
work or even from other activities you are
doing in the house. You need to create a
balance of work and relaxation. Listen to
your body; if you are really tired give
yourself time to sleep. Without enough
sleep our mental health will suffer and we
will not be able to concentrate. Remember
the world will wait; nothing is so urgent
and needs fo be done immediately.

Ask for Help

Everyone gets overwhelmed at times and
we are not invisible. If things do get too
much for you remember you are not
alone. Reach out to a friend or family
member or one of the numerous support
groups out there. Halving a problem will
allow you to share it with others and will
take some of the strain off of you.

For anyone who is struggling with
loneliness. Here are some links to places
that you can get some help and support.
Or meet new friends locally.

@ Samaritans

@ Audio Guides

@ Friendship groups near you.

@ Red Cross

@ Together friends

@ NALC Club

e N
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Love yourself

All of us live different lives and are different
people. We have expertise in different
fields. It is important to accept that you are
a unique person. Feeling good about
yourself will boost your confidence. Good
self-esteem helps you to cope when life is
difficult. Recognize what you are not good
at and focus on what you are.

Getting help

If you are concerned that you are
developing a mental health problem you
should seek the advice and support of
your GP as a matter of priority.

Mental Health Foundation website
www.mentalhealth.org.uk/
your-mental-health/getting-help

Talk to the Samaritans

The Samaritans offer emotional support 24
hours a day - in full confidence.

@ Call 116 123 free of charge

@ Or email jo@samaritans.org.uk

Rethink Mental lliness

You can call the Rethink advice and

information line Monday to Friday, 10am-

2pm for practical advice on:

o different types of therapy
medication

@ benefits, debt, money issues

@ police, courts, prison

@ Your rights under the Mental Health Act.

Call Rethink on 0300 5000 927 (calls are

charged at your local rate).

Mind: The Mind info line

Mind offer an information line to answer
questions about:

@ types of mental health problem

@ where to get help

@ drug and alternative treatments

@ Advocacy.

Call the Mind info line on 0300 123 3393
(UK landline calls are charged at local
rates and charges from mobile phones
will vary considerably). Or email
info@mind.org.uk Vivien Reed

and



Why Is My Food So Hard To
Swallow? P N

This article was published by
DR Ellie Cannon for The Mail
On Sunday on 28 July 2019

For the past month, my food
has been struggling to go
down, and I've had a pain like
severe indigestion. More \ )
recently, I've been getting

stomach cramps too. Are the two linked? The medical term for
swallowing difficulties, or when your food feels like it's stuck in the
throat or chest, is dysphagia. Sometimes the food really is stuck,
or else it feels that way because the oesophagus is irritated.
These symptoms often affect the gut, causing cramps and
stomach pains too. In young people, dysphagia is rarely a sign of
anything serious, but could be an issue with the oesophagus. A
reflux of stomach acid is a common cause. Stomach acid irritates
the lining of the oesophagus, causing a feeling of heaviness and
difficulty in swallowing. The medical term for swallowing
difficulties, or when your food feels like it's stuck in the throat or
chest, is dysphagia.

Allergies

Having an allergy is another cause of irritation, which doctors call
eosinophilic oesophagitis. In older people whose symptoms have
persisted for at least a month, it could be a sign of a tumour or
serious nerve or muscle conditions such as MS. Alternatively, it
could be a condition called achalasia, where the oesophagus
becomes too tight, blocking the movement of food. To find out,
doctors perform a scan called an endoscopy, which involves a
camera being threaded down the throat and into the
oesophagus. Antacid medications may help in the meantime.

To read the complete article online, please go to:
www.dailymail.co.uk/health/article-7292797/DR-ELLIE-CANNON-
food-hard-swallow.html|

Sky High

Despite having major back surgery at the
age of 10, Ashley Bone, the son of a
Laryngectomee, made the very brave
decision to jump from a plane in aid of NALC.

Cancelled once due to bad weather, Ashley was able to do his
Skydive on 23 August. Except for a slight wobble (What am |
doing?) Ashley said “the moment | was out and falling, it blew my
mind, the view and the speed were perfect” Thankfully he landed
in one piece and has raised a fabulous amount for NALC. If you
would like to sponsor Ashley, his JustGiving page is still open.
Simply search for him at www.justgiving.com

Well done Ashley and thank you for your support.
4 )

Laryngectomee Guide for
COVID-19 e D

The  Coronavirus  (COVID-19)
pandemic presents many medical,
social and psychological
challenges for laryngectomees and
their medical providers. The
Laryngectomee Guide for COVID-19
Pandemic provides information for
laryngectomee and neck breathers
how fo cope with the COVID-19
pandemic. It contains information
how to prevent the infection and
deal with depression, social isolation, fibrosis, lymphedema,
mucous problems, and voice prosthesis leak. It provides
suggestions how to deal with esophageal dilation, hospitalisation,
and keep fit and eat well. Additional information about
laryngectomee care can be found in The Laryngectomee Guide
and The Laryngectomee Guide Expanded Edition (both are
available as free eBook, paperback and Kindle through Amazon).

\- J

The Laryngectomee Guide for COVID-19 Pandemic (in English). Is
available as eBook (free) https://bit.ly/2AY41IRO and paperback
https://bit.ly/3glrlJf

Similar information is also available at my website ‘My Voice”:
https://dribrook. blogspot.com. The guides and website contains
information about the side effects of radiation and chemotherapy;
the methods of speaking after laryngectomy; how to care for the
airways, stoma, heat and moisture exchange filter, and voice
prosthesis. Additionally they address eating and swallowing
issues, medical, dental and psychological concerns, respiration

and anesthesia, hospitalisation and travelling as a
laryngectomee.
Constantly Evolving

The information and advice given in the Laryngectomee Guide for
COVID-19 infection is based on the recommendations and
knowledge available at the time of preparing the guide on 1 June
2020. The information and knowledge about the prevention and
management of COVID-19 is growing and constantly evolving.
Because the recommendations for COVID-19 prevention and
treatment may change, it is important to follow the local health
department and Center of Disease Control and Prevention
updates and consulting with medical professionals. Although this
guide is not a substitute for professional medical care, it can be
useful for laryngectomees and their caregivers in managing their
lives and coping with the challenges of the COVID-19 pandemic.

Laryngectomee Guide

There is also The Laryngectomee Guide which contains
information about the diagnosis and treatment of laryngeal
cancer, side effects of radiation and chemotherapy; methods of
speaking; airway, stoma, and voice prosthesis care; eating and
swallowing; medical, dental and psychological concerns;
respiration; anesthesia; and travelling.

To access the Guide go to: hitps://bit.ly/3fChlvW

It is available in 19 languages (English, French, Italian, Portuguese,
Spanish (4 versions), Bulgarian, Bosnian, Greece, Romanian,
Turkish, Arabic, Persian, Simple and traditional Chinese, Korean,
Japanese, Indonesian, Filipino, and Russian).

5



KAPITEX® & NHS

HOMECARE ' Providing NHS Services

Laryngectomy and Tracheostomy
Prescriptions Made Easy. ..

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



Kapitex Homecare is a Free NHS Prescription
Delivery Service

Would you like...

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

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

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

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

Homecare FREE Prescription Service can help you!

Our services include:

RE-Mind

prescription service

.I. Electronic

prescription service

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

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

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

Let us help you to make ordering
your prescriptions easier.

KAPITEX® &

HOMECARE ’
Powered by @ 2(::%5?(\9



Funny Grandad

4 N\

\. J
The Story of Funny Grandad has been
written to help children who have a family
member undergoing a laryngectomy.

Some time ago we were asked if we had
any information to help young people to
understand what was happening if a
friend or relative was to have a
laryngectomy. We soon realised that
although there were books about cancer
diagnoses and about some of the more
usual cancers, there was nothing
specifically for laryngectomees.

We decided to produce a suitable short
publication which would be informative
and would have suitable illustrations. It
was not a simple task but with care and
not a little effort we have been able to put
together a book we think will be extremely
helpful. There is a link below to the PDF
version. If you would like the book please
send a SAE and we will be happy to send
it to you.

A New World

As a family, we remember only too well
when Sydney became aware he had to
have a laryngectomy for throat cancer. We
were pitched into a completely new world
which ultimately resulted in the founding
of the Cancer Laryngectomee Trust. My
children grew up assuming having a
Grandad with an unusual voice was just
part of everyday life. However, it would
have been so helpful to have a book
explaining more about the operation and
the implications.

We were very fortunate to find an
illustrator who understood what we were
wanting to say. Jess and Pickle are
fictional but Pickle does bear more than a
passing resemblance to Brandy who was
Sydney's constant companion.

We do hope you enjoy the book and we
would love to hear from you if you find it
helpful.

8

Cancer Support in
Lockdown

It's the bit the NHS cannot fix'. This article
was published by The Guardian on
10 June 2020

With  treatment altered or surgery
postponed, more cancer patients are
seeking help for mental wellbeing from
charities struggling to fund it. Alyson
Gibbons, who was told her breast cancer
had returned and was now incurable just
before lockdown: “When Coronavirus
goes, life isn't going to be all rosy, and
we're back to normal.” As the UK resigned
itself to life under lockdown, Alyson felt her
world was falling apart. Two weeks earlier,
doctors had told her that her breast cancer
had returned and was no longer curable.
“The little ray of hope was squashed, and
it hit me hard,” she says. “I felt that sick
feeling in the pit of my stomach, like I had
the day that | was first diagnosed.” Alyson,
47, thanks the Wessex Cancer Trust, a
local charity that narrowly survived a
funding crisis in 2019, for piecing back
together “the jigsaw of me that doctors
and hospitals couldn’t complete”. When
she was first diagnosed in 2017, its centre
in Chandler’s Ford, Hampshire, offered her
sanctuary. Somewhere fo listen and laugh,
and to sit quietly and cry, cocooned in a
“blanket of understanding”.

When the cancer resurfaced in March, “the
first place | went was Wessex”, she says.
Only now, her counselling takes place by
phone and the group catch-ups are over
video-conferencing app, Zoom.

4 N\
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Hidden Disabilities
Face Mask
Exemptions Card

Wearing face-coverings is now mandatory
in shops and public transport in England
and Scotland and on public transport in
Northern Ireland.

There are some exceptions, which the

government have outlined as ‘reasonable’

reasons for not wearing a mask. including:

e if you have a physical or mental iliness
or impairment, or a disability that means
you cannot put on, wear or remove a
face covering

e if putting on, wearing or removing a
face covering would cause you severe
disfress

e if you are travelling with or providing
assistance to, someone who relies on
lip-reading to communicate

The Hidden Disabilities Face-covering
Exempt Card indicates that the wearer has
a hidden disability and has a reasonable
excuse for not wearing a face covering.
Businesses who are members of the
scheme are aware of the card and
provide support, help, assistance or simply
a little more time to those wearing the
Hidden Disabilities Sunflower.

However, please note that shops and
public transport can still refuse you entry if
you are not wearing a face covering.

However all passenger frain companies
recognise the Sunflower lanyard and even
if someone is not wearing one but is
exempt, they would not be refused travel.

In England and Scotland, those who do
not adhere to the rules face a fine of up to
£100. It will be reduced to £50 if paid
within 14 days.

Compulsory mask-wearing will be
enforced by police, according to the
government, rather than shop owners and
staff themselves, who can call the police
or refuse the person entry.

The Card is available from:
https://hiddendisabilitiesstore.com/
hidden-disabilities-face-covering.html

To receive a copy of the book please send
a SAE (size at least 230mm x 230mm) and
bearing a Large Letter stamp to CLT, PO
Box 618, Halifax HX3 8WX. A voluntary
donation of £10 to CLT to support the work
of the charity would also be appreciated.

To download the PDF version go to:
www.cancerlt.org/assets/grandad.pdf
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Missed Cancer Screenings Due To COVID-19 ( )

This article appeared in The Guardian newspaper

When the UK lockdown was announced, charities that provide
psychological and practical support to the 367,000 people
diagnosed with cancer each year scrambled to put the peer
groups, therapies and counselling that draw visitors to their
centres on to telephone lines and virtual platforms.

Being cooped up and unable to see loved ones has made the
body blow of cancer harder for many. Vicki Day, 58, from Lytham
St. Annes in Lancashire, learned that she had throat cancer in late
January and had her radiotherapy mask made and fitted with her
father and daughter beside her just before lockdown. A week
later she began her hospital treatment alone. “Under normal
circumstances my father would have spent every day eating cake
and reading magazines in the coffee shop and my daughter
would have been with me,” she says. “Sitting in the wheelchair
and being sick and desperately needing someone was just
crushing... it would have made a huge difference having my
daughter ask questions at the weekly reviews. My mind went
blank and | just wanted my bed.”

A Lifeline

So digital support is providing a lifeline. Calls to cancer support
helplines have soared. Colette Cowan, head of service delivery at
Wessex, says: “We have seen an increase in demand for our
services, both from existing and new clients. We've seen an
increase in clients wanting connection with others. Cancer
diagnoses havent stopped during Covid-19 and those people
have been seeking support through our telephone and remote
services. We've also had a huge increase in the number of family
members seeking support on behalf of a loved one who has been
isolated and struggling.”

And demand for support is likely to rise still further after the
pandemic. Analysis by Cancer Research UK suggests that as
Covid-19 deaths increased, millions of people have not been
screened and 24,000 cases have gone undiagnosed. Others
have had treatment altered or surgery postponed, raising fears of
an explosion of mental suffering as people learn that they face
more extensive surgery, or that their cancer is no longer treatable.

Plummeting Budgets

Although demand for help is soaring, charity budgets are
plummeting, as one by one the fundraising events, marathons
and galas that pay for their activities have been mothballed or
scrapped. “At the moment we're predicting that our funding will
be down by about 40% and many in the sector are predicting
50%,” says Laura Lee, chief executive of Maggie’s, a cancer

support charity with a network of 23
local centres in the UK. “Like everyone
we're scenario planning... but if a
second lockdown comes, that could
decimate income.”

Cuts & Closures N /

For smaller charities, the squeeze threatens cuts and even
closures. “We've definitely felt the financial pressure a lot of
small charities are under,” says Cowan. “Without the support of
our local communities, the dedication of our staff and
volunteers, and the ability to secure some short-term grants to
see us through, | don't know how we would have survived
Covid-19 and the impact it's had on fundraising.” That petrifies
Gibbons. She says charities that rebuild the mental health of
people diagnosed with cancer are unique in what they do. “It's
the bit that the NHS, brilliant as they are, cannot fix,” she says.
“When | was in a hole, it was Wessex that gave me the strength
to go back home at night and be a wife and mum again.”

A spokeswoman for the government says the government is
providing an “unprecedented package of government support”
to charities. “Charities working to support people with cancer
have received grants through the £750m charity support
package and small to medium-sized organisations can apply
to the £200m coronavirus community support fund for further
financial support,” she says. “Charities can also benefit from
the coronavirus job retention scheme and the coronavirus
business interruption loan scheme.” Maggie’s has already
reopened for one-to-one appointments and plans to restart
work in small groups, as soon as it is safe to do so. Others are
more cautious.

Highly Vulnerable

Chris Curtis, chief executive of The Swallows, a head and neck
cancer support group, says: “We can't look to restart face-to-face
meetings until the New Year, due to the current lockdown
restrictions and because the people we support are highly
vulnerable.” Back in Chandler’s Ford, Gibbons is clear that even
after lockdown, her life has changed. “When coronavirus goes, life
isnt going to be all rosy, and we're back to normal,” she says.
Although she looks forward to her virtual catch-ups and
counselling, she dislikes the ‘whispery’ necessity of checking that
her children are out of earshot. And she is looking forward to
having some face-to-face support again. As much as there are
online groups, she says, “there’s an immense comfort in just
sitting with someone who has even an inkling of knowing how
that feels.”

No North Run

Margaret Evans, a Highly Specialised Speech Therapist from Bradford, was due to be running
in the Great North Run this month. All funds raised were being donated to NALC. Unfortunately
due fo the dreaded virus, the run has been cancelled. However, Margaret has decided not to
put her training to waste and will do her own run on the same day it was due to take place,

13 September. We are extremely grateful that Margaret has made this decision and are hoping
that our readers will donate a pound or two to show Margaret your support. Like everyone,
things have been tough this year and lots of our fundraising has had to be put on hold. If you
would like to donate, Margarets JustGiving page is www.justgiving.com/fundraising/margaret-
evanslOnalc . Some of you may be reading this after the event. The JustGiving page will

remain open for a while so you will still be able to make a donation. Thank you. \_ )




WE ARE COUNTRYWIDE SUPPLIES

At Countrywide Supplies, we care about you and want to
ensure that we do a great job at providing you with the
products and support you need.

We know that having a laryngectomy or tracheostomy can
be life changing and we will help you by working with you
and those close to you, whether that is your carer, family,
clinician or GP. We hope to empower and enable you to
improve your quality of life and independence by providing
you with the best possible support.

We offer a range of support and services to help you
through your journey.

Dedicated Customer Care Team

Our customer care team have all received training
on laryngectomy and tracheostomy including an
understanding of the conditions, related products
and the wider impact this has on you and your
family.

They receive continuous training by specialist
Head and Neck Nurses and Speech and Language
Therapists to deepen their understanding.
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Meet Lizz Summers, Head of Customer Care at Countrywide Supplies

.4 o6 As an experienced Head and Neck Speech and Language Therapist, |
y :: understand how important it is for you to be able to get the products
co@ oe that you need.
N | oe
e o ( ..
i | :: Our friendly and helpful team are on hand to help you with any
s e questions or queries you may have. We can also offer you a convenient
N :: monthly service call, either by phone, text or email, so it's one less thing
: for you to think about.



.........
e o 0o 0 0 o o o

c o 00006~~~ 2000 0 o -
. e o
. e e
e o " @
L3N )
LN J
e 0 @
e 0o
e o (
e o (
e 0o 0
LI
e 0\
LI B BN 7/ ®
s o @ ( I )
o« o e o
c e 0 0000w ew®0 0o o

said we were good
at understanding
their needs

Countrywide
Supplies
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Expert Nursing Service

When you come home from the hospital, taking
care of your stoma can seem daunting. This will get
easier with time, and soon you may find that you
have become an expert.

Our Countrywide Supplies Nursing team is made
up of specialist Head and Neck Nurses who are
experienced at caring for patients with a neck
stomoa.

Our nurses work with you to help provide the

best possible service in the way you feel most
comfortable, whether by video calls, text messages,
emails or a home visit; allowing you to choose
whichever way is most convenient.

o \lcet Sue Westley, Customer at Countrywide Supplies

| don't know what I'd do without the Countrywide Nurse, Katherin,
When I'm ok we have a laugh but when I'm upset and have trouble
communicating she's there for me through text messages. If I'm
running out of supplies she helps to sort me out.

he nursing service is only available in selected areas. The nursing service is available
under NHS England, Wales and Northern Ireland, but not under NHS Scotland.

93% 96%

said we had the rated our service as

products they good or excellent
needed in stock

At Countrywide Supplies, we're experts in delivering a service to support your laryngectomy and
tracheostomy needs. If you would like to find out more about our support and services, please get

in contact. We are always happy to help.

O Freephone: 0800 783 1659

Text: 07800 140 059

© Emoail: info@countrywidesupplies.co.uk @ Web: www.countrywidesupplies.co.uk



Plymouth HNC

Our programme of events has been
knocked for a six with most of our monthly
meetings having been cancelled. Our next
scheduled event will be our AGM in
October and even that is looking
precarious. Sadly, our cancer support group
will be disbanding at the end of the year.

Video-conferencing

| doubt at the start of 2020 many readers
of CLAN were familiar with Zoom and
other platforms for video-conferencing.
Now, | meet very few members of my local
group who have not used this way of
communicating with family and friends,
with the limits placed on face to face
meetings during the pandemic. Not
everyone likes using Zoom but find it
befter than missing out seeing and talking
to people altogether.

In my work in providing support to
laryngectomees | have made use of Zoom
in contributing to webinars sharing
information about COVID-19 and how
laryngectomees can stay safe. | have also
used it to make contact with individual
patients facing a laryngectomy.

NALC has had to cancel its planned
meetings since March, such gatherings
have been prohibited by Government
guidance. Our solution, for the moment, is
to use Zoom too hold a virtual meeting,
starting with an AGM in October. Even
though the restrictions have started to be
eased we could not expect
laryngectomees to travel to London for a
meeting. Laryngectomees are vulnerable
or even extremely vulnerable to
coronavirus. Wearing a face mask for
several hours during a train journey is not
likely to be a comfortable experience.

Zoom is but one option, some will have
used Webex or Microsoft Teams. We have
chosen Zoom because it seems to be the
most widely used platform, so most will
not have to learn a new skill. | have used
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Chesterfield Club

Since March, due to the lockdown, our members have not been able to get together. We
have fried fo keep in contact with emails, letters and telephone calls. Hopefully this will
have helped as individuals faced challenging situations but will not have come close to

giving someone a hug and them hearing words of comfort and support in person.

Finally in August we were
able to arrange an outdoor
meeting in a country park
close to our usual venue,
ensuring distancing rules
were followed. We were
also able to provide
members with washable
face masks, procured from

another local charity.

We are grateful to the Mansfield Building Society who have generously given us a grant
of £400. We will use the grant to purchase some more boogie boards and also to
produce new leaflets to advertise our work around the North Midlands.

NALC suggests
you wear a mask
over the nose,
mouth and

covering the
stoma.

all three and Zoom is the simplest to use |
think.

Many will be missing meeting friends an
colleagues as we used to do, but there
are some advantages. NALC does not
have groups in all localities. Zoom could
be helpful in ensuring every patient facing
a laryngectomy has the chance to speak
to someone who has had the operation, to
reassure them ahead of surgery. We will
be promoting this new method of support
as much as we can.

A few months ago | was contacted by
someone involved with Macmillan Cancer
Support involved with extending a
buddying service to patients via the
telephone. This was a response to the
current difficulties of meeting in person. |
pointed out that for laryngectomees and
other head and neck patients using a
telephone was often problematic. |
suggested they should look to use
solutions such as Zoom as well. It also has
the added advantage that both the patient
and carer can be involved in discussions
at the same time.

© The National Association of Laryngectomee Clubs 2020

Still Zooming!
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Sam and lan Honeysett
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